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Introduction to Volume III:
Developing Pathways and Partnerships

T

he title of this third and final volume, “Building Pathways and Partnerships,”
reflects an essential step in HIV/AIDS service provision. Even if we build the best programs, they
are of little value without efforts to increase access to the critical services they provide. As the previous two volumes have shown, there are a multitude of considerations to take into account when building
comprehensive programs, yet building these programs is only the first step.
In the first section of this volume, “Rolling Out and Scaling Up,” authors share their experiences in rolling out and scaling up proven care, treatment, and prevention strategies to achieve greater coverage and
access to services. They also highlight the formidable challenges inherent in these efforts when both human
and financial resources are in short supply. And while many efforts tend to focus on the formal health care
sector, these authors remind us that the community is at the core of everything we do. Without effective
community linkages, even the most robust programs will be weakened and the effectiveness of vital interventions greatly diminished in the absence of massive outreach efforts and “bottom-up” support.
In the “Community-Based Care” section, we will learn about some of the key strategies for engaging the community in HIV/AIDS efforts, and ways in which community members can be mobilized to
strengthen and support existing services, especially in light of human resource shortages. These include
the use of lay counselors and peer support groups, which play a critical role in bridging the gap between
the formal health care system and the individuals that often lay just beyond its reach.
Finally, in “Leadership and Partnerships,” we will take a look at some of the key strategies for greater
cross-sector collaboration. Strategies highlighted include the formation of public-private partnerships,
which capitalize on existing networks and private-sector innovation, as well as greater integration with
faith-based initiatives, which often play a central role in supporting the health and well-being of many
communities.
It is also important to step back and take a broader look at the current policy environment in which we
operate. The mechanisms of the key institutions that both influence and support our work must be understood in order for us to work more effectively together, and to look for opportunities to progress beyond
the status quo and reach new heights as we strive for excellence in all that we do. While the chapters in
this volume contain a snapshot of the impressive efforts taking place around the globe to expand the reach
of vital HIV/AIDS services, they also remind us that as long as people are becoming newly infected and
are dying from HIV, and as long as orphans are not receiving adequate care and support, our work is not
yet done. There will always be a need to ensure that our policies and programs continually respond to
the ever-changing social and political environments in which we work. As governments change hands
and funding priorities shift, we must never cease to mobilize all resources, whether human, financial, or
otherwise, at our disposal to ensure that all people everywhere benefit from the highest quality programs
and services.

Mark Dybul
x

Ambassador Mark Dybul, M.D., served as the U.S. global AIDS coordinator until early 2009, leading the implementation of the President’s Emergency Plan for AIDS Relief (PEPFAR). In his role as global AIDS coordinator, Ambassador
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nurse syprose sets out to visit
one of her patients after finishing
a full day’s work at the hospital.

Syprose
Adhiambo Oduor


Community Health Nurse, Western Kenya

In the mid-1980s, when word spread that a disease called AIDS was killing people, administrators
at Chulaimbo Hospital in western Kenya panicked:
They moved all patients testing HIV-positive into
one room, separate from all other patients. Almost
all the health workers stayed clear of that room, but
not nurse Syprose Adhiambo Oduor.
“My colleagues feared these patients. They did not
feel free in helping them,” Oduor remembered. “It
was the fear of the virus, a fear of getting infected
themselves. I tended to those patients. The others
couldn’t believe the way I was handling those with
HIV. But as a Christian, I felt the Lord would protect
me. And even if I did die, I would die with the Lord.”

written by John Donnelly
photographs by Dominic Chavez
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“The others couldn’t believe

the way I was

the Lord would protect me.”

Lord.”
With that strong belief, Oduor set off on a path
defined by the devastating arc of AIDS. The virus
claimed the lives of one of her sisters and a brother. It
created orphans in her family; she took in a niece and
nephew. Then, in 2000, she had to weigh a very personal risk to herself: Her husband announced he was
taking a second wife, which is common in Kenya.
She almost decided to leave him. But, she said,
through prayer and considering the cold fact that
she needed her husband’s economic support to
keep their children in school, she decided to remain
with him. She had one condition, though: “If we
were to come together, he must use a condom

xiv

every time,” she said. “He agreed. So I
accepted him.”
AIDS didn’t stop there with
Oduor. It dominated her work as
well. For more than 20 years, she has
toiled as a nurse and HIV counselor at
Chulaimbo Hospital. And since 2004,
she has helped run a home-based care
network for a tiny pittance of a salary,
supervising the cases of more than
250 patients spread out across the surrounding rural communities.
For Oduor, 45, mother of three,
that means she is constantly on the
go. From late afternoon into evening
during the week, she visits patients.
On Saturday, it’s the same. Only on
Sunday does she rest—unless there’s an emergency. Then she goes to help.
One Saturday afternoon, she checked in on
two of her patients who were both in difficult
situations. The first was a 13-year-old orphan girl
named Mercy who had just given birth. Her twomonth-old baby, Carolina Akoth, had a fever soon
after birth but now was doing well. Still, Oduor
remained concerned about both of them.
“For one thing, I’m worried that Mercy has
dropped out of school. She should go back,” Oduor
said, standing underneath a canopy of red and pink
bougainvillea blossoms. “There’s also the problem
they are having in feeding the whole extended family.
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handling those with HIV. But as a Christian, I felt
Q&A
with Syprose
Adhiambo
Oduor

Q: What do you see as the biggest challenges in the years ahead?
“We still need to get more people tested so they know their status. If they are positive, they can live positively—
by that, I mean, take care of themselves, take the right medication, and don’t infect others. The threat of death
will then not be so great, and we will not have as big a problem with orphans. We should also try to get people
who are positive to go public with their status.”
Q: By going public, doesn’t that make HIV-positive people more vulnerable?
“If more people go public, it will become more normal. There is a huge public health benefit if they go public.
The rate of infection will go down because the community will know who is infected and take the right precautions. One person can infect so many.”
Q: What will encourage people to go public?
“We need to get people to join support groups. It’s so important for people to discuss openly what has happened to them, and they can share stories that help them prepare for what will come next.”
Q: How do you find the energy for your work?
“I just like doing it. When I see a patient improve, I become very happy. I feel proud. That person is then
seen in the community as someone who is doing well again. People talk about it. In the past, before we had
antiretroviral drugs, people used to die in great numbers. Sometimes I would get very depressed. You felt no
matter what you did, people would die. Now, the death rate has gone down. The number of support groups
for HIV-positive people has gone up. That makes me very happy. This is work that I do wholeheartedly.”

They always need more food.”e
Her second patient, Maurice Odielo, 38, HIVpositive and partly paralyzed in both legs, rose
slowly to greet her as she entered his hut. He had
tears in his eyes.
“She’s helping me a lot,” he said. “When I needed
to get tested, I went to her. When I needed counsel-

ing, I went to her, too. And when I needed food, she
found a program that would bring food to me.”
Odielo told her that he had a dream—that he
would walk again. “Then I could find work, feed
myself, and,” he said, “I could visit you in your
house.”
Oduor smiled. “I hope for that, too,” she said.
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Principles and Experiences in
National Antiretroviral
Therapy Roll-Out
Alfredo E. Vergara,a Américo Assan,b and Sten H. Vermundc
Vanderbilt Institute for Global Health, Department of Preventative Medicine, Vanderbilt University School of Medicine, United States
National Directorate of Medical Services, Ministry of Health, Mozambique
c
Vanderbilt Institute for Global Health, Department of Pediatrics, Vanderbilt University School of Medicine, United States
a

b

I

n the early 2000s, the international
community was finally able to gather the necessary political will, momentum, and financial
resources to begin making antiretroviral (ARV)
treatment widely available in developing countries.
AIDS activists, United Nations organizations, and
health workers (notably Médecins Sans Frontières
[MSF]) from around the globe led this dramatic shift
in thinking. A cascade of events then occurred that
would forever change the way that HIV was treated
and managed in resource-limited settings. The XIII
International AIDS Conference in Durban, South
Africa, in 2000 served to raise global awareness
about increasing AIDS-related mortality and the
need to provide combination antiretroviral therapy
(ART) to all those in need.
The XIV International AIDS Conference in
2002 in Barcelona, Spain, reaffirmed the need for
wealthy nations to finance the cost of HIV treatment and prevention in developing countries.
Shortly after the Barcelona conference, the Global
Fund to Fight AIDS, Tuberculosis and Malaria was
created, along with the World Bank’s Treatment
Acceleration Program and the Clinton HIV/AIDS
Initiative. Rapid declines in the costs of ARV drugs
soon followed, spurring a change in global attitudes

toward the widespread provision of ART. In 2003,
the World Health Organization (WHO) launched
the “3 by 5” initiative (i.e., treat three million people by 2005). This goal was not reached, but the
term “3 by 5” lived on. In 2004, the President’s
Emergency Plan for AIDS Relief (PEPFAR) proposed to invest roughly $15 billion in the global
AIDS effort through 2008, the largest single-focus
foreign-aid initiative in U.S. history. Once in place,
these programs provided unprecedented funding
to help combat HIV through the widespread provision of ARVs.
Although this unparalleled international effort
to combat HIV through expanded access to treatment and prevention has benefited many people in
developing countries, huge challenges still remain.
For instance, the true burden of disease in many
countries is still not known, nor is there a clear
picture of the magnitude of resources needed to
halt the pandemic. Debates also continue regarding the most cost-effective approaches to treatment and prevention. Despite these and other
challenges, the initiation and scale-up of programs
in the most affected countries continue, producing important lessons that can be shared across a
variety of settings.
Rolling Out and Scaling Up
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Source: WHO and UNAIDS.

Figure 1. Estimated number of people needing antiretroviral therapy in lower-income countries as of
December 2006 (WHO and the Joint United Nations Program on HIV and AIDS)
Many of the most affected nations in sub-Saharan
Africa and Southeast Asia also have among the lowest
health expenditures in the world (less than US$10 per
person per year), a high percentage of the population living in poverty (more than 50% of the population living on less than US$2 per person per day),
extremely high illiteracy rates in rural areas (greater
than 50%), and limited access to useful health services.1 Given the severe programmatic constraints
in these countries, there are a number of practical
issues to consider when scaling up HIV/AIDS care
and treatment programs (see Box 1). The challenges
these nations face when attempting to scale up ARV
programs are far different from those experienced by
countries with well-functioning primary health-care
systems (see Box 2). This chapter will discuss both the
practical issues and challenges inherent in scaling up
ART programs in resource-limited settings.
Before 2000, the provision of ART in developing
countries was deemed too impractical (or impossible) because of high costs and the lack of developed health-care infrastructure. Many considered
the complexities of managing patient care and
2

follow-up to be insurmountable given the high cost
of ARV drugs and the shortage of trained healthcare professionals. Another concern was that the
availability of ART might fuel the pandemic as a
result of poor patient adherence to therapy, thereby
increasing the risk of drug-resistant viral strains.
Also, some believed that ART might lead to disinhibition (also termed “risk compensation”) of people
living with HIV, whereby behavioral restraints that
might have existed before receiving treatment are
relaxed due to the patient believing that there is now
a “cure” for AIDS. Despite these concerns, it was
eventually concluded that it would be morally and
ethically reprehensible to deny treatment to millions
of people living with HIV in low-income countries.
Several groups set out to demonstrate the feasibility of ART provision in resource-limited settings through pilot projects in several low-income
countries. One notable example is the work of
MSF, which sponsored many pilot ART programs around the world and effectively pushed the
agenda of providing ARVs under very challenging conditions (see sidebar on page 4). The work
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Box 1. Considerations for Scaling Up Antiretroviral Therapy
n
n
n
n

n
n
n
n

n

n

n
n
n

Making HIV testing and counseling widely available
Choosing a manageable number of primary and secondary antiretroviral drug regimes
Making CD4 lymphocyte measures, basic hematology, and biochemistry laboratory capacity widely available
Implementing prevention of mother-to-child transmission in increasing phases of complexity, e.g.,
graduating from single-dose nevirapine when the health system can support a more complex regimen
Decentralizing antiretroviral therapy initiation and patient management
Creating a patient-tracking health information system
Creating a culture of patient follow-up with “buddy systems”
Creating community outreach and education systems to facilitate patient tracking for treatment adherence
and support
Adjusting commodity procurement and distribution systems to reduce stock-outs and accommodate new
drugs and supplies
Creating appropriate systems to diagnose children early and follow up with them in an appropriate health
context
Implementing a basic package of wraparound care and support services
Implementing an HIV drug-resistance surveillance system
Integrating HIV-related services into health care, particularly primary care

of Partners in Health in Haiti, led by Paul Farmer
from Harvard University, demonstrated that when
ARVs are made available, treatment programs can
succeed and achieve high rates of drug adherence
through the use of accompagnateurs, or treatment “buddies.” These treatment buddies provide
directly observed therapy for ART, a technique
that was originally developed to promote adherence to TB treatment.2-5 Yet these model programs
were relatively small and well-funded in contrast
to the larger-scale, resource-constrained national
programs that would be initiated soon thereafter.
Between 2000 and 2002, activists, academics,
United Nations organizations, and governments
began to put a great deal of energy behind combating the AIDS pandemic on a global scale. Aiding this
effort, the cost of ARVs was lowered due to activist
demands focused on Western pharmaceutical manufacturers and competition from generic manufacturers, especially those in India. The emergence of
successful models of care in resource-limited settings combined with lowered drug costs made it a
moral imperative for policymakers to get as many
eligible people into treatment as quickly as possible.

The Need for Coherent
National Planning
Aggressive expansion of ARV programs in
resource-limited settings was (and is) seen as a
very positive turn of events, despite the fact that it
has been accompanied by what might be described
as a “mad race” to enroll patients, regardless of the
effect of HIV/AIDS programs on other services. Yet
the sustainability of these programs is an ongoing
concern. Given the generally poor state of healthcare systems in many affected countries due to limited health manpower, inadequate infrastructure,
risk of drug stock-outs, and dependence on outside
financing, it is unlikely that national governments
will be able to take over externally funded HIV/
AIDS programs in the foreseeable future.6 These
programs can also compromise other primary-care
priorities (e.g., due to redistributions in staff time)
unless special measures are taken to preserve and
improve baseline primary-care programs as part of
national HIV/AIDS strategies.7
Rapid program expansion can result in activities that have had only cursory planning and coordination, causing imbalances in the distribution
Rolling Out and Scaling Up
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Early Achievements in Expanding Access
to Antiretroviral Therapy

T

he early action of the
Brazilian Ministry of Health and the
Thai Ministry of Health, the innovative rural work of Paul Farmer and Partners in
Health (PIH) in rural Haiti, and model projects worldwide by Médicins San Frontières
(MSF) demonstrated that successful provision
of ARVs was feasible in resource-constrained
settings. These organizations were among the
first to argue that individuals in developing
countries should have access to antiretroviral
therapy.
South African high court judge Edwin
Cameron electrified an audience of HIV
researchers, care providers, and activists at
the XIII International AIDS Conference in
Durban in 2000 with his speech criticizing
the way that his government had failed to
address its HIV epidemic, calling “indefensible” the viewpoint (which was prevalent
at the conference) that HIV care could not
be implemented in poor nations. Farmer,
Cameron, and others have argued that primary prevention in the form of education
about HIV and condom distribution was an
insufficient response in countries most heavily affected by the epidemic; treatment had to

of resources by location or geographical region.
This rush to achieve results (e.g., an increase in the
numbers of patients on ARVs) to justify substantial
budget allocations has led to programmatic incoherence and fragmentation of health care in some
settings.9,10 For example, in Mozambique, different
ARV regimens were in use by various nongovernmental organizations (NGOs) supporting ARV
4

be part of the response if the fabric of society
was to be preserved. They also argued that
palliative care should not be the only option
for those already infected.
Early on, countries received ARVs from pioneers such as PIH and MSF that demonstrated
how therapy could be provided in resourcelimited settings. The PIH work in Haiti using
directly observed therapy provided much needed
evidence that helped pave the way for ARV
availability in many other developing countries.
The work of Brazil, Thailand, and MSF added
to the international body of evidence in favor
of more widespread availability of ARVs. Both
local health authorities and national- and international-level policymakers began to adopt the
view that allocating resources for ARVs was a
legitimate investment. MSF started demonstration projects in seven developing countries and
also used its status as a major international nongovernmental organization to advocate a reduction in ARV pricing through the use of generic
drugs for developing countries. Effective advocacy and evidence-based successes eventually
led to a global change in attitude favoring therapy and care as a vital component in the fight
against HIV/AIDS.2,3,8

treatment before the Ministry of Health established
fixed national ART guidelines. Diverse and uncoordinated approaches to HIV/AIDS care within a
country can result in a number of challenges. For
example, patients may move from one care setting
(e.g., an NGO-run facility) where they are receiving a complex ARV regimen to a different setting
(e.g., a public ART clinic) where only a simpler
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Box 2. Challenges to Scaling Up Antiretroviral Therapy
n
n
n
n
n
n

Lack of sufficient clinic space and infrastructure support such as electricity and running water
Lack of sufficient funding
Insufficient numbers of adequately trained staff and adequate work environments
Inadequate protection for health-care workers using postexposure prophylaxis for needle-stick injuries
Poor nongovernmental organization integration and donor coordination
Poor management practices and monitoring and evaluation systems to monitor and improve quality of
services

regimen is available, necessitating a change in
treatment and possibly jeopardizing patient health.
Additionally, an NGO might run out of funds, leaving patients who have been receiving specialized,
complex care in the hands of local health workers
trained according to different treatment protocols.
These examples illustrate how a temporary, expedient “solution” can create additional, unexpected
problems due to lack of stakeholder consultation
and buy-in. Conversely, not adopting an expedient
solution in the face of delays in the implementation of a national policy may result in additional
mortality due to lack of treatment. To avoid such
problems, the ideal approach is to temper the goal
of rapid program expansion with careful coordination and synergy with national policies and existing systems.

ART Patient Selection
A principal factor shaping the approach to ART program scale-up has been the pressure from funders
and advocates to identify and enroll patients. For
instance, one of the main objectives of programs
supported under PEPFAR is to place a targeted
number of people on treatment during each year
of implementation. In theory, this is a good strategy; clear, measurable, and ambitious yet achievable
goals are set in place, and targets are (hopefully)
met. However, in an environment where planning
and management capacity is poor and implementation capacity varies considerably outside the major
urban centers, it is inevitable that the use of target
numbers results in the “cherry-picking” of patients

in urban areas; this technique makes it possible to
place a large number of HIV-infected people on
therapy quickly and comparatively easily. For example, in Mozambique, almost half of all the patients
enrolled in ART programs in 2005 lived in the capital city of Maputo (unpublished data [see sidebar on
page 6]). This naturally caused considerable anger
among human rights groups, health officials, and
patient advocates in rural provinces, who demanded
to know why only those who lived in urban centers
were deemed eligible to receive lifesaving treatment.
Strategies to address these imbalances and disparities continue to emerge yet remain challenging due
to the higher costs associated with providing services to harder-to-reach populations.
Despite the massive scale-up efforts now under
way, it is expected that ART will not reach all those
in need for the foreseeable future. Determining how
this limited resource should be distributed within
each country has become an important responsibility in the hands of national governments. Although
public discussion about the rationing of ARVs has
been avoided, “passive decisions” are being made
about who is given access to ART; typically only
those who currently know their status or are living close to a clinic are selected.11 Other programs
accept only ARV-eligible persons who can demonstrate adherence with cotrimoxazole and/or multivitamins before initiation on ART.12 By only selecting patients who are likely to adhere to treatment,
providers may be inadvertently selecting a greater
proportion of people with higher educational levels or better socioeconomic status.13
Rolling Out and Scaling Up
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T

he influx of international
funding beginning in the early 2000s
enabled developing countries, such as
Mozambique, to rapidly intensify their HIV/
AIDS efforts. In December 2001, the Ministry
of Health (MISAU) created its first normative
framework, outlining its intended response
to the HIV epidemic. The following year,
Mozambique’s proposal to the Global Fund to
Fight AIDS, Tuberculosis and Malaria (Global
Fund) was approved and the first “day hospitals”
focusing on HIV care and treatment opened
in the nation’s capital city, Maputo. With the
help of PEPFAR resources, the government of
Mozambique began ART distribution in 2004.
This was a huge national milestone because
before 2004, ART had been restricted to a few
pilot sites run by MISAU with support from various nongovernmental organizations.
As demand for services grew along with
treatment capacity, MISAU decided to substantially revise the initial care and treatment
protocols that were established in 2001. As a
result of these revisions, several changes took

When resources are scarce, there should be
guidelines in place for their fair and effective
long-term allocation, including a transparent
rationale for priority assignment of immediate
treatment. Human rights and ethical principles
must be the foundation for any distribution
plan to ensure that it is legitimate and fair for all
those affected.14
However, the use of human rights and ethical
principles is only one aspect of a sound policy
for the allocation of ART. Community participation is a necessary component for the creation
6

place in 2006: provincial coordinators for HIV,
TB, and malaria were created; greater responsibility was given to MISAU’s Department of
Medical Assistance to help alleviate the shortage
of trained health personnel; and ART training
was extended to include other health units in
suburban and rural areas. These changes were
aimed at achieving total integration of services
within health units and expanding services into
rural areas. The evolution of Mozambique’s
HIV/AIDS protocols and regulations that began
in 2001 resulted in a steady and more equitable increase in the number of patients enrolled
on ART. In 2004, 15 health units, mostly in
Maputo, were providing ARVs to 4,182 people. By 2006, 180 health units were providing
ARVs to more than 57,000 people. Half (90) of
these units were located in rural areas, resulting in the percentage of people on ARVs that
were living in Maputo falling from 67% to 44%.
The national scale-up continues. Progress so far
demonstrates that increasing access to ART for
those in need is feasible in a resource-limited
setting such as Mozambique.

of any policy, so that the needs of affected communities and individuals can be understood and
addressed. The participation of relevant stakeholders and their representatives in the planning
process helps to create polices that all view as fair
and legitimate. A fair process is one that helps
citizens to understand each other’s values and
preferences within the context of human rights
and ethical norms. It is the use of fair process
that allows the development of policies based on
reason, ethical principles, and the needs of the
community.14
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During the latter part of the 20th century, a traditional model of HIV voluntary counseling
and testing (VCT) began to be promoted as a
global standard of care. Despite concerted efforts
encouraging people to learn their HIV status,
uptake of VCT remained low. From the perspective of a potentially HIV-infected person in subSaharan Africa at that time, there was little incentive to be tested given that no effective treatment
was available. Since then, both treatment and
VCT services have become more widely available
and effective. Approaches such as couples HIV
counseling and testing, aggressive social marketing or outreach, and provider-initiated optout and opt-in testing have all played a role in
increasing uptake.15
In spite of conceptual and programmatic
advances, VCT has not increased at a fast enough
pace to have a significant effect on prevention.
As a result, many public-health practitioners are
now advocating universal, provider-initiated,
opt-out testing either in select facilities (e.g.,
sexually transmitted infection or prevention of
mother-to-child transmission clinics) or as a
universal component of care in public-health
facilities. The combination of routine counseling of patients with opt-out testing can be an
effective strategy for increasing the uptake of
services, as has been demonstrated in Botswana16
and elsewhere.
Even in situations where other HIV/AIDSrelated services are not yet available, establishing
access to VCT should be a priority for any national
program. In addition to enhancing life choices
and preventive measures available to individuals
and couples, VCT enhances awareness and acceptance of HIV/AIDS in the general population and
contributes to reducing denial, stigma, and discrimination. Universal access to VCT is therefore
a cornerstone of all HIV programs.

Diagnostic Laboratory
Capacity
Laboratory capacity at the point of service should,
at a minimum, include HIV diagnosis using dual
rapid tests according to the WHO algorithm
adopted in most developing countries.17 Other
important diagnostic services include:
• TB sputum collection and smear
• Malaria smear or rapid test
• Syphilis testing with basic serology
• Pregnancy testing
•	Urine sugar and protein via “dipstick”
• Gram stain and microscopy for basic sexually
transmitted infection diagnosis, when possible
• Provision for adequate sample collection and
referral for CD4 cell count, hematology, biochemistry, and infant early HIV diagnosis using
nucleic acid amplification testing
Poor roads, lack of electricity, and tropical climates are some of the major challenges faced in lab
functioning and sample collection and handling.
Establishing quality control / quality assurance programs, including laboratory proficiency testing, is
costly and difficult to sustain. Alternative technologies, such as dry fluid spot collection and rapid HIV
tests, have resulted in tremendous improvements in
the ability to implement care and treatment in lowincome countries.18-20
Balancing the need for complex laboratory
technologies with the need to expand access to
ART services has been a highly debated topic. For
instance, it has yet to be established whether viral
load testing (the “gold standard” in developed
countries) can be offered as part of a standard of
care in developing countries. There are concerns
that inadequate treatment practices and adherence, coupled with lack of viral load testing, will
fuel the spread of drug-resistant viral strains. 21-24
However, the currently prohibitive cost of viral
load testing has made it unrealistic for use in routine patient care in developing countries. Instead,
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pharmacy-based measures of adherence, such as
pill counts and surveillance-based confirmation of
patient self-reported adherence, are used together
with CD4 cell counts to assess patient adherence.25
Conversely, the use of viral load measurements in
a population-based surveillance system to track the
development of drug resistance both in treatmentnaïve and treatment-experienced patients is more
affordable and highly advisable for monitoring the
speed at which drug resistance develops over time.

Health-Care Workforce
There are not enough trained health-care workers
available to meet the demands of rapid HIV program
expansion, and lack of human resources is seen by
many experts as the single most important challenge
to HIV/AIDS program scale-up. In many sub-Saharan African countries, health-worker shortages are
so severe that job descriptions have been completely
redefined. For instance, relatively junior health-care
workers are being assigned tasks including HIV
diagnosis, care, ART management, and community
health education.26,27 Long-term health-care education strategies to address these shortages must be
implemented alongside shorter-term strategies to
address sustainability aspects of worldwide efforts to
control the HIV pandemic. Examples of short-term
strategies include recruiting expatriate medical staff
as volunteers or paid workers,28 improving the efficiency of services through better utilization of health
workers (e.g., task shifting),27 using skill substitution
and deskilled processes in combination to provide
complex treatment,29,30 and using cell phones, the
Internet, and/or telemedicine to support service
provision in remote areas. Many countries are currently implementing several of these strategies.31

Commodity Procurement
and Distribution
Already overtaxed commodity procurement and distribution systems are vulnerable to collapse from the
8

pressures of expanded service provision. Even before
the era of HIV, these systems were often unreliable
and/or inefficient. The HIV pandemic has served as
an impetus to address these chronic problems and is
leading to the development of stronger systems. For
example, the volume and variety of ARV treatment
regimens and dosages for adults and children have
made it necessary to improve the processes used to
forecast and monitor ARV stocks. The added variety of ARV medications, along with other medicines
used to treat AIDS-related illnesses and the chronic
nature of the disease, makes supply management
considerably more complex in settings where management capacity was previously lacking. Yet despite
these challenges, supply management systems are
being continually improved in a variety of ways,
such as through the integration of laboratory supply
management systems with drug and hospital supply systems and the conversion from paper-based to
computerized systems.

Data Collection
The massive expansion of HIV/AIDS care and
treatment programs underscores the need for
high-quality data collection methods that are standardized and timely. Once data are collected, they
should be utilized in a way that leads to improved
short- and long-term care outcomes for patients.
Training in this area is particularly important to
ensure that data are successfully collected and utilized in a way that leads to improved patient management and program monitoring. Because ART
programs often began as pilot projects (typically
supported by various international NGOs), early
data collection and management systems varied
significantly from program to program. In the current context of large-scale, donor-funded scale-up
of services, massive efforts are under way to enable
the creation of standardized health information
systems that are capable of compiling data from
multiple sources.
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Health Sector Financing
Financial resource limitations are a principal barrier to scaling up any health intervention. Donor
funding accounts for more than 25% of health
expenditures in roughly 40 low-income countries,
with more than half of those countries receiving
funding for over 50% of their total health expenditures from external donors.32 This heavy reliance
on foreign donors has serious implications for the
financial sustainability of health-service programs
in general and resource-intensive HIV programs
in particular. Historically, problems associated
with reliance on foreign aid have been numerous,
including fluctuation in the degree of donor commitment over time, delays in fund disbursements,
earmarks for activities that do not necessarily align
with national priorities, and fragmentation of funding into many small categories and program lines,
resulting in a higher local administrative burden.33

As a result of the lessons learned from earlier experiences with foreign aid, many low-income countries
have embraced a strategy called the sector-wide
approach (SWAp) to help minimize funding inefficiencies. SWAp has been advocated since the mid1990s to facilitate a gradual shift away from highly
specific donor projects to more coordinated support, sometimes through the Ministry of Finance,
that helps governments achieve efficiency in fund
allocations. SWAp is not a simple or quick “fix” but
rather a long-term strategy focused on building local
management capacity. As such, it requires the recipient to make a large investment in management to
match the more integrated approach of the donor.
However, the SWAp approach stands in stark
contrast to global health initiatives that target specific diseases and are implemented as vertically
managed projects. Lack of coordination among
external funding sources, coupled with the fact that
many low-income countries receive a substantial
portion of health funding through implementing
partnerships with NGOs, makes the management,
administration, and regulation of funding highly
complicated. This area has been a significant challenge for many countries, particularly in light of
the recent massive increases in HIV/AIDS funding. As many people feel that both approaches are
needed to effectively deal with a health problem of
the magnitude of the AIDS pandemic, efforts have
focused on improving coordination of funding
and partner participation in the field; an example
is the creation of coordination committees at the
provincial and district levels.

Monitoring and Evaluation
Monitoring and evaluation (M&E) is a vital component of the implementation and scale-up of any
significant health-care intervention. An M&E plan
must be developed to manage the implementation efficiently, to monitor and evaluate progress,
to evaluate programmatic effect, and to make
Rolling Out and Scaling Up
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One promising example is the OpenMRS, which
began development in 2004 through a nonprofit,
collaborative effort to facilitate the development
of high-quality, open-source medical record systems in developing countries. OpenMRS is a nonproprietary platform for large, complex databases
designed to collect and manage medical records.
This platform is successfully addressing complex
technological issues, such as compatibility with
various data formats, standardization, ability to
handle very large amounts of data, synchronization of data from various sources, privacy and confidentiality, preservation of data, and ease of use by
primary (clinician) and secondary users. This initiative also successfully addresses sustainability by
promoting local capacity building through collaboration. In addition, its open-source design eliminates dependencies on costly proprietary software
and, if proven successful, would be a welcome path
to improved patient management and program
monitoring in developing countries.

adjustments based on successes and failures. This
is termed “learning by doing,” an essential step in
the scale-up of any program.
A reliable and accurate data collection system is
an essential component of any M&E strategy. But
data collection is only the first step. Data then need
to be analyzed and disseminated to the appropriate
entities for reporting and further dissemination.
Dissemination may include the creation of timely
progress reports that inform program planners
and policymakers about any needed changes in the
direction or pace of the program. Data also need to
be shared with other stakeholders, such as healthcare workers, patients, and community leaders.
The more informed people are about program
progress and outcomes, the more chance they have
to develop innovative solutions that address program challenges.
Many of the best innovations in program
improvement come from those closest to the point
of delivery, either the beneficiaries (i.e., patients
and community members) or the health-care workers implementing the program. These people have
first-hand knowledge of what is and is not working. The quality of services is improved through a
cyclical series of activities that includes (1) reviewing performance data; (2) planning, designing,
and implementing a strategy for improvement;
and (3) reviewing indicators to assess whether the
improvement was achieved. This cycle is the basis
of the M&E framework and is most effective when
implemented by a team of providers intimately
involved with the provision of services. Welldefined M&E systems and processes not only are
important for large-scale planning and progress
tracking but also are vital for improving the quality
of health services and public-health interventions
at the local level.
Research, in particular operations research, is
also an essential component of the M&E process.
Operations research has many definitions, but all
10

include the application of scientific techniques to
a decision-making process. A vital component of
operations research (or implementation research)
is determining cost-efficiency and selecting the best
solutions from competing options. Ideally, M&E
would be integrated with operations research.

The Future of HIV/AIDS
Care Programs
It is very difficult to predict what the future of
HIV/AIDS care programs will look like. Yet
regardless what form various national programs
will take, there are a number of key elements that
seem essential: integrating health and social services, utilizing community structures to extend the
reach and capacity of the health system, decentralizing services to the local level, and utilizing health,
social, and economic development interventions to
improve overall health and well-being.
The treatment of people living with HIV involves
the management of a complex and widely varying
set of interventions. The success of the HIV/AIDS
program depends on the efficient implementation
of an integrated set of high-quality interventions by
health workers and other social and community service entities. Given the lack of resources, particularly
human resources (including experienced managers),
integrated program implementation is very challenging. HIV and TB program integration in Brazil
has been mutually beneficial, demonstrating the
potential when programs are bridged effectively.34
Successful prevention of mother-to-child transmission programs are usually fully integrated into antenatal, perinatal, and child health services. Likewise,
integrating ARV programs into the overall patient
care and follow-up systems is imperative.35-39
It is also necessary to plan integration of HIV/
AIDS programs into the mainstream of other support activities. Referrals within the health system,
as well as those outside the health sector for social
services, can be difficult and ineffective in many
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a context where government institutions are, for
all practical purposes, the sole service providers,
it makes sense to empower and encourage localities away from central government to analyze and
act on their needs with the means at their disposal
rather than wait for help from the central level that
is often late or unavailable. Finally, it is extremely
important to promote social and economic development as a means to address the sustainability of
these efforts. In low-income settings, the lack of
basic necessities such as adequate nutrition, water
and sanitation, education, and access to a minimum income disproportionately affects health and
well-being. Without addressing these basic needs,
it is unlikely that a major influx of money and public-health programs will be able to sustain longterm changes in health status in any population.
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cases, but engaging community-based organizations or special interest groups in such linkages
can be highly beneficial. Lifelong adherence to
ARVs will be possible only if local investments are
made to support “buddy systems” and community
“wraparound” programs that address a variety of
needs such as (1) health needs (nutritional education, access to clean water and sanitation, health
education, and prevention and treatment of sexually transmitted infections, TB, malaria, and other
infectious and parasitic diseases), (2) social services
needs (referrals to social and psychological counseling services, financial support, legal counsel,
and school support programs), and (3) economic
development and income-generation programs.
The lack of resources argues for optimizing
their use according to the needs of the setting. In
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I

n most countries with high HIV
prevalence, the demand for treatment with
antiretroviral therapy (ART) has rapidly outstripped the capacity of traditional tertiary
health-care facilities (hospitals) to provide that
treatment. If national and international targets
for treatment access are to be met, ART will
therefore need to be delivered in a wide range
of settings and at multiple levels of the healthcare system, from large referral hospitals in capital cities to primary health-care clinics in rural
areas. Different models of treatment delivery
may result in different patient outcomes, as measured by the proportions of patients who remain
in care and responsive to therapy, remain in care
but fail to respond to therapy, and do not remain
in care at all. Similarly, the cost per patient initiated on ART and the cost per patient retained in
care and responding to therapy are likely to differ
based on facility characteristics, such as setting
(urban, peri-urban, rural), level (hospital, clinic,
mobile clinic, general practitioner’s office), sector (public, private, nongovernmental), professional inputs (doctor and nurse time), and scale
(number of patients treated). Costs may also be

affected by national factors, such as standardized
drug regimens and laboratory availability, and by
patient characteristics, such as choice of drugs,
underlying health status, and disease stage at
ART initiation.
Information about how the model of treatment
delivery influences patient outcomes and treatment costs is important in order for policymakers
and program managers to make efficient and sustainable decisions about current resource allocation and future program expansion. It would also
be useful to know how costs and outcomes affect
one another. Does spending more—for example,
by performing more laboratory tests or requiring
more frequent clinic visits—lead to better patient
outcomes? To what extent does patient condition
at treatment initiation affect costs? If outcomes
improve, will treatment program costs rise or
fall? In this chapter, we first briefly review what
is known about the costs and cost-effectiveness of
treatment in resource-constrained settings. We
then present a methodology for assessing costs
and outcomes of treatment sites and programs
using data that are routinely collected by most
treatment facilities.
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Cost and Cost-Effectiveness
of Treatment Programs
Cost analysis and cost-effectiveness analysis are
two commonly used approaches to understanding the economics of health-care interventions.
Cost analysis focuses on how much must be
spent to provide a specified service (e.g., to build
a clinic) or level of service delivery (e.g., to treat
a thousand patients per year). Accurate cost estimates are essential to budgeting and serve as core
inputs to most other types of economic analysis.
Cost-effectiveness analysis goes a step further in
asking the cost per outcome achieved. As its name
suggests, cost-effectiveness analysis requires that
we know both the cost and the effectiveness of an
intervention. Typical units of effectiveness include
patients cured, life years gained, disability-adjusted
life years (DALYs) gained, or quality-adjusted life
years (QALYs) gained.a
Using a standard unit of cost-effectiveness, such
as the cost per life year gained, allows for the comparison of interventions to address disparate conditions, as well as alternative strategies for addressing the same condition. Cost-effectiveness analysis
is usually undertaken to identify the option that
will produce the specified outcome (e.g., one additional quality-adjusted life year) at the lowest cost.
Although it is possible to design very elaborate
cost-effectiveness models to explore the differences
among multiple intervention strategies, costing and
cost-effectiveness analysis can also be used for practical, on-the-ground decision making and planning.
A first very useful question to ask is, How much
does it cost to provide treatment for HIV/AIDS at
my clinic, in my program, or in my country?
Despite nearly five years of experience with
large-scale ART delivery in a number of resource-

constrained countries, only a few estimates of costs
have been published. Some of the most recent are
summarized in Table 1. Based on the limited information available from other African countries, costs
in South Africa appear to be substantially higher
than elsewhere: estimates of US$145–US$207 per
patient year2 and US$396 per patient year3 have
been reported for Uganda and Rwanda, respectively. It is unclear whether these much lower
estimates include the cost of clinic infrastructure,
however. It should also be noted that most of the
estimates in Table 1 are for the first year on ART;
costs in the second year were found to be much
lower in the one study that estimated them.4
All the estimates in Table 1 are of the average
cost per patient treated. A logical next step is to
ask whether the costs incurred are more or less
than those associated with an alternative treatment strategy, which might involve different antiretroviral (ARV) drugs, different timing of ARV
initiation, or no ARVs at all. A small number of
cost-effectiveness studies asking these questions
have been conducted in resource-limited settings.
We summarize the findings of several of them in
Table 2 (page 18). Results of cost-effectiveness
studies are typically presented as incremental costeffectiveness ratios (ICERs), which simply indicate the cost per additional unit of effectiveness
gained by implementing a strategy, compared to
the status quo or a different strategy. The second
study in Table 2, for example, reported an ICER of
US$1,023 per life year gained by providing ART,
compared to a no-ART strategy.
The first two studies in Table 2 compare the
costs of patient care with and without ART in South
Africa; the others use data from multiple sources
and settings to model differences among treatment

Technically, an analysis using QALYs is referred to as cost-utility analysis, while cost-effectiveness analysis is limited to “natural
units” such as patients cured or life years gained.1 For practical purposes, however, the term cost-effectiveness is widely used to
refer to both types of analysis.
a
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Peri-urban
NGO clinic

South
Africa

South
Africa

South
Africa

Harling
and Wood
(2007)4

Martinson
et al
(2006)7

Aledort et
al (2007)2

Urban
public
clinic

Provincial
and community
hospitals

2006

2005

$852

$494h
(58%)

$449 (34%)

$562 (41%)

$1,375
(2nd year)f
$1,322

$599 (30%)

$471 (56%)

$342 (26%)

Drugs

$2,020
(1st year)f

$842c

2004

2004

$1,305

2004

Year

Assumed to be for first year on ART unless otherwise specified.
Nutritional support.
c
Excludes costs for patients who died, transferred, or were lost to follow-up.
d
May be included in other categories.
e
OI (opportunistic infection) treatment.
f
First-line regimen only.
g
TB treatment.
h
Cost breakdown estimated from graph.

b

a

Urban
NGO clinic

Thailand

Over et al
(2007)6

Urban
clinic

Haiti

Koenig et
al (2006)5

Facility

Country

Source

Average
Cost per
Patient per
Year (USD)a

$100 (12%)

$237 (18%)

$378 (27%)

$421 (21%)

$30 (4%)

$120 (9%)

Laboratory

$187 (22%)

$436 (33%)

$170 (12%)

$244 (12%)

$69 (8%)

$139 (11%)

Personnel

$70 (8%)

$118 (9%)

$18 (1%)

$27 (1%)

Unspecifiedd

$565 (43%)

Excluded

Excluded

$223
(16%)

$633 (31%)

$151 (18%)

$21 (2%)

Inpatient
Care

$0
(0%)

$66
(5%)

$25g
(2%)

$97g
(5%)

$120e
(14%)

$118b
(9%)

Other

Rolling Out and Scaling Up

Infrastructure/
Overhead

Composition of Average Cost Estimate

Table 1. Recent Estimates of the Costs of Providing ART in Resource-Constrained Settings
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South Africa

South Africa

South Africa

Côte d’Ivoire

Resourcelimited
settings
(general)

Badri et al (2006)8

Cleary et al (2006)9

Vijayaraghavan et al
(2007)10

Goldie et al (2006)11

Bishai et al (2007)12
Four strategies for laboratory
monitoring: no lab tests (strategy 1), total lymphocyte counts
(strategy 2), CD4 counts (strategy 3), and viral loads (strategy 4)

Three strategies for patient
care: no ART (strategy 1), ART
without CD4 testing (strategy 2),
and ART with CD4 testing (strategy 3) (All strategies included
cotrimoxazole prophylaxis.)

Two strategies for starting and
initiating ART: strategy 1 (start
at CD4 ≤ 200 and CD4 counts
every 6 months) v. strategy 2
(start at CD4 ≤ 350 and CD4
counts and viral load tests every
3 months)

Two strategies for patient care:
no ART (strategy 1) v. ART
(strategy 2)

Two strategies for patient care:
no ART (strategy 1) v. ART
(strategy 2)

Comparison

Cost per QALY
gained by strategies 2–4 relative to
strategy 1

Cost per LY gained
by moving from
strategy 1 to strategy
2 and from strategy
2 to strategy 3

Cost per LY and
QALY gained by
following strategy 2
rather than
strategy 1

Cost per LY and
QALY gained by
moving from strategy 1 to strategy 2

Cost per LY gained
by moving from
strategy 1 to
strategy 2

Unit Estimateda

a
All cost estimates include the provider costs of outpatient and inpatient medical care.
ICER = incremental cost-effectiveness ratio; LY = life year; QALY = quality-adjusted life year

Setting

Source

Table 2. Analyses of the Cost-Effectiveness of ART in Resource-Limited Settings

Strategy 3 was cost-effective
compared to all other strategies. Median ICER = US$238
per QALY gained (compared to
strategy 1)

Modeled using
input data from
multiple sources.

Modeled using
input data from
multiple sources.
Other variations
of these strategies
were also analyzed.

Modeled using
input data from
multiple sources.

ICER = $5,146 per LY gained
and $5,314 per QALY gained
(compared to strategy 1)

ICER = US$590 per LY gained
by moving from strategy 1 to
strategy 2 and US$1,180 per LY
gained by moving from strategy 2 to strategy 3

Data predate largescale provision of
ART.

Data drawn from
clinical trial patients
and prior to largescale provision of
ART.

Median ICER < $0 (cost saving)
per LY gained for patients with
AIDS and $675 per LY gained
for patients pre-AIDS (compared to strategy 1)
ICER = $1,023 per LY gained
and $1,166 per QALY gained
(compared to strategy 1)

Comments

Main Findings

A Simple Methodology for
Evaluating Cost-Effectiveness
In all the cost-effectiveness studies shown in
Table 2, the strategies compared involve policy
decisions that are usually made at the national or
international level, rather than at the level of the
individual clinic or program. The findings thus
have limited relevance for on-the-ground decisions about site management and resource allocation. For practical purposes, it is possible to learn
quite a lot about the costs and cost-effectiveness of
individual ART sites and programs using information that is routinely collected by most health-care
facilities. In this section, we describe a methodology that we developed for estimating and comparing costs among different treatment delivery
models in South Africa. The method does not
involve life years gained or QALYs, as these are
more relevant at the level of national policymaking and budgeting than at the level of the provider.
Instead, it focuses on estimating the average cost
per patient treated and per patient who remains
in care and responsive to therapy 12 months after
ART initiation. It can easily be modified to consider other outcomes, longer follow-up periods,
and other variations.
The method relies largely on data drawn from a
retrospective (historical) review of existing patient
records. Patient records usually contain, at a

minimum, information about clinic visits, laboratory tests performed, drugs dispensed, and diagnoses made. This information is sufficient to make
a rough estimate of both outcomes and costs.

Step 1: Identification of Resources
The first step is to make a list of all the resources
used by the site to treat ART patients. This list
will almost certainly include variable (patientdependent) resources such as ARV drugs, basic
laboratory tests, and clinical staff. It might also
include non-ARV drugs, inpatient days, and
other services. It should also reflect the fixed
(site-level) resources required to maintain the
site itself: building, electricity, telephones, supplies, support staff, and so on. The list should
be as comprehensive as possible, but it should
exclude resources that do not contribute to the
ART program, such as primary-care services provided by the same site.

Step 2: Sample Selection
Once a list of resources has been generated, the next
step is to select a representative sample of patients
who initiated ART at least one year before data collection. The sample can be drawn from the patient
register, a computerized record system, pharmacy
records, or whatever other source of information
is available at the site. To ensure that the sample
is representative, it is easiest simply to include all
patients who initiated ART during a specified time
period. A sample might comprise, for example,
the first 100 patients who initiated ART in 2007
or, if the characteristics of the patient population
are thought to vary by month or season, every nth
patient who initiated ART over the course of the
year. The only patients who should be excluded
from the sample are those reported to have transferred to another treatment site within 12 months
of initiation, as their outcomes at the new site will
not be known.
Rolling Out and Scaling Up
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strategies. In general, the studies shown in the table
indicate that the provision of ART is cost-effective,
in terms of both cost per life year gained and cost
per QALY gained, compared to the no-treatment
scenario. Depending on the assumptions made, providing ART may even be cost-saving (result in a net
saving of money) due to the reduction in the cost of
medical care for AIDS patients not on ART. This is
more likely to be the case in settings where inpatient
hospital care is widely available than in settings in
which patients are more likely to die at home.

Step 3: Record Review
For each patient in the sample, the information
needed to estimate costs and assign outcomes
must then be entered into a database. For costs,
all resources used to treat the patient during the
period from ART initiation to 12 months following initiation should be captured, including the
following:
• Drugs dispensed (ARVs and non-ARVs, by
name, brand, quantity, and date)
• Laboratory tests performed (with dates and the
specific laboratory used if the site uses more
than one)
•	Outpatient visits (including dates and specific
professionals seen if recorded, e.g., doctor,
nurse, pharmacist, counselor)
• Inpatient care if recorded (facility, dates, number of days admitted, drugs dispensed, laboratory tests performed)
•	Other services provided, if any, by type and date
(e.g., food parcels, home visits)
For outcomes, information is needed about each
patient’s condition 12 months after initiating ART.
Since patients don’t always visit the clinic exactly
12 months after initiation, information generated
during a window of up to 2 months on either side
of the 12-month point can be used for assigning
outcomes (i.e., between month 10 and month 14
after initiation). The length of this window can be
changed to reflect visit schedules at particular sites.
For the assignment of outcomes, the following
indicators should be collected:
•	Viral load result, if available (detectable or
undetectable according to the site’s standard) in
months 10 to 14 (the result closest to month 12
if there is more than one result in that period)
• CD4 count closest to initiation of ARVs and in
months 10 to 14 if available (again, use the closest to month 12 if there is more than one)

• AIDS-defining opportunistic infections in
months 10 to14 (all)
Viral load and/or CD4 count data may not be
available for any or all patients in the sample. The
procedure for assigning patients to outcome categories, detailed below, takes this possibility into
account. The result should be a database containing resource utilization and outcome data for each
patient in the sample.

Step 4: Unit Cost Data Collection
The next step is to record a unit cost for each of the
resources used to treat the patients in the sample.
Unit cost estimates do not come from the patient
sample but from the clinic as a whole. Unit costs
of variable resources, such as drugs, lab tests, and
consultations, are relatively easy to estimate. Price
lists or invoices should provide accurate prices for
drugs, laboratory tests, and other purchased items.
Consultations can be costed by dividing clinicians’
monthly salaries by the total number of consultations per clinician per month for the clinic as a
whole.
Unit costs of fixed resources are a bit harder
to come by. Fixed resources include clinic infrastructure (buildings), utilities, vehicles, equipment,
insurance, communications, nonclinical staff, and
general supplies. There are standard methods for
costing these resources,1,13-15 and various costing
tools (spreadsheets) and guidelines can be downloaded from the Internet free of charge.a
Alternatively, one can take the total annual budget for the clinic, subtract all the variable resources
and the services unrelated to HIV/AIDS treatment,
and divide the remaining amount by the total
number of patient-months of care provided during
the year. This will generate a rough but reasonably
accurate estimate of the clinic’s average fixed cost
per patient-month.

For example: http://www.who.int/choice/sitemap/en/.

a
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Criteria for Assigning
Outcome

Definitions of Criteria

Medical Record Data Required
to Use Each Criterion

No longer
in care
(NIC)

Died

Died

Confirmation of death in month 0–12

or

or

or

Stopped attending
initiating clinic (lost to
follow-up)

≥ 3 months late for last
scheduled consultation or
medication pickup

Date of last scheduled consultation
or medication pickup

In care
but not
responding
(NR)

AIDS-defining illness

WHO stage III or IV illness at
most recent visit

Clinic visit in month 10–14 (viral load
and CD4 count not considered)

or

or

or

Detectable viral load

Viral load > 400 (or site
standard)

No WHO stage III or IV illness; viral
load test in month 10–14 (CD4 count
not considered)

or

or

or

Unacceptable CD4
change

CD4 increase < 50

No WHO stage III or IV illness or viral
load test; CD4 count in month 10–14

Undetectable viral load

Viral load ≤ 400 (or site
standard)

Viral load test in month 10–14 (CD4
count not considered)

or

or

or

Sufficient CD4 change

CD4 increase ≥ 50

No viral load test; CD4 count in
month 10–14

or

or

or

No AIDS-defining illness

No current WHO stage III or
IV illness at most recent visit

No viral load test or CD4 count; clinic
visit in month 10–14

Outcome

In care and
responding
(IC)

The result of this step should be a list that shows
the unit cost of each resource identified in Step 1.

Step 5: Estimate of Cost per Patient
Multiplying the unit cost of each resource by the
number of units used will generate a total cost for
treating the patients in the sample for one year. For
variable resources, this is quite easy, as the quantities used can be taken directly from the database
created in Step 3. For fixed resources, a simple
approach is to multiply the number of months that
each patient in the sample is in care at the clinic by
the average fixed cost of care per month. Note that
although our study period is 12 months, it is not
likely that all the patients in the sample will have

remained in care for the entire period. A patient
who dies or stops coming to the clinic 3 months
after ART initiation, for example, should be allocated only 3 months’ worth of fixed costs, along
with the medications, lab tests, and visit costs that
the patient incurred in his or her 3 months of care.
The total cost to treat all the patients in the sample
can then be divided by the number of patients in
the sample to create an average cost per patient
treated. This average does not tell us anything
about the outcomes achieved for the patients, but
it does provide an accurate estimate of the clinic’s
budgetary needs per patient initiated on ART. It
is important to bear in mind, however, that this is
not the average cost for a year on ART, since not
Rolling Out and Scaling Up
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Table 3. Treatment Outcome Definitions

Decision point 12 months
after ART initiation
Decision point 12 months
after ART initiation

Died

No longer in care (NIC)

Stopped attending

No longer in care (NIC)

yes

Current AIDS-defining
condition at last visit?
no
yes

no
CD4 count reported in 12 /
2 months of starting point?

Patient outcome
category assigned

no

yes

Viral load reported in 12 /
2 months of starting point?

Indicator at 12month point

yes

In care but not responding (NR)

Undetectable

In care and responding (IC)

Detectable

In care but not responding (NR)

Increase 50

In care and responding (IC)

Increase 50

In care but not responding (NR)

no
No AIDS-defining
condition at last visit?

yes

In care and responding (IC)

Figure 1. Procedure for assigning treatment outcome categories
all patients in the sample remained on ART for the
full year.

Step 6: Definition and
Assignment of Outcomes
There is no consensus among clinicians or researchers about how much progress a patient on ART
must make to be considered a treatment “success.”
On one hand, since untreated AIDS leads to death,
simply remaining alive and in care can be regarded
as successful; on the other hand, a few patients who
do remain in care do not respond well to ARVs.
Further complicating matters is that patients’
medical records may vary in terms of both available information (e.g., whether or not a particular
lab test was done at all) and timing of the information, which reflects what may be a highly variable schedule of clinic visits by individual patients.
A year after initiating ART, for example, some
patients may have two or three CD4 counts and/
or viral load tests reported in their records, while
22

others may have made several clinic visits to pick
up medications but never had a laboratory test.
To overcome these challenges, three mutually
exclusive outcome categories can be defined, with
the goal that every patient be assigned to one of
them on the basis of information routinely found
in the medical record. The outcome categories and
the information needed to assign patients to them
are defined in Table 3 (previous page).
Note that the definitions of the criteria can be
adapted to the individual site. For example, some
sites may regard a patient who is more than one
month late for a medication pickup as lost to follow-up; others may use change in body mass index
as an indicator of response. Similarly, some sites
may prefer to classify a patient whose viral load is
undetectable as “in care and responding” even if
he or she has an AIDS-related opportunistic infection. Provided that the criteria are applied consistently to the entire sample, their definitions can be
changed as desired.

From the ground up: developing Pathways and Partnerships

Average cost per patient initiated

=

Total cost for all patients in the sample
Number of patients in the sample

Average cost per patient in care
and responding (IC)

=

Total cost for all patients in care and responding
Number of patients in care and responding

Average cost per patient in care
but not responding (NR)

=

Total cost for all patients in care but not responding
Number of patients in care but not responding

Average cost per patient no longer
in care at study clinic (NIC)

=

Total cost for all patients no longer in care
Number of patients no longer in care

Using the definitions in Table 3, the flowchart in
Figure 1 (previous page) was created to ensure that
a consistent approach is used to assign patients in
the sample to outcome categories.
In Figure 1, the decision point is 12 months
after the patient is initiated on ART. If the patient
is no longer attending the clinic, the patient may
have died or been lost to follow up, and he or she
is classified as “no longer in care at study site”
(NIC). Among those still in care, anyone who
had a current AIDS-defining condition at the last
clinic visit in the 12-month period is considered
“in care but not responding” (NR). Viral load is
then considered. Subjects whose medical record
report an undetectable viral load 10 to14 months
after the starting point are classified as “in care
and responding” (IC); those whose viral load is
still detectable are NR. Next, if no viral load test
is reported, a CD4 count in month 10 to 14 can
be used, assuming that a CD4 count prior to ART
initiation is also available. Patients whose CD4
count shows an increase of at least 50 cells/mm3 by
the end of 12 months are defined as IC. Finally, if
neither viral load nor CD4 results are reported in
month 10 to 14 but the patient remains in care and
does not have a current AIDS-defining condition,
a default outcome of IC is assigned. The flowchart

should be followed for each patient in the sample,
with the result being each patient assigned to a single outcome category.

Step 7: Estimates of Average
Cost per Outcome
Once each patient in the sample has been assigned
an outcome, the average cost for each outcome
category can be calculated using the formulas in
Box 1.
Each of these values is simply the average cost
incurred in the first 12 months after ART initiation for a patient with the specified outcome.
In general, we would expect the average cost per
NIC patient to be quite a lot lower than the average cost per IC or NR patient, simply because
NIC patients do not remain in care for the full
12 months and thus utilize less than 12 months’
worth of medications, clinic visits, and so on. We
might also expect NR patients to cost more than
IC patients, because those who do not do well
on first-line ARVs might be switched to more
expensive second-line drugs or incur additional
costs for management of toxicities, and so on.
Calculating the values shown in Box 1 will confirm or refute these expectations for individual
clinics.
Rolling Out and Scaling Up
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Box 1. Average Cost per Outcome Formulas

Box 2. Cost to Produce a Patient in Care and Responding Formula
Average cost to produce a patient
in care and responding

Step 8: Calculation of Cost to Produce a
Patient in Care and Responding
The final step in the methodology is to calculate
the cost-effectiveness measure, which is the average
cost to produce a patient in care and responding.
The formula for this value is shown in Box 2. This
value will be larger than the average cost per IC
patient, because it takes into account the resources
used for patients who were NIC or NR at the end
of the 12-month period. It thus captures in a single
measure both the resources used and the outcomes
achieved by the clinic. As is evident from the formula, a lower cost to produce an IC patient can be
achieved by either spending less per patient initiated or improving patient outcomes. For some sites,
it might make sense to spend more per patient initiated, if patient outcomes can be improved by the
same or a greater amount.

Application of the
Methodology: A Large Public
Hospital in South Africa
As part of an ongoing evaluation of the costs and
outcomes of AIDS treatment in South Africa, we
are applying the methodology described above to
diverse ART delivery sites. In this section, we present the results for our first study site, an HIV/AIDS
clinic within a public hospital in Johannesburg.
The study site is one of the largest AIDS treatment clinics in South Africa. By mid-2007, it had
nearly 6,000 patients on ART and was monitoring
some 12,000 patients who were not yet eligible for
ART under South African guidelines. Most support for the clinic is provided by the provincial
government, but renovation of the clinic building,
24

=

Total cost for all patients in the sample
Number of patients in care and responding

data management, and some clinicians’ salaries are
paid for by an international donor. The clinic provides the full range of clinic-based HIV/AIDS care
and treatment services, with the exception of treatment for TB, which is provided elsewhere in the
hospital. The clinic serves an urban population living in both formal and informal settlements within
a large metropolitan area.

Patient Outcomes
We drew a sample comprising the first 100 adult
patients who initiated ART at the clinic as of
January 1, 2005, and who did not transfer formally
to another treatment facility in the 12 months after
initiation. Because the clinic was initiating so many
patients on ART each month, we were able to fill
our sample with patients who started ART in just
the first two months of the year. Our study period
was thus almost identical to the calendar year 2005.
After we entered all the data for our patient sample into a database, we found that their outcomes
were as shown in Table 4. Of the 100 patients in our
sample, 67 were classified as in care and responding, 7 as in care but not responding, and 26 as no
longer in care. Table 4 also shows which indicators we used to assign outcomes. For example, of
the 67 IC patients, 37 had undetectable viral loads,
4 had not had viral load tests done but had CD4
increases of at least 50 cells/mm3, and 26 had not
had viral load tests or CD4 counts performed but
had no AIDS-defining conditions and were thus
classified as IC by default. Of the 26 who were no
longer in care, 2 were known to have died and 24
had stopped attending the clinic for unknown reasons. It is likely that a large number of those who
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Table 4. Study Sample Treatment Outcomes at 12 Months after ART Initiation
Outcome

Number

Percentage

100

100

Undetectable viral load

37

37

Acceptable CD4 change

4

4

No WHO stage III/IV condition

26

26

Total in care and responding

67

67

WHO stage III/IV condition

1

1

Detectable viral load

6

6

Unacceptable CD4 change

0

0

Total in care but not responding

7

7

2

2

Stopped attending site

24

24

Total no longer in care

26

26

Total number of patients in sample

In care and responding (IC)

In care but not responding (NR)

No longer in care (NIC)
Died

stopped attending were in fact unreported deaths,
though some patients may have resumed treatment
at other sites later on. Although 26% attrition is
substantial, it is consistent with the experience of
public sector treatment programs throughout subSaharan Africa, which have so far reported all-cause
attrition rates averaging 25% after 12 months.16

Costs
Most of the patients in our sample were started on
the standard first-line ARV regimen indicated by
the South African national guidelines. There were
some variations, however, due to previous ARV
exposure and clinician judgment. Although the
guidelines call for laboratory tests to be performed
on a predetermined schedule, there was also quite a

lot of variation in lab test utilization by the patients
in our sample. For example, some patients had several CD4 counts over the course of the 12-month
period, while others had none after their initial
test to establish treatment eligibility. The unit costs
for some of the most commonly used resources at
our site and the average number of units used per
patient are shown in Table 5 (next page).
When we added up all the costs the site incurred
in treating the 100 patients in our sample for the 12
months after they initiated ART, we found an average cost per patient initiated of US$756 (standard
deviation US$308). This total consisted of US$371
for drugs (49%), US$197 for laboratory tests (26%),
US$116 for outpatient clinic visits (15%), and US$72
for infrastructure and other fixed costs (10%).
Rolling Out and Scaling Up

25

Table 5. Utilization and Costs of Most Commonly Used Resources
Unit

Unit Cost
(USD)

Average Number of Units Used
per Patient in 12-Month Period

d4T (stavudine)

Month

$3.57

7.8

3TC (lamivudine)

Month

$6.20

9.3

EFV (efavirenz)

Month

$27.75

8.1

CD4 count

Test

$8.82

2.7

Viral load test

Test

$44.12

1.4

Liver function test

Test

$31.94

2.8

Full blood count

Test

$5.96

2.8

Doctor consultation

Visit

$14.40

6.1

Nurse consultation

Visit

$3.88

6.1

Pharmacy medication pickup

Visit

$0.63

9.0

Month

$6.85

10.5

Resource
Medications

Laboratory tests

Outpatient visits

Fixed costs
Average monthly fixed costs

Average Cost per Outcome
and Cost-Effectiveness
Using the formulas introduced earlier in this
chapter, we then estimated the average costs per
outcome shown in Table 6. The average cost per
patient who remained in care and was responding to therapy at the end of the 12-month period
was US$903. As expected, patients who did not
remain in care for the full 12 months (NIC) cost
much less (only about a third as much) as those
who did. It is also not surprising that somewhat
more was spent on those who remained in care
but did not respond (NR) than on those who did
respond (IC).
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The average cost per IC patient, US$903, is the
cost per patient that our site would incur if it could
keep 100% of its patients in care and responding. In
our sample, however, only 67% of patients remained
in care and responding. The average cost to produce a patient who remains in care and responding
at 12 months is thus considerably higher. Dividing
the total cost to treat all the patients in our sample
by the number of IC patients gives us an average
production cost of US$1,128 per IC patient. This
value, our cost-effectiveness measure for this site,
takes into account both the resources the site used
to treat our sample of patients and the outcomes
that were achieved. As can be seen from Table 6, if

From the ground up: developing Pathways and Partnerships

Rolling Out and Scaling Up

Table 6. Average Cost per Patient in Each Outcome Category
Outcome

Average Cost in USD per Patient with This Outcome
(Standard Deviation)

Treated (all patients)

$756 ($308)

In care and responding (IC)

$903 ($173)

In care but not responding (NR)

$981 ($53)

No longer in care (NIC)

$317 ($154)

our site were to retain 100% of its patients in care
and responding, its total costs would rise, from an
average of US$756 per patient treated to US$903
per patient initiated.a Its production cost per IC
patient, however, would fall, from US$1,068 to
US$850. The site would thus become more costeffective despite the increase in its absolute costs.

Conclusion
The methodology described in this chapter can be
used by individual treatment sites and programs
to generate practical information about the costs
and outcomes they are achieving and to answer
questions about why some patients cost more to
treat than others, why some sites appear to be

more efficient than others, and what the relationship is between resources used (costs) and outcomes achieved. This information can then be used
to improve resource allocation both within and
among treatment sites and to strengthen overall
program quality. Counterintuitive findings, such as
that a site may be spending too little rather than too
much, or that reducing a site’s loss-to-follow-up rate
may cause total costs to rise, can also help planners
and funders predict future needs more accurately.
Finally, by comparing results across multiple sites
and settings, research of the type described here
can create a better understanding of the challenges
faced by national treatment programs as a whole
and of the successes they are achieving.

This assumes that the cost to treat the patients who previously would have died or stopped attending the
clinic will be the same as the cost to treat the patients who remain in care now. This may not be the case,
as NIC patients may differ from IC patients in ways that will affect their medical care needs.

a
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T

HE INCREASING AVAILABILITY OF
antiretroviral therapy (ART) in sub-Saharan
Africa has brought with it the possibility of
better health and longevity. But people living with
HIV continue to require a broad array of services
ranging from psychosocial and medical care to
nutritional and legal support.1 As HIV infection
progresses to illness and advanced-stage disease,
the patient’s psychological, social, nutritional,
clinical, and nursing care needs also change in
nature and intensity. These needs are determined
by biological factors (e.g., age, gender, and nutritional status), social factors (e.g., living environment and poverty level), and health system factors
(e.g., distance to a facility and quality of services),
and consequently care and support programs were
developed in response to these various and changing needs. While life expectancy has improved tremendously with the provision of ART, improved
care and support can further enhance a patient’s
quality of life and well-being. The early experiences of those receiving long-term ART in subSaharan Africa show that medical, psychosocial,
and nutritional needs persist during treatment
and, if properly met, can help improve patient
adherence to ART.2

HIV/AIDS-specific interventions and responses
cannot operate in isolation; they must be integrated
into a broader network of care and support programs within health facilities, communities, workplaces, and households. Now that HIV has become
a chronic, manageable disease, proper treatment
requires the patient’s continual engagement with
various parts of the health-care and social-support
system. It is therefore necessary that the provision
of HIV care be comprehensive in nature and provided along a continuum across homes, communities, and care facilities.
In the late 1980s, local nongovernmental
organizations (NGOs) in Uganda, Zambia, and
Thailand pioneered a comprehensive approach
to HIV/AIDS care and support delivered across
a continuum from hospitals to communities.3,4
These early continuum-of-care (COC) initiatives
were informed by lessons learned from experiences and qualitative studies pointing to the comprehensive needs of people living with HIV and by
the fact that most of the care for chronic illnesses
in resource-limited settings is being provided in
the home.5-7
In response to these findings and the rapid expansion of home-care initiatives, global public-health
Rolling Out and Scaling Up
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institutions such as the World Health Organization
(WHO), the Joint United Nations Program on
HIV/AIDS (UNAIDS), and international NGOs
developed norms and standards in the early 1990s
for a comprehensive care approach. These were
then adapted into national guidelines in several
countries by national AIDS programs within
ministries of health.8 Soon thereafter, additional
norms and standards were adopted for the safe
and effective use of ART in resource-limited settings that follow public-health approaches at the
hospital and community level.9-11 Many health
authorities at the local level, together with public
and not-for-profit health facilities and community programs, are strategizing and implementing comprehensive care activities across a continuum, including the provision of and adherence
to lifelong ART.12

Health-care Reform and
Decentralization
As early responses to the HIV pandemic were
being developed in the most affected countries,
ministries of health in these countries wanted
to shift responsibility for planning and executing HIV care activities away from the central,
national level to the district and community level.
To accomplish this, a peripheral public administrative unit, called the district in anglophone
Africa, cercle in francophone Africa, or thana in
Southeast Asia, was created to lead the planning
and implementing of HIV care activities for each
respective district or community.
By holding district and local health authorities accountable for administering care activities, the governments encouraged collaboration
among the relevant providers within the local
medical and social sectors. This would mean, for
example, that private and not-for-profit facilities, such as NGO and mission hospitals, would
work together to:
30

• share and inform;
• develop action plans and relevant HIV care
packages at both the facility and community
care level;
• develop district budgets; and
• design functional mechanisms for referring
patients between community care programs,
home care, and facility-based clinical care.
Working in partnership is particularly important for clinical HIV care providers, as it offers
opportunities to standardize essential HIV care
packages with the aim of rapidly reaching more
people in need while acknowledging individual
patient care needs. Cost-recovery modalities
are another reform put into practice throughout
sub-Saharan Africa, with provisions that exempt
some groups from contributing, such as TB and
HIV patients, pregnant mothers, and children
under five years of age. Through these modalities,
patient contributions from general outpatient and
inpatient care can be invested at the local level to
directly improve patient care for all. However, it
is too early to determine whether such health-care
reform activities have improved the overall quality of care in general and HIV care in particular.
With the concurrent trend toward privatization of
health-care delivery, it continues to be difficult to
ensure affordable access for the most economically
disadvantaged individuals.13
In response to concerns about affordability,
observational studies began to explore the impact
of HIV/AIDS at the household level. A study in
Uganda found that it was unrealistic, even at a
relatively early stage of the epidemic, to expect
extended families to provide the full range of necessary care services to people living with HIV. It
was also discovered that extended families in rural
and highly affected areas were unable to provide
assistance and that many were in fact unwilling to
do so.14
Further research revealed the following:
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The authors of this study concluded by asserting that blanket statements about the role of the
extended family in African countries serving as a
safety net need to be questioned, and assumptions
that the extended family will be ready and able to
assist sick members should be treated with caution.
The extended family, they assert, is a “safety net
with holes.”15
To a certain extent, informal care provision at
the household level has been complemented by
formal HBC (home-based care) programs.16 The
PHC (primary health care) initiatives started in
the 1970s brought with them the establishment
of Village Health Committees and trained PHC
volunteers. In the mid-1980s, a revival of PHC
practice occurred in response to the immediate
palliative care needs of people living with HIV
within households.3,4 With the increased availability of ART since 2005, HBC programs have been
strengthened and equipped to provide an essential,
comprehensive care package that includes ART
services and results in better rates of survival.17

Continuum of Care in Practice
During the mid- to late 1990s, programmers and
policymakers realized that public-sector health-care
providers alone were not going to be able to manage the high levels of AIDS-related morbidity. To
alleviate some of this burden, they began considering ways to shift the locus of clinical care from the

health facility to the community. Initial efforts in this
area were modeled after hospital-based outreach,
whereby hospital staff travel directly to patients’
homes to provide care. As Osborne et al explain:
The argument for the hospital initiated homecare models was that, given the limited treatment available in hospital for many AIDS
patients, it was neither in the health services’ nor
the patients’ interest for them to be in hospital.
Instead it was better to care for patients at home,
looked after by their own families with dignity.
Not surprisingly, however, these outreach programs were found to be time-consuming and
expensive, especially in rural areas.18
Faith-based hospitals, NGOs, and communitybased organizations (CBOs) have been particularly
adept at responding to patient care needs at the
household level through outreach programs. The
role of government hospitals and clinics in the
implementation of HBC has been largely limited to
coordinating functions.19
In response to the growing recognition that a
more programmatic approach to care for people
living with HIV was needed to assist and coordinate the many ongoing responses, the WHO, in
consultation with a wide group of experts, developed a framework for comprehensive care across
a continuum, known as the Care Continuum
(Figure 1, next page).20-22
The WHO continuum contains a range of
comprehensive services, including counseling
and testing, clinical management, nursing care,
and community-based social support. The provision of care extends from the individual/home to
the hospital, through various levels of care linked
with discharge planning and referral networks,
and back to the individual/home. The intent of this
model is to promote, create, and sustain a holistic approach to care and support for people living
with HIV. The framework locates the person living
Rolling Out and Scaling Up
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It is evident that the relatives and friends are
valuable resources in times of need. Research
has, however, questioned the notion that the
extended family is a resource to be relied upon
at all times, and has suggested that families may
not be able to deal with AIDS as they have with
other health problems . . . We must therefore
question whether the traditional reliance on
extended kin systems will address the needs of
HIV/AIDS patients and their informal carers.15

Primary
health
care

Secondary
health
• District
care
hospitals
• HIV clinics
• Social/legal
support
• Hospice

• Health posts
• Mobile
services
Community
care
• NGOs/CBOs/
FBOs
• Volunteers

HIV counseling
and testing

The entry
point

Specialists and
specialized
care facilities

PLHIV
Peer support

• Family
• PLHIV
• HBC teams

Tertiary
health
care

Homebased
care

Figure 1. The Care Continuum
NGO = nongovernmental organization; CBO = community-based organization; FBO = faith-based organization;
PLHIV = people living with HIV; HBC = home-based care

with HIV at the center of a wide range of actors
who are dynamically linked. The entry point to
the continuum is counseling and testing for HIV.
Home care is one element of this broader system
of care provision, and it is an element perceived to
be particularly relevant and important in resourcelimited settings.
Services that meet the needs of people living
with HIV and their families reflect four interrelated domains: medical services throughout all
infection stages; psychosocial services, ranging
from emotional support to adherence counseling to orphan support; socioeconomic support
services; and human rights and legal support services. Over the years, these services have become

32

known as comprehensive care and support
(Figure 2).
The comprehensive Care Continuum framework is an important advance in the development
of an agenda for HIV care from an international
public-health perspective. It provides a standard
that governments can follow to ensure that they
enable people living with HIV to receive clinical
and nonclinical care in the four domains, while
illustrating the need to create linkages between
these various care domains. However, viewed
through the care-economy lens, and taking into
account the common practice of unlinked care, a
number of key areas must be addressed to make
the COC fully functional.
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STI = sexually transmitted infection; PLHIV = people living with HIV
Source: Adapted from Family Health International23

1. Strengthening of the prevention component
within care delivery. The recently developed
intervention from the Centers for Disease
Control and Prevention (CDC) and WHO calls
for essential elements to be considered as part
of the intervention, such as the following:
• Psychosocial counseling and support, including disclosure, partner notification and testing, and counseling for prevention and psychosocial adherence support
• Cotrimoxazole prophylaxis
• Screening for TB and TB-preventive therapy
• Prevention of fungal infections
• Sexually transmitted and other reproductivetract infection services
• Malaria prevention
• Nutritional assessment, support, and micronutrient supplements

• Family planning
• Water, sanitation, and hygiene24
2. Operational tools, which are essential to
implement a COC. These tools include the
following:
• Directory of services (i.e., a listing of who
provides what in the district)
• Networking (i.e., well-linked, coordinated
collaboration between different comprehensive care programs or institutions in all four
domains)
3. Referral systems. Referral relationships must
be developed or strengthened within the various hospital units, such as the following:
• Between the ART clinic and counseling and
testing services, TB clinic, antenatal clinic
(ANC) / prevention of mother-to-child transmission (PMTCT) clinic, and inpatient wards
Rolling Out and Scaling Up
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• Between the hospital and the communitybased services, including support services for
people living with HIV
• Between district-level facilities and higherlevel specialized medical services

Linking Home-Based Care
within the Continuum of
Care in Tanzania
Development of Home-Based
Care in Tanzania
Implementation of organized HBC services by the
Ministry of Health and Social Welfare (MOHSW) in
Tanzania started in 1996 as pilot projects in eight districts of the Rukwa and Coast regions with support
from DANIDA (Danish International Development
Assistance). Findings from the pilots at the community level revealed that the services were highly
appreciated and in ever increasing demand. Since
then many organizations, including WHO and
UNAIDS, international and local NGOs, faith-based
organizations (FBOs), and community groups, have
joined in to support HBC services in different parts
of the country. By 2002, HBC services had been
established in 28 districts, and by the end of 2006,
the services had reached 70 out of 126 districts, with
an estimated 50,000 patients reached.25 However, the
pace of expansion is still slow and services have yet
to reach the target set by the MOHSW of 320,000
patients in need of HBC and support for orphans
and other vulnerable children (OVC).
To support program implementation and
monitoring and to harmonize various trainings,
the MOHSW, in collaboration with its partners,
has developed a national program with manuals,
course plans, supervision tools, and guidelines.
HBC service provision in Tanzania follows two
approaches: (1) health-care staff trained as HBC
providers deliver outreach services on a part-time
basis in addition to performing other health34

care duties in hospitals or clinics, or (2) trained
community-based providers who are primarily
volunteers working for NGOs, FBOs, or CBOs
provide HBC exclusively. The latter approach is
the approach most often used.

The Importance of a Continuum
of Care for Treatment
Before the availability of ART in Tanzania, HBC
focused primarily on AIDS-related chronic and
terminal illness. Palliative care services focused on
nursing care, psychosocial support, and home management of opportunistic infections. With the introduction of ART in the public sector in October 2004,
the role of HBC has expanded to include care and
support of patients on ART and directly observed
therapy short course (DOTS) for TB patients. The
role of HBC providers as treatment assistants and in
monitoring adherence has proven to be particularly
appreciated by people living with HIV; these roles
widen the scope of HBC in the context of the COC
for people on lifelong ART.
The new ART-related roles of HBC volunteers/
providers in all Tanzanian HBC programs include
the following:
• Preparing clients, family, and community
members by setting expectations concerning
treatment
• Addressing issues of disclosure
• Recognizing and linking patients who need
referral to HIV care and treatment clinics
(CTCs)
• Identifying treatment assistants within the
household
• Discussing issues of safe storage of antiretroviral drugs (ARVs) at home
• Monitoring and supporting adherence to ART
• Identifying, managing, and referring side effects
of ART as well as nutritional issues
Since ART is initiated at the hospital and clinic
level while the majority of ART support services
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Figure 4. Model for the Tunajali community network for home-based care and care of orphans and
other vulnerable children
CSO = civil society organization; CMAC = community medical advisory committee; CTC = care and treatment clinic;
DHMT = district health management team; DSW = department of social work; HBC = home-based care;
IGAs = income-generating activities; MVCC = most vulnerable children committee; OVC = orphans and other vulnerable children;
PLHIV = people living with HIV

are needed at or near the patient’s home, HBC services are well placed to contribute greatly to the
success of the COC.
Tanzania has opted for an integrated delivery
model for the provision of ART. As part of this
strategy, outpatient services at all hospitals in the
country will be expanded to include integrated
HIV CTCs. Each CTC will include space for triage nursing, clinical and counseling services, and

data management. The CTC will also be closely
linked to the TB clinic and the reproductive health
department. Among the CTC staff is an HBC focal
person who refers informed patients to HBC services. Often staff from HBC programs and/or support groups for people living with HIV serve as
go-betweens between patients and providers.
Community- and facility-based care go hand
in hand and are mutually reinforcing in making
Rolling Out and Scaling Up
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Case Study: The Tunajali Project

T

he T u najali ( “ W e C are” )
partner program is one example of
COC implementation in Tanzania.
The program operates in three regions—
Dodoma, Morogoro, and Iringa—where the
capacity of government and faith-based hospitals and community organizations is being
strengthened to provide HIV care, HIV treatment, and orphan support across a continuum
(Figure 53). Health facilities and community
organizations in these three regions are provided with technical, managerial, and financial assistance through the Tunajali project.
The project was implemented by Family
Health International (FHI) and Deloitte and
supported by USAID.
The Tunajali project initiated the nationally mandated steps toward regionalization in
the Iringa, Morogoro, and Dodoma regions.
Currently all 33 hospitals in the three regions
have the basic elements needed to run CTCs,
with support from the MOHSW. Tunajali’s
financial and technical assistance is helping
centers reach more people, maintain quality of
care, and integrate the program into the existing health-service delivery system. A major
constraint that was recognized early on in
the development of the CTCs was the lack of
human resources. Staff were unwilling to take
on additional tasks or train for new tasks in
addition to their ongoing duties in the hospitals. With Tunajali’s major focus on training,
supportive supervision, and effective referrals,
this was a serious constraint. Few hospital staff
were shifted to CTCs full-time, with the majority of CTC positions filled on a rotating basis.
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Tunajali also began to pilot a strategy that
involved hiring, training, and deploying retired
health-care professionals at the major regional
and district hospitals in the three regions to
alleviate the human resource shortage (i.e., the
“Retired But Not Tired” program). An assessment of the functioning of 28 retired hospital
workers in four hospitals showed remarkable
acceptance by staff and patients and improved
efficiency in running the CTC.26
In the same regions, Tunajali is assisting
community HBC programs to enroll clients as
early as possible into care and treatment programs and to ensure a COC.
Household support offered by various
CBOs is emphasized during patient CTC visits,
and referrals are made and recorded to ensure
follow-up at the next visit. The impact of HBC
is magnified by the provision of home care
kits to help with immediate medical, hygienic,
and nutritional needs. The kits include such
items as bed nets, water purification tablets,
micronutrients, and pain-relieving and other
essential drugs. HBC volunteers are advised
to accompany people living with HIV when
they go for their hospital visits. This ensures
consistency and bridges the gap between the
hospital and other clinical services patients
may need. Volunteers are asked to follow up
with patients to make sure they strictly adhere
to their daily treatment schedules and do not
miss their clinic appointments.
Tunajali encouraged communities to go
one step further by promoting the establishment of income-generating activities to help
support families looking after people living
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with HIV. Animal husbandry is one popular
activity that not only provides income but also
helps meet the increased nutritional requirements of patients. Volunteers for these programs are supported with travel stipends,
bicycles, and in-service training.
People living with HIV and community
members, particularly adult males, still raise the
issue of stigma as a hindrance to their access
to care. Currently, HIV CTC services reach
twice as many adult females as males, and less
than 10% of patients enrolled are children.27
The Kimara project, in collaboration with

Muhimbili University of Health and Allied
Sciences (MUHAS) in Tanzania, has developed
tools that teach people how to discuss shame,
blame, and disclosure in an effective way at
the community and household level. Training
of national facilitators on the use of this tool
is ongoing, with 106 trained so far.28 Piloting
of the tool has led to a noticeable transformation among staff and volunteers toward greater
openness, and they are now capable of training
families and communities on how to overcome
stigma and related issues. Tunajali plans to
apply this tool in all regions where it operates.
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Figure 4. Regionalization of care and treatment services in Tanzania
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long-term quality care, treatment, and support
possible. This linkage is ensured by the HBC focal
persons from hospitals and district health services, who meet with civil society organizations
such as CBOs, support groups for people living
with HIV, FBOs, and NGOs to coordinate activities. In districts where active HBC programs are
adequately funded, district coordinating committees have been formed to ensure effective referrals
of patients from one service to another. District
directories of services have been established, and
these are given to service providers, who use standardized referral forms to refer patients and their
families to different types of services that they may
need from time to time.
The CTCs have procedures to link patients easily with community and HBC programs, usually
run by civil society organizations. Patients can be
referred in a timely manner to CTCs to be assessed
for clinical or treatment needs. Likewise, patients
can be referred to HBC programs close to their
homes so that staff and volunteers can provide
follow-up, reinforce adherence, and provide other
comprehensive care services such as nutritional
and emotional support, and prevention education
for all household members.

Regionalization of Care
and Treatment Services
In 2005, the National AIDS Control Program
(NACP), together with key staff of Family Health
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International (FHI), WHO, CDC, and the United
States Agency for International Development
(USAID), developed a novel approach for partners assisting the MOHSW in implementing
the COC. Under this plan, formally initiated by
the MOHSW in September 2005, partners were
assigned specific regions of the country instead of
specific hospitals. This lessened the duplication of
resources and the administrative burden on care
and treatment facilities, because each facility could
work with just one partner rather than with multiple partners. The partners then helped regional
and district authorities plan and support the scaleup of care and treatment at regional, district, and
health center levels.
The goals of regionalization are to reach a
greater number of patients more quickly, foster
more ownership and commitment among national
authorities, make it easier for patients to be referred
within the region, and achieve the desired results
more cost-effectively (Figure 4).29

Challenges in Maintaining
a Continuum of Care
In the course of implementing Tanzania’s COC
approach to reach all in need—estimated to be
400,000 people in need of care, treatment, and
support and over one million orphans30—critical
challenges still need to be addressed. These challenges, along with key recommendations, are listed
in Table 1.
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Table 1. Critical Challenges and Recommendations for Implementation of the Continuum-ofCare Approach
Challenge

Inadequate access to quality continuum-of-care services
Care and treatment services have not yet reached most rural areas. Travel to urban district hospitals is unreliable and expensive for the majority of Tanzanians. Although the
regionalization process allows for division of resources to cover all facilities, effective
referrals and regular follow-up need to be improved.

Key
Recommendation

Rather than initially focusing only on hospitals, a district-based approach can be
used, whereby all facilities are assessed and receive regular training and follow-up.
Regionalization has helped this process in Tanzania and could be explored in other
countries.

Challenge

Inadequate infrastructure
Obtaining adequate space for care and treatment services has become a huge challenge
due to the increasing numbers of patients. Crowding and long waits are reported.

Key
Recommendation

The government and supporting partners should continue to mobilize resources to renovate health-facility infrastructure.

Challenge

Human resource constraints
Understaffing causes major bottlenecks at most sites in Tanzania. With support from the
Global Fund to Fight AIDS, Tuberculosis and Malaria (Global Fund), an emergency hiring
plan for 375 posts will be established, but a deficit of 10,000 vacancies remains. The pilot
“Retired But Not Tired” project was successful in alleviating some of this burden.

Key
Recommendation

The “Retired But Not Tired” model should be extended to all hospitals nationwide.

Challenge

Persistent stigma and low community HIV awareness
HIV care and treatment center services reach twice as many adult females as males,
and less than 10% of patients enrolled are children.27 Higher stigma among males, poor
community knowledge about antiretroviral (ARV) effectiveness, and missed opportunities
to identify exposed or infected children are believed to be some of the reasons for low
uptake of care and treatment services by males and children.

Key
Recommendation

Activities addressing stigma should be included in care and treatment packages for
people living with HIV at all service delivery points across the continuum.

Challenge

Lack of health insurance for people living with HIV
Regular visits for treatment and all necessary referrals within the continuum incur travel
expenses and often payments to clinics and hospitals. As the great majority of people living with HIV do not have health insurance, all these are out-of-pocket costs.

Key
Recommendation

Community-based health insurance schemes should be promoted and piloted to assess
their feasibility in resource-limited settings.
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Table 1. Critical Challenges and Recommendations for Implementation of the Continuum-ofCare Approach (cont.)
Challenge

Irregular and inadequate supply lines to the various services within the continuum
Large numbers of patients enrolled at care and treatment centers and in home-based
care programs generate increasing demand for home-care kits and supplies, laboratory
reagents, drugs for preventive therapies, and other items. Supplies are largely reliant on
external donor funding from the Global Fund, the President’s Emergency Plan for AIDS
Relief (PEPFAR), or other organizations.

Key
Recommendation

Continued pressure is needed to increase the share of gross domestic product (GDP)
allocated to the health sector and sustain donor commitments.

Challenge

Low involvement of council and regional health management teams
Field observations revealed that key council and regional health management team
members are not fully involved in planning, budgeting, and monitoring HIV care and
treatment activities in their areas.

Key
Recommendation

Health reforms and decentralization should be supported with clear guidance on roles
and responsibilities in areas such as networking, coordination of various stakeholders,
supportive supervision, and monitoring.

Challenge

Low priority given to community home-based care by donors and national government
Most funds are earmarked for antiretroviral therapy (ART) services and management
of opportunistic infections, with very few donors supporting the scale-up of community
home-based care services. Consequently, the coverage of home-based care services lags
far behind that of facility-based care and treatment in several regions.

Key
Recommendation

Better and more widespread documentation of the contribution of home-based care
service-delivery programs in improving quality of life, strengthening the effectiveness
of care and treatment programs, and reviving primary health care is needed to support
greater resource mobilization.

Challenge

Poor integration of care, treatment, and support programs with preventive services
A good continuum-of-care program should be fully integrated with preventive services.
Yet care, treatment, and support interventions are not being integrated with preventive
services, leading to many missed opportunities.

Key
Recommendation

The international public health community, including major donors and stakeholders,
needs to agree on global guiding principles regarding the essential complementary and
mutually reinforcing relationship between prevention and care.
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T

here are more than 40 million
people living with HIV infection globally,
24.7 million of whom live in sub-Saharan
Africa.1 Increasingly, women are disproportionately affected by HIV; 60% of HIV-positive adults in
Africa are female, and the vast majority are women
of childbearing age. Young women ages 15 to 24 are
four times more likely to be HIV-infected than men
of similar age; these are the years during which many
women become mothers and begin to raise families.1
Children and families are strongly affected by
issues that affect women. The vast majority of the
more than two million children living with HIV were
infected through mother-to-child transmission.2
The specific vulnerabilities of women to acquiring
HIV infection, coupled with inadequate access to
family planning and HIV prevention and treatment
services, have resulted in an unabated worldwide
pediatric HIV pandemic.3 Children living with HIV
are at high risk for morbidity and mortality early in
infection, with almost half dying by the age of two if
their disease is not properly managed.4 Those who
survive face the potential loss of infected parents,
along with intermittent ill health and overwhelming
stigma.2 In short, the effect of HIV on families, with
women as the lynchpin, has been devastating.

Recognizing the disproportionate vulnerability of
women to HIV infection as well as to poverty, stigma,
and discrimination, the MTCT-Plus Initiative at the
International Center for AIDS Care and Treatment
Programs (ICAP), Columbia University Mailman
School of Public Health, was established to address
the needs of HIV-positive women, children, and
families in low-resource, high-HIV-prevalence settings.5 In this chapter, we share the genesis and principles of the MTCT-Plus Initiative and, using a case
study of the MTCT-Plus Initiative site at the Makere
University–Johns Hopkins University (MU-JHU)
clinic at Mulago Hospital in Kampala, Uganda,
illustrate the successes and challenges of establishing family-focused HIV care programs.

Historical Background
In the year 2000, there were few programs in subSaharan Africa to meet the needs of HIV-positive
adults, let alone children and their families. Several
explanations have been advanced for this lack of
attention.5-7 The costs of antiretroviral therapy
(ART) and associated care were considered prohibitive. Health-care infrastructure was viewed as too
weak to support the comprehensive, continuous
care services required to maintain large numbers of
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individuals in care over long periods of time. There
were concerns that individuals in developing countries would not be able to meet the rigorous demands
of twice-daily treatments, frequent medical visits,
and a lifetime commitment to therapy. There were
no models for treating women and children in large
numbers. Finally, no group had explicitly attempted
to treat individuals as part of a family unit.
Historically, the first HIV care programs implemented in Africa targeted prevention of motherto-child transmission (PMTCT).7 The results
of HIVNET study 012 demonstrated that when
a single dose of the antiretroviral (ARV) drug
nevirapine was given to a mother at delivery and
to her baby shortly after birth, the risk of transmission could be reduced by 42%.8 These results,
coupled with the availability of rapid HIV tests,
propelled the establishment of PMTCT programs
within existing antenatal and maternity services.
Importantly from a programmatic perspective,
PMTCT services were consistent with the prevailing “episodic” health-care model; diagnosis and
treatment could be accomplished within a single
health visit and required little additional healthcare infrastructure. However, while women were
given the opportunity to make use of a potentially
lifesaving measure for their infants, few programs
offered ongoing care and treatment beyond delivery for the woman or her baby.

Birth of the MTCT-Plus
Initiative
In 2000, Allan Rosenfield, dean of the Mailman
School of Public Health at Columbia University
and an obstetrician/gynecologist, gave a talk at the
13th International AIDS Conference in 2000 in
Durban, South Africa, entitled “Where is the M in
MTCT?”9 In this talk, he called upon conference
attendees to consider the mothers in the context
of PMTCT—for the women’s own health, for the
health of their babies, to ensure that children did
44

not become orphans, and to preserve the integrity of the family. This address coincided with an
effort by the Rockefeller Foundation to define its
future efforts in relation to the AIDS pandemic.
These themes coalesced into an initiative to provide care and treatment to individuals living with
HIV infection, in direct contrast to existing programs, which primarily focused on prevention
activities.10 With expanded financial support from
multiple philanthropic foundations, the MTCTPlus Initiative was launched with an ambitious
plan to provide pregnant women, their babies,
and their partners and household members with
access to HIV care and treatment.11
This initiative was one of the first multinational efforts that made HIV care and treatment a
reality in resource-limited settings.12 The initiative
predated the development of most national ART
scale-up strategies, but experience accrued within
the initiative and enabled partners and programs to
positively impact the design and implementation
of their national ART programs. The MTCT-Plus
Initiative was also the first program in resourcelimited settings to use PMTCT as an entry point for
service delivery.10,13 In this model, pregnant women
diagnosed with HIV through local PMTCT programs could enroll in the initiative’s comprehensive
HIV care and treatment services. Once enrolled,
all women were encouraged to enroll their HIVexposed infants as well as partners or spouses, older
children, and other household or family members
living with HIV infection (Figure 1).
The services offered under the initiative were
designed to be comprehensive, with a focus on
keeping each member of the family healthy and
engaged in long-term care. This approach addressed
the different needs of HIV-positive family members, which are likely to change over time with the
progression of HIV disease and improvements in
health after initiating ART. In addition to ART for
those who were eligible, a variety of HIV-related
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care clinics

Long-term HIV care services, including:
• Family-centered services
• Clinical & immunologic monitoring
• TB prophylaxis & treatment
• Prophylaxis for opportunistic infections
• Antiretroviral therapy when indicated
• Early infant diagnosis
• Psychological & social support services
• Nutritional counseling & support
• Community outreach
• Outreach activities
MTCT-Plus services

Figure 1. The MTCT-Plus approach: Building HIV care onto existing prevention programs
and primary health-care services were provided,
including opportunistic infection prophylaxis for
Pneumocystis jirovecii pneumonia (PCP), bacterial infection, and cryptococcal disease; TB screening, treatment, and isoniazid preventive therapy;
multivitamins and nutritional evaluation and support; access to family planning; and clinical and
immunologic monitoring. Psychological support
and adherence counseling were considered critical
components of MTCT-Plus, and work with peers
was actively nurtured. All services, including ART,
were provided free of charge to participants. Costs
associated with hospitalizations were generally not
covered by the program, and at different times during the course of the initiative several sites charged
participating adults a nominal fee that was subject
to waiver in the case of financial hardship.
Pediatric care was emphasized as an essential
component of family-focused services. All HIVexposed infants were enrolled and followed until
HIV infection could be definitively diagnosed
or excluded. This emphasis on pediatric care
included providing support to help sites access
virologic tests that can provide early diagnosis of
HIV infection during the first months of life. An
algorithm of care for HIV-exposed and infected

infants was established, and all children were subject to regular assessments of growth, developmental status, and CD4 lymphocyte counts while
receiving opportunistic infection prophylaxis and
ART, if eligible.
To accommodate the diverse and expanded
workload associated with providing comprehensive
care, multidisciplinary teams (MDTs) were hired at
each site. These teams included some combination
of counselors, nutritionists, social workers, peer supporters/educators, outreach workers, nurses, medical
officers, and physicians. The teams were charged with
meeting regularly to discuss patients and families,
with everyone actively contributing to the care of the
patients. The initiative also supported infrastructure
development, including the purchase of CD4 count
machines and other equipment, structural renovations, the development of ARV procurement and
data collection systems, and improvement of local
administrative and financial expertise. Extensive and
ongoing training was conducted on-site to ensure
high-quality HIV services and promote the mutual
growth and development of the MDTs. Each site was
also able to offer services to members of the healthcare teams and their families who required HIV care
and ART. Together, these supports have promoted
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and developed strong clinical MDTs that are now
caring for women, children, and families and are
increasingly able to support other local clinicians to
give family-focused HIV care and treatment.
The sites for the MTCT-Plus Initiative were
chosen through a competitive process. A request
for applications was sent out by Columbia
University in 2002. Grants were awarded to sites
in Cameroon, Côte d’Ivoire, Rwanda, Zambia,
Uganda, Mozambique, Kenya, Thailand, and
South Africa (Table 1). Each site was asked
to enroll at least 750 HIV-positive adults and
children and to provide a package of multidisciplinary, family-focused care and treatment
services based on a protocol developed by the initiative’s leadership group. Exposed infants as well
as older children in the family or household living
with HIV infection were routinely enrolled, but
the proportions of adults and children were not
specified. Ongoing close collaboration with local,
often longstanding partners was key in the early
stages of site development. Many sites awarded
MTCT-Plus grants were providing PMTCT services or involved in PMTCT and HIV research
and worked closely with their established partners to implement MTCT-Plus services. Other
sites were part of early government programs to
develop HIV services. Of note, many sites were
initiating ART for the first time. There was limited experience and guidance available on how to
support these kinds of large-scale HIV care and
treatment programs in multiple RLCs and little
experience in providing comprehensive, multidisciplinary continuity services to pregnant and
postpartum women and their families. Over time,
each site has written its own unique blueprint
toward self-sufficiency, but all passed through
similar phases of program initiation, growth and
development, and maturation. The MTCT-Plus
site at the MU-JHU clinic discussed in this chapter illustrates this process.
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Implementation of the MTCTPlus Initiative at Mulago
Hospital, Kampala, Uganda
Program Initiation
The MU-JHU site began by bringing together an
MDT to learn and practice this new model of care.
The team was selected on the basis of previous experience in the PMTCT program, commitment to provision of long-term HIV care, and desire to work
within an MDT. The MDT consisted of a physician
who was to coordinate the team, a nurse, a counselor,
a pharmacist, a pediatrician, an outreach worker
(health visitor), and a data clerk. Significant input
was also obtained from other institutional staff who
were not part of the core team. A PMTCT counselor
coordinator and two nurses, one from the antenatal
clinic (ANC) and another from the postnatal clinic,
were later invited into the team to strengthen the
relationship between the PMTCT clinics and the
MTCT-Plus program.
The MDT had many activities to perform prior
to initiating services, including developing standard
operating procedures (SOPs), establishing linkages
within the institution and community, determining
enrollment criteria, customizing MTCT-Plus protocols, and training staff. The team embarked on
weekly meetings to develop SOPs and identify key
programmatic areas. The team met with health-care
providers in key units such as the emergency, medical, pediatric, ANC, and maternity, units to sensitize
medical personnel within Mulago Hospital about the
program and to facilitate communication between
personnel within various hospital departments.
The MDT set site-specific, nonclinical eligibility
criteria for enrollment in the program. These criteria were necessary due to the limited number of
women who could be enrolled in the MTCT-Plus
Initiative from the large number of HIV-positive
women attending antenatal care, as well as the need
to provide long-term follow-up of enrolled women
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Table 1. Location of MTCT-Plus Initiative Sites
MTCT-Plus Initiative Site

Location

FSU (Formation Sanitaire Urbaine) deYoupougon-Attie
and Abobo Clinics

Abijian, Côte d’Ivoire

Nyanza Provincial General Hospital Clinic

Kisumu, Kenya

Moi University College of Health Sciences

Eldoret, Kenya

Beira and Chimoio Day Hospitals

Beira, Mozambique

Treatment and Research AIDS Center

Kigali, Rwanda

Perinatal HIV Research Unit, University of the
Witswatersrand

Soweto, South Africa

Langa Health Clinic

Cape Town, South Africa

Cato Manor Clinic, University of Natal

Durban, South Africa

Mulago Hospital Clinic

Kampala, Uganda

St. Francis Hospital Clinic

Kampala, Uganda

Mtendere Health Clinic and
Chelstone Clinic

Lusaka, Zambia

Cameroon Baptist Health Convention
Board Clinics

Northwest Province, Cameroon

Thai Red Cross Clinic

Bangkok, Thailand

and ensure the involvement of the entire family.
The criteria were: residence within a 20 km radius,
partner disclosure, adherence to PMTCT care, willingness to be visited at home, and a stable living situation (defined as residence in a stable home in the
vicinity of Mulago and planning to stay in Kampala
for a long period).
Enrollment was also extended to co-wives and
their children in the case of polygamous families.
(Notably, few other MTCT-Plus sites included
partner disclosure as a requirement for enrollment,
and the disclosure criterion at MU-JHU was later
changed from sharing HIV status with a partner to
sharing with any other adult.)

All women who met the nonclinical eligibility
criteria were enrolled through the ANC. Eligible
women were assisted in disclosing their HIV status
to their partners and were then requested to bring
all family members in for HIV testing and enrollment. In addition, HIV-positive women who had
attended the PMTCT program, who had delivered
within the last 18 months, and who had received
follow-up care in the postnatal / child health clinic
were also offered enrollment. Forty-seven orphaned
HIV-positive children whose mothers had participated in HIVNET 012 and other research studies at the MU-JHU site were also enrolled in the
program, as MTCT-Plus represented the only
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Baseline Assessment (Month 0)

CD4  200  any WHO stage
Stage III  CD4  350
Stage IV  any CD4

Stage I, II  CD4 201–500
Stage III  CD4 351–500

Stage I, II, III  CD4  500

Clinical visit (month 1)

Clinical visit (month 1)

Clinical visit (month 1)

Clinical visit (month 2)

Clinical visit (month 2)

Clinical visit (month 3)

Clinical visit (month 3)

Clinical visit (month 4)

Clinical visit (month 4)

Clinical visit (month 5)

Clinical visit (month 5)

Clinical visit (month 5)

Clinical visit (month 6)  CD4

Clinical visit (month 6)  CD4

Clinical visit (month 6)  CD4

Month 6 Reassessment

Figure 2. Adult clinical monitoring schedule
 pportunity available at that time to provide ART
o
to children living with HIV infection.
Due to the large number of women seeking
HIV care and the limited program capacity, the
enrollment process was initially staggered, with
only three new families enrolled daily. In this
way, the team was able to enroll new participants
while providing intensive patient education,
counseling, and high-quality care. The staggered
nature of enrollment and the lengthy disclosure
process led to a number of women being enrolled
48

postpartum. As the team members became more
experienced and recognized the lost opportunities to enroll prior to delivery, they developed
a fast-track process to expedite enrollment
and ART initiation for pregnant women with
advanced disease.
All women received a home visit from an outreach worker to map their residence and identify
social barriers (e.g., drug and alcohol abuse), cultural norms, and beliefs likely to affect their care.
A psychosocial evaluation was performed using
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Visit Schedule for ART Initiation
Weekly  8 weeks: adherence assessment and support, symptom checklist

Monthy  at least 6 months: interval history, symptom checklist, targeted physical exam,
adherence assessment and support
The six-month visit should include a CD4 count.

Figure 3. Follow-up schedule for adults and children initiating ART
site-specific standardized psychosocial evaluation forms. At enrollment, the patients’ HIV
disease was clinically staged using World Health
Organization (WHO) criteria, and laboratory tests
were performed, including CD4 counts. On subsequent visits, the patients were separated into
those eligible for ART and those ineligible. Those
who did not meet the criteria for ART initiation
were counseled, educated, and given appointments
in three to six months, depending on their CD4
counts and WHO clinical stages. ART-eligible participants continued counseling sessions until the
team was satisfied that they were ready to initiate
ART (Figures 2 and 3).

Program Growth and Development
Primary HIV care, with attention to both medical
and psychosocial needs, was the main focus of
medical care and staff activity. Services provided
included, but were not limited to, ART; cotrimoxazole prophylaxis; multivitamin supplementation;

opportunistic infection prophylaxis; treatment of
latent TB infection (LTBI); and screening, diagnosis, and referral for TB. These services, coupled
with intensive patient education and family support, resulted in minimal patient loss to follow-up
and an ART adherence rate of 99% (MTCT-Plus
monthly statistics, unpublished data). Over 95%
of patients remained on their first-line ART regimens at three years after ART initiation (MTCTPlus monthly statistics, unpublished data).
Pediatric care was colocated with adult services
and included follow-up of HIV-exposed infants,
early infant diagnosis, growth and developmental
monitoring, ART for eligible children, and a battery of supportive care services similar to those
received by the parents. As of this writing, almost
100% of children eligible for ART at the site are
currently receiving treatment. The most common
reason eligible children do not initiate ART is
that the mothers or caretakers are not ready to
initiate ART for themselves.
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Three phases of training, with increasingly
advanced subject matter, were organized and implemented by MTCT-Plus staff and U.S.-based HIV
experts. Over time, the notion of “advanced” in this
setting came to include both medical management of
complicated cases and emerging complex areas such
as pediatric disclosure and adherence, management
of discordant couples, and personal and community
care management. This increasing emphasis on the
holistic support of the family by the MDT became
integral to supporting increasingly advanced medical practice and expertise. Similarly, MDT weekly
meetings evolved to include both logistical and casebased issues, with a particular emphasis on challenging medical and psychosocial situations.
During this period of program development,
particular attention was paid to the growth of peer
activities. The Pfizer Foundation awarded a grant
to the MTCT-Plus Initiative to expand or develop
peer educator programs in the countries where it
was operating. This enabled the initiative to provide additional financial support to the MU-JHU
site to expand ongoing support groups and develop
a peer educator program. People living with HIV
were identified, trained, and supported to provide
a linkage between providers and clients and to offer
psychosocial support to other clients with regard
to a variety of issues. These peer educators began
to play a particularly critical role in bridging the
gap between providers and service recipients in the
ANC and were increasingly viewed as key members of the MDT. Over time, the group expanded
its activities to include income generation, home
gardening and food support, and a children’s and
teens’ support group. Furthermore, the MDT
increasingly recognized that family-focused programming touched on complex gender roles within
families, where men often held decision-making
power. The peer educators therefore focused particular attention on increasing male involvement
in the program.
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Program Maturation
As the MU-JHU program matured, the MDT
became more proficient at addressing the complex
medical and psychosocial needs of the participants.
More than 950 women, infants, and family members
are currently enrolled in the program, including
380 pregnant and postpartum women and 180 of
their male partners; 290 adults and 127 children are
receiving ART. To date, only 25 adults and two children have been reported as lost to follow-up.
Over time, the MDT recognized that the staff
also needed attention and nurturing, due to the
increasing burdens caused by the rapid growth of
the program and the ongoing need to respond to
medical and psychosocial situations. Staff retreats
were offered to support team building and ease provider burnout. During these retreats, team members
interacted freely with each other through games
and competitions, jokes and entertainment. They
also took time to reflect on their achievements and
challenges. In addition, didactic and skill-building
educational sessions were regularly organized for
the MDT staff. After some time, these sessions were
extended to other hospital staff.
Since its inception, the MTCT-Plus program has
been recognized as an exemplary model of holistic
HIV care.12 The program has become a clinical mentorship site for health providers from across Africa,
in collaboration with the Infectious Disease Institute
of Makerere University and the Baylor College of
Medicine Children’s Foundation, Uganda. MTCTPlus staff provide consultation and training for HIV
care for pregnant and postpartum women in Mulago
Hospital, the national referral hospital in Uganda,
and many MTCT-Plus protocols and algorithms for
care have been adapted and adopted by other local
programs. Similarly, the peer support program has
evolved to include a wide range of activities and has
been emulated throughout clinics on the hospital
campus. The peer educators have been called upon
to train and help establish similar groups across the
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Lessons Learned from
the MTCT-Plus Initiative
The MTCT-Plus Initiative has grown and matured
since its inception. Close communication with
individual sites, the monitoring of outcomes, and
exchange with partners and leaders in the field led
to changes in protocols and approaches over the
duration of the initiative. One key change in the
program was the revision of its relationship with
PMTCT services. When the MTCT-Plus initiative
was first developed, it was expected that women
would receive PMTCT services and subsequently
enroll in the MTCT-Plus Initiative. MTCT-Plus
did not directly support PMTCT activities, as they
were preexisting at the sites. With time, however, it
was recognized that engaging women during pregnancy rather than immediately postpartum offered
significant advantages. Rapid enrollment, screening, and initiation of ART for eligible women during pregnancy could offer health benefits to the
mother and further reduce the risk of transmission

to the infant by rapidly lowering maternal viral
load during pregnancy.14 The initiative then shifted
focus and began encouraging and supporting sites
to engage women during pregnancy and initiate
treatment for those who were eligible. Furthermore,
the initiative extended support to sites interested
in providing more complex PMTCT regimens for
women with less advanced disease. In this way, the
relationship between prevention and treatment
interventions was further solidified.
As exemplified in the MU-JHU program, the
initiative changed to address the complex gender
issues impacting women in many societies.15 While
the initiative focused on the needs of women as the
cornerstones of their families, male partners often
held decision-making authority and made all key
decisions affecting the women and their children.
Implementation of family-focused care required
sites to explore and consider societal and cultural
issues not traditionally addressed within healthcare systems. Over time, methods were developed
to support women in disclosing their HIV status to
their partners and to encourage men to learn their
HIV status and engage in family-focused services.
It was also recognized that the MTCT-Plus
model of care was not a perfect fit for every site.
In some settings, larger government-run treatment programs did not support a multidisciplinary,
family-focused approach to care and treatment, and
pregnant women were rarely prioritized. At some
sites, the large demand for ART among the many
individuals with advanced HIV disease took precedence over efforts to engage and retain healthier
HIV-positive individuals in care services. In some
instances, initiative protocols were altered to be
more consistent with local policies, while two sites
opted to transition their programs into the national
ART treatment programs. Over time, each MTCTPlus site has had to consider the most effective
ways to integrate program services into new, larger
national initiatives to roll out ART. This speaks to
Rolling Out and Scaling Up
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country. Countless visitors from across the continent
have come to the site to learn from this initiative.
In July 2006, in collaboration with ICAP staff,
a pilot workshop was held to assess the feasibility
of formalizing the mentorship role of the MU-JHU
MTCT-Plus MDT. Themes of the workshop
included explicitly understanding the role of the
mentor in the context of the MTCT-Plus model of
care. The importance of disseminating this model
was discussed as an approach to building the
capacity of families and communities; other topics included HIV care and treatment teams, programs, and infrastructures. The workshop ended
with a commitment to address the need to promote
this model throughout Africa. Funding was then
obtained from the Stephen Lewis Foundation to
enable the MU-JHU MTCT-Plus MDT to mentor
and conduct workshops for HIV care and treatment
teams from across Africa.

the remarkable opportunities now afforded by the
global scale-up of HIV care and treatment services.
The MTCT-Plus Initiative has been successful on many fronts. First and foremost, there are
families that are healthy and well today because
of the initiative. As of September 30, 2007, there
were 14,058 individuals enrolled in the MTCT-Plus
Initiative: 6,870 women, 1,437 men, and 5,751 children. The majority of participants, 8,538, are
women who were identified in PMTCT programs,
and more than 3,000 started care during pregnancy.
More than three-quarters of these women have
enrolled at least one family member, most often
their newborn babies. Of more than 5,200 HIVexposed infants in active follow-up, 2,784 infants
have been determined to be uninfected. More than
3,000 adults and 500 children have initiated ART.
Long-term follow-up has been excellent, with more
than 85% of those who started ART returning regularly for appointments, as of June 2007. Similar to
the experience in well-resourced settings, response
to ART has been robust, with adults achieving an
average increase in CD4 lymphocyte counts of
187 cells/mm3 and children seeing an average CD4
increase of 7.2% after 12 months of treatment.16,17
The teams of HIV care providers, from peer supporters to physicians, not only provide excellent
HIV care but are now teachers of others coming into
the field. Their years of treatment experience now
support the next generation of HIV care providers.
The MTCT-Plus Initiative has provided a framework of care, from protocols and manuals to ARV
and commodity procurement systems, that did not
previously exist. In many settings, this framework
informed and was often the springboard to broader
HIV care and treatment efforts.
The MTCT-Plus Initiative has also informed the
global dialogue about HIV care and treatment in
several important ways. The initiative brought local
leaders and decision makers into contact with a
family-focused model of HIV care and demonstrated
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that it could and does work. Treatment of pregnant
women and infants and children has now been performed successfully through an MDT approach.
Those leaders, in turn, are in dialogue with national
policymakers and have become the strongest advocates for a family-focused HIV care model. In select
countries, such as Kenya, Cameroon, and Rwanda,
the protocols and treatment framework of the initiative were the starting point for many aspects of
national HIV/AIDS treatment policies.
Many lessons have been learned from the
MTCT-Plus Initiative. In the past, PMTCT programs were viewed as entities unto themselves.
Through the MTCT-Plus Initiative, they have
become gateways to HIV treatment for the entire
family. MTCT-Plus has reframed the relationship
women have with PMTCT programs, as well as the
relationship between prevention programs, especially PMTCT, and care and treatment services.
In particular, MTCT-Plus has demonstrated that
by bringing HIV care and treatment services to
PMTCT programs, more pediatric infections can
be averted.14 And finally, MTCT-Plus has demonstrated that HIV care extends beyond diagnosis,
CD4 lymphocyte testing, and ART to the vast social
and psychological needs of HIV-positive individuals and their families and communities.
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I

n 1996, combination antiretroviral
therapy (ART) became available for the routine treatment of patients living with HIV in
the industrialized world, transforming what had
been a fairly rapidly progressing, fatal disease into
one that was chronic and manageable.1 Despite the
availability of improved treatment in high-income
countries, sub-Saharan Africa, with the greatest burden of HIV/AIDS, was largely left behind.
Until 1999, it was commonly believed that ART
could not be delivered on any scale in this region.
The drugs were considered to be too expensive,
too complicated, and too toxic to deliver and to
monitor; the infrastructure was thought to be too
poor; and African patients were viewed as being
unable to adhere to lifelong therapy. The 13th
World AIDS Conference, held in Durban, South
Africa, in 2000, brought about a radical change in
thinking almost overnight. Activists, advocates,
health economists, and world opinion leaders gave
inspiring speeches, and participants left the meeting believing that it might just be possible to scale
up ART in developing countries, and particularly
in sub-Saharan Africa.
Bold steps were taken in the international
arena. In 2003, the World Health Organization

(WHO) and the Joint United Nations Program
on HIV/ AIDS (UNAIDS) launched the “3 by 5”
initiative, with an ambitious goal of having three
million people on ART in developing countries
by the end of 2005.2 Fortunately, this call to arms
was associated with a huge injection of funding
for HIV/AIDS prevention and treatment through
the Global Fund to Fight AIDS, Tuberculosis
and Malaria (GFATM); the U.S. President’s
Emergency Plan for AIDS Relief (PEPFAR); and
the World Bank. In all areas of the world, and particularly in the hardest-hit regions of sub-Saharan
Africa, gallant efforts were made to provide ART
to needy populations. By December 2005, WHO
and UNAIDS estimated that more than 1.3 million people from low- and middle-income countries had been placed on treatment, with 810,000
of them in sub-Saharan Africa.3
This chapter follows the scale-up of ART in
Malawi, a poor, landlocked country in sub-Saharan Africa, from the first germs of an idea to program planning and implementation. It describes
the results of ART scale-up to the end of 2006, the
reasons why the country was able to achieve a good
degree of success, and the challenges that still confront stakeholders.
Rolling Out and Scaling Up
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Background
Malawi is a very poor country with a population of
between 11 and 12 million people and a per capita
gross domestic product (GDP) of less than US$200
per year. The HIV epidemic in the country is dire.
Approximately 930,000 people are thought to be
HIV-infected, with another 100,000 new infections
annually. Every year, 90,000 people die of AIDS,
and at any one time it is estimated that 170,000 are
in immediate need of ART.4 In January 2004, before
the national scale-up of ART, there were nine
health facilities in the public sector delivering ART
to about 3,000 patients. ART delivery was unstructured, very few health workers had been formally
trained in this activity, and there were no national

systems of monitoring or reporting. In short, there
was “ART anarchy.”

From Ideas to Implementation
Following the 13th World AIDS Conference, some
key steps were taken that enabled the country to prepare for the national ART scale-up slated to begin in
February 2004 (see Table 1). Right from the start, it
was recognized that ART delivery using a “medicalized” model would not work, and that the key to rapid
and massive scale-up was to keep the principles and
practices of ART delivery as simple as possible. In
this regard, many of the principles of DOTS (directly
observed therapy short course—the system used to
successfully deliver anti-TB treatment to people in

Table 1. Key Steps Taken to Prepare for National Scale-Up of Antiretroviral Therapy in Malawi
Key Step

Outcome

December 2000: National Vice-Presidential Chaired
Conference on Treatment of HIV/AIDS

The first ideas about the use of a DOTS TB model for
delivering ART to patients were discussed.

June 2001: Paper published by Malawi National AIDS
Commission and National TB Programme on how to
deliver ART using the TB DOTS model

The concept of using DOTS to deliver ART was formulated and put to paper and peer review in the Lancet
publication of “Preventing antiretroviral anarchy in
sub-Saharan Africa.”5

July 2002: Malawi submitted (and received approval
of) its proposal for Round 1 of the GFATM, in which
ART provision to HIV-infected eligible patients was a
core component

The first definitive plan for delivering ART was incorporated into a national submission to the GFATM.
The national plan was approved in the amount of
US$190 million over five years; this was deemed a large
amount of money, and this was one of the reasons why
no PEPFAR funds were allocated to ART scale-up.

October 2003: Publication of the first edition of
national guidelines for the use of antiretroviral
therapy in Malawi

The guidelines provided definitive advice about how to
stage HIV-infected patients; how to start and follow up
patients on treatment; how to manage side effects; and
how to register, record, and report on cases and treatment outcomes.

February 2004: Approval of first two-year scale-up
plan for ART in Malawi

The plan provided clear objectives, activities, and timelines for scale-up as well as details about the 60 sites
selected for Round 1.

DOTS = directly observed therapy short course; ART = antiretroviral therapy; GFATM = Global Fund to Fight AIDS, Tuberculosis
and Malaria; PEPFAR = U.S. President’s Emergency Plan for AIDS Relief
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Table 2. Principles Borrowed from TB Control Programs for Delivering ART
TB Control Program
Standardized diagnosis and case finding based on:
n Smear microscopy
n Different categories of TB (smear-positive, smearnegative, and extrapulmonary)
Standardized treatment based on:
Treatment regimen for new TB
n Retreatment regimen for relapse TB
n

Standardized recording and reporting based on:
TB patient treatment cards
n TB patient registers
n TB patient identity cards
n TB cohort analysis forms

ART Delivery Program
Standardized diagnosis and case finding based on:
Positive HIV test result
n Understanding implications of ART
n WHO stage III or IV, or low CD4 count
n

Standardized treatment based on:
First-line regimen for new cases
n Alternative regimen for side effects
n Second-line regimen for failure
n

Standardized recording and reporting based on:
ART patient treatment master cards
n ART patient registers
n ART patient identity cards
n ART cohort analysis forms

n

n

n

Standardized system of procurement based on:
Forecasting of new patients on treatment
n Taking into account old drug stocks

n

Management by paramedical officers

Management by paramedical officers

Free drugs for patients

Free drugs for patients

Standardized system of procurement based on:
Forecasting of new patients on treatment
n Forecasting established patients on ART
n Taking into account old drug stocks

some of the poorest countries of the world) were borrowed and adapted to ART delivery (see Table 2).5 A
standardized system was put in place, so that wherever one traveled in the country and wherever one
accessed ART, from central hospital to health center,
the same system of finding cases; initiating treatment; and registering, recording, and reporting cases
and outcomes was followed. Above all, the country
made an important policy decision that ART in the
public sector was to be free for all patients.

must understand the implications of ART, and
patients must be in WHO clinical stage III or IV or
have a CD4 lymphocyte count below the threshold
value for severe immunodeficiency.6,7 Most ART
clinics do not have a machine for measuring CD4
lymphocyte counts, and the emphasis is therefore
on clinical staging. Once deemed eligible for ART,
patients go through a process of group counseling,
individual counseling, and then initiation of treatment (see Figure 1).

Delivering and Monitoring ART

Standardized ART

The important steps in delivering and monitoring
ART are outlined briefly here.

Malawi focused on the use of one generic, fixed-dose
combination treatment containing stavudine, lamivudine, and nevirapine. Two alternative first-line
regimens (for cases of serious ART drug side effects)
and one second-line regimen (for cases of ART drug
failure) were placed in central and major district

Eligibility for ART
In order to be eligible for ART, adults and children
must be HIV-seropositive, patients or guardians
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Tested HIV-positive
same day
Staged clinically as eligible for ART and with no contraindications
within one week
Attends group counseling session, preferably with a guardian
one week
Attends individual counseling session and starts ART

Figure 1. Process by which a patient starts antiretroviral therapy

hospitals over the first two years, and a referral system was set up so that any patient in need could
access appropriate therapy (see Table 3 for Malawi’s
ART regimens). As sites have become more experienced in the use of ART, more of them have been
directly given alternative first-line therapy. Patients
are started on treatment, seen two weeks later, and
then followed up every four weeks for life. Monitoring
for well-being, side effects, and drug adherence is all
performed clinically, and in most sites there is little in
the way of laboratory investigations.

Registration, Recording,
and Reporting at ART Sites
Much like patients in TB programs, all ART patients
are given a unique ART registration number, which
is their key identification in the monitoring tools.
Each facility is assigned a unique three-letter code,
and each new ART patient in that facility is assigned
a number preceded by the facility code. The numbers
increase sequentially as new patients are recruited
into therapy. This means that at any point in time, a
facility can be contacted and the last number in the
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ART register (see below) equates to the total number of patients started on therapy at that facility.
At ART sites, the two most important tracking
tools are the ART patient treatment master card
(see Figure 2) and the ART patient register.
Both of these contain the case-finding details of
the patients (i.e., ART number, name, address, age,
sex, occupation, and reason for ART) and their
monthly treatment outcomes (see Table 4).
The management of patients who transfer from
one facility to another deserves special mention.
The transfer out and the date of that particular
patient’s transfer are recorded in the master card
and in the register. The patient is given a copy of his
or her master card and takes this to the new facility,
where he or she is given a new code and number
related to the new facility and is now recorded as
“alive and on ART.” This means that at the national
level transfer-out patients are recorded twice, in one
facility as a “transfer out” and in another as “alive
and on ART.” This is recognized in the national
aggregate reporting, where transfer-out patients
essentially mean patients double counted.
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Table 3. ART Regimens Used in Malawi
First-line regimen

stavudine (d4T) + lamivudine (3TC) + nevirapine (NVP)

Alternative first-line regimens in case of
adverse side effects

Stavudine-related toxicity (peripheral
neuropathy, pancreatitis):
n zidovudine (AZT) + lamivudine (3TC) + nevirapine (NVP)
Nevirapine-related toxicity (severe skin reactions or
hepatitis):
n stavudine (d4T) + lamivudine (3TC) + efavirenz (EFV)

Second-line regimen in case
of treatment failure

Adults:
n zidovudine (AZT) + lamivudine (3TC) + tenofovir (TDF) +
lopinavir/ritonavir (LPV/r)
Children:
abacavir (ABC) + didanosine (ddI) +lopinavir/ritonavir
(LPV/r)

n

At the end of every quarter, the ART clinic team
is expected to cross-check the records, specifically to
check that treatment outcomes in the master card
have been accurately recorded in the register, and
perform cohort analysis of cases and end-of-quarter
outcomes with events censored at the end of that particular quarter. There are two types of cohort analysis:
(1) a quarterly analysis of new patients started on ART
in the latest three-month period and (2) a cumulative
analysis of all patients ever started on ART.

Supervision and Monitoring of ART
Every three months the HIV Unit of the Ministry
of Health and its partners conduct supervisory and
monitoring visits to all ART sites in the country.8
The purpose of these visits is to ensure that guidelines and standards are being adhered to, to collect
data for national reporting, to provide encouragement and support (and sometimes admonishment
if performance is poor), and to obtain information
on drug stock levels to help with drug procurement.
Each quarter, facilities are awarded certificates of
excellence if the register and master cards are completed according to national guidelines and if the
cohort analyses have been done and are correct, as
judged by the supervising team.

Scaling Up ART at
the National Level
Preparing Staff and
Sites for ART Delivery
The process for readying staff and sites for ART
delivery is outlined in Figure 3. Facilities are briefed
about ART scale-up and asked to apply to be ART
delivery sites. Considering the shortage of doctors
in the country, it was recognized that paramedical officers (i.e., clinical officers and medical assistants) and nurses would make up the frontline force
responsible for ART delivery at site level. These
clinicians and nurses must undergo a formal ART
training package consisting of classroom training
for five days, an end-of-course examination for
competence, and a two-week attachment at an experienced ART site. The HIV Unit of the Ministry of
Health then carries out a formal inspection of the
ART facility for accreditation purposes using a
standard structured questionnaire. Once sites have
been accredited, the public is informed through
announcements in the two main national newspapers. ART drugs, ordered some months before in
good faith that the site would pass its assessment,
are distributed, and ART delivery can commence.
Rolling Out and Scaling Up
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Figure 2a. Antiretroviral patient treatment master card (front)
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Figure 2b. Antiretroviral patient treatment master card (back)
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Table 4. Standardized ART Outcomes
Primary outcomes
Alive and on ART

Patient who is alive and on ART at the facility where he or she is
registered

Dead

Patient who has died of any cause while on ART

Defaulted

Patient who has not attended the ART clinic for three months or longer, for no known reason

Stopped

Patient who stops treatment for any reason during the course of
treatment

Transferred out

Patient who has been permanently transferred out to another
treatment facility

Secondary outcomes for those alive and on ART
Type of regimen

First line (abbreviated as “start”)
Alternative first line (abbreviated as “substituted”)
Second line (abbreviated as “switch”)

Ambulatory

Patient able to walk around at home unaided

At work/school

Patient able to be engaged in previous work or, in the case of a child,
attend school

Side effects

Patient has one or more major side effects (peripheral neuropathy,
hepatitis, skin reaction, etc.)

Drug adherence

Measured by pill counts; 95% adherence levels judged by the number
of remaining pills in a container after four weeks

The quarterly supervision of all sites ensures that
standards are maintained. If sites fall below the
required standard, they can lose their accreditation
status and, through a letter from the Secretary for
Health, lose their status as ART sites. In practice,
sites have been warned for poor performance but
no site has yet lost its status.

ART Drug Procurement
Malawi has developed its own rather unique system of drug procurement (see Table 5), with drugs
delivered directly to ART sites by the procurement
agent every six months.
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Involvement of the Private Sector
Within six months of preparing for ART scale-up
in the public sector, private-sector facilities were
brought on board as willing participants. They
agreed to follow the national systems, undertake
a modified weekend ART training course with
an examination of competence, and prepare for
accreditation in the same way as facilities in the
public sector. Private facilities receive drugs free of
charge, but charge patients for the drugs at a subsidized rate (US$3.50 per course of treatment per
month) and are allowed to keep part of this money
to cover dispensing costs.
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The Process of Scale-Up

Hospitals briefed and asked to submit applications to be ART sites

Intensive training schedule focused on ART guidelines

Hospitals formally accredited for ART

ARV drugs distributed and ART delivered to patients

Figure 3. Process of preparing facilities for ART

Results
Training of Staff
Between 2004 and 2006, 1,691 health-care workers
(776 clinicians and 915 nurses) were trained and
certified in the public sector, and 400 (164 clinicians and 236 nurses) were similarly trained in the
private sector.

ART Delivery Sites
Sixty Round 1 ART sites (mainly central, district,
and mission hospitals) were prepared and started
delivering ART in a phased approach between
February 2004 and June 2005. Another 44 Round 2
sites (mainly smaller mission hospitals, rural hospitals, and health centers) were prepared and started
delivering ART by June 2006. In the private sector,
38 facilities (hospitals and clinics) were accredited
and delivering ART by the end of 2006.

Patients on ART
By December 31, 2006, the number of patients
started on ART was 81,821 in the public sector
and 3,347 in the private sector. Some of the characteristics of patients in the public and private
sectors are shown in Table 6, and treatment outcomes are shown in Table 7. As previously mentioned, patients are grouped into quarterly cohorts,
which allows, through the routine system, timebound treatment outcome analysis. For example,
all patients registered in a cohort between April
and June 2006 (Q2, 2006) can have their outcomes
assessed on December 31, 2006, and this constitutes a 6-month outcome analysis. It is recognized
that this in effect means an analysis of patient
outcomes at 6 to 9 months after starting ART.
Patients registered 12 months previously, between
October and December 2005 (Q4, 2005), can also
have their outcomes assessed on December 31,
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Table 5. Key Principles for Procurement of ARVs
Principle

Explanation

Push system and ceilings for first-line
ART drugs

Facilities are graded as low burden (25 new patients per month),
medium burden (50 new patients per month), and high burden
(150 new patients per month), which makes six-monthly calculations for new patients relatively easy.

Forecasting first-line ART drug requirements for each facility

For new patients, forecasting is based on push system.
For established patients, forecasting is based on numbers alive
on ART and drug stock levels obtained from quarterly supervision
and monitoring.

Prepacked kit system with starter packs
and continuation packs

Starter packs provide 75 new patients with two weeks’ initial
treatment of half-dose nevirapine, and continuation packs
provide 75 patients with full-dose therapy for three months.

2006, and this constitutes a 12-month outcome
analysis. Treatment outcome analysis of different
cohorts from sites around the country at 6 months,
12 months, and 18 months showed that 72%, 64%,
and 62% of patients, respectively, were alive and
still on ART at their initial treatment site.

Achievements
The government health sector in Malawi has
shown that by using a simple, structured approach
to ART delivery, treatment can be delivered to
large numbers of patients fairly quickly with good
12-month outcomes. A community-based study in
Blantyre, Malawi, before the advent of ART, found
the 12-month incidence of death in HIV-infected
patients with stage IV and stage III disease to be
88% and 62%, respectively.9 These findings demonstrate that ART has substantially improved survival
rates, at least at this early stage of development. A
few facilities in the country are supported by nongovernmental organizations, such as Médecins Sans
Frontières and Dignitas International, but in the
majority of facilities, the local health-care personnel
are the sole providers of ART services.
A number of factors have been responsible for this
achievement, the most important of which are (1) a
clear lead taken by the Ministry of Health in assuming
64

responsibility for national scale-up, and a desire by
all implementing partners to work together with the
Ministry of Health and use the national standardized
systems; (2) a focus on scaling up using one first-line,
fixed-dose combination regimen, which was made
possible by the fact that Malawi’s sole funding source
for ART was the GFATM; (3) clear national ART
guidelines, in which an emphasis is also placed on
the system of registration, monitoring, and recording of results10,11; (4) an intensive training schedule,
focused particularly on clinical officers and nurses
learning the ART guidelines and undertaking practical attachments at experienced ART sites; (5) a structured system of accrediting ART sites before they are
permitted to deliver treatment to patients; (6) quarterly supervision and monitoring of all ART delivery
sites by the HIV Unit of the Ministry of Health and
its partners8; and (7) no stock-outs of antiretroviral
(ARV) drugs due to the use of a parallel procurement and distribution system.

Challenges
Current challenges
Children, pregnant women, and patients with TB
were, and still are, relatively underserved. Until
2005, only 5% of patients being started on ART
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Table 6. Characteristics of Patients Started on ART in Malawi up to December 31, 2006
Public Sector

Private Sector

Total

Number started on ART

81,821

3,347

85,168

Number (%) males
Number (%) females

31,659 (39)
50,162 (61)

1,712 (51)
1,635 (49)

33,371 (39)
51,797 (61)

Number (%) adults
Number (%) children (under 15 years)

76,058 (93)
5,763 (7)

3,201 (96)
146 (4)

79,259 (93)
5,909 (7)

Number (%) on ART due to:
WHO clinical stage III
WHO clinical stage IV
WHO stage I and II with low CD4

53,030 (65)
18,958 (23)
9,833 (12)

1,447 (43)
757 (23)
1,143 (34)

54,477 (64)
19,715 (23)
10,976 (13)

Number (%) on ART due to:
Active or previous TB
Referral from PMTCT clinic

13,308 (16)
885 (1)

280 (8)
0 (0)

13,588 (16)
885 (1)

were children, and according to a small subanalysis, only very few were under one year of age.12 This
finding was similar to reports from other African
countries.3 In Malawi, children should account for
an estimated 10% to15% of patients on ART.4 The
small number of children on treatment reflects the
difficulties initially faced by clinicians in diagnosing and managing HIV in infants, and in treating
children with split-tablet doses. The newly revised
WHO pediatric ART guidelines,7 released in early
2006, assisted substantially in addressing some of
these difficulties. In Malawi, these guidelines were
used as a basis for revising the national ART guidelines in April 2006.11 Now the national guidelines
include much better descriptions of clinical diagnosis, staging, and management of HIV in children,
and include a simple chart listing the criteria that
can be used to start infants on ART without the need
for viral load testing. Pharmacokinetic studies conducted in Malawi showed that children were being
underdosed with nevirapine when half to quarter
tablets of Triomune-40 were used.13 The revised ART
guidelines now specify split tablets of Triomune-30,
which should be preferable because of the higher
dose of nevirapine relative to stavudine. Monitoring

tools have been modified so that master cards can
serve the interests of both adults and children in one
uniform format. The standardized ART training
modules have been updated to reflect the new ART
guidelines, and more emphasis has been placed on
pediatric ART. Clinicians and nurses in ART facilities in 2006 all received a two-day refresher training on the new guidelines, with a focus on pediatric
ART. The benefits of this new approach are already
being seen, and between October and December
2006, 9% of patients started on ART were children (personal communication, HIV Unit, Malawi
Ministry of Health, March 2007).
Very few HIV-positive pregnant mothers are
referred for consideration of ART. Many of these
mothers are asymptomatic, and eligibility for ART
depends on increased availability of CD4 testing.
Potential solutions include increasing national
capacity to measure CD4 lymphocyte counts, providing easier ways of performing the test, and making CD4 testing directed at HIV-positive pregnant
women an explicit national priority.
Additionally, the proportion of TB patients
placed on ART is small. With a national HIVseroprevalence rate of 70% among TB patients14
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Table 7. Treatment Outcomes of Patients Started on ART in Malawi up to December 31, 2006
Public Sector

Private Sector

Total

Number started on ART

81,821

3,347

85,168

Number (%) alive and on ART
Number (%) dead
Number (%) lost to follow-up
Number (%) stopped treatment
Number (%) transferred out

57,356 (70)
9,327 (11)
7,753 (10)
365 (0)
7,020 (9)

2,624 (78)
222 (7)
132 (4)
7 (0)
362 (11)

59,980 (71)
9,549 (11)
7,885 (10)
372 (0)
7,382 (8)

Of those alive and on ART:
Number (%) on first-line regimen
Number (%) on alternative regimen
Number (%) on second-line regimen

55,518 (97)
1,690 (3)
148 (0)

2,480 (95)
127 (5)
17 (<1)

57,998 (97)
1,817 (3)
165 (0)

Of those alive and on ART:
Number with ambulatory status known
Number (%) ambulatory
Number with work status known
Number (%) able to work
Number with side effects known
Number (%) with side effects
Number for whom pill counts were performed
Number (%) with 95% adherence

51,440
50,551 (98)
51,440
49,490 (96)
46,969
2,132 (5)
38,426
35,667 (93)

2,624
2,618 (99)
2,624
2,593 (99)
23
1 (4)
193
192 (99)

54,064
53,169 (98)
54,064
52,083 (96)
46,992
2,133 (5)
38,619
35,859 (93)

Number dying with date/time recorded
Number (%) dying in first month
Number (%) dying in second month
Number (%) dying in third month
Number (%) dying after third month

9,327
3,207 (34)
2,069 (22)
1,100 (12)
2,951 (32)

0

9,327
3,207 (34)
2,069 (22)
1,100 (12)
2,951 (32)

and 27,000 new TB patients being diagnosed and
treated every year in the country, approximately
19,000 TB patients annually should be eligible
to receive ART. However, placing TB patients
on ART can be difficult for a variety of reasons,
including difficulties with getting such patients
tested for HIV due to stock-outs of HIV testing
kits, HIV testing counselors being “temporarily out,” staff forgetting to refer patients, patients
declining to be tested, and patients with a known
result not being asked about previous testing history. Other reasons include concerns over drug
interactions between rifampicin and non-nucleoside reverse transcriptase inhibitors15 and the
fact that in Malawi, ART is delivered largely from
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hospital clinics while anti-TB treatment is largely
decentralized to health centers.16
Outcomes feature high rates of early death
and loss to follow-up. With regard to treatment outcomes, there have been, and continue
to be, two main problems. The first is the high
rate of early deaths among patients starting ART.
Mortality of those on ART, and early mortality in
particular, is reported to be much higher in lowincome countries as compared to high-income
countries.17 In South Africa, where similar findings were reported, early mortality appears to be
related to patients presenting with an advanced
clinical stage of HIV disease, wasting syndrome,
TB, acute bacterial infections, malignancy, and
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behavior and the estimated risk of HIV transmission have declined as ART has been introduced
into communities.20

Future Challenges
Malawi has developed a five-year scale-up plan to
place 250,000 patients on ART by the end of 2010,
as part of the national response to the call for
“universal access” to HIV/AIDS prevention, care,
and treatment.21 This will be a daunting challenge,
and the country will succeed only if certain issues
can be resolved. First, there is a need to tackle the
dire human resource shortage that pervades subSaharan Africa.22 One way to address this problem is through task shifting, so that lower levels
of health-care workers can initiate and manage
the follow-up of patients receiving ART.23 Second,
ongoing financial support, either from established
players, such as GFATM, or new players, such as
UNITAID and the Clinton Foundation, is an absolute necessity. Third, there will be a need in the
next few years to invest in and secure alternative
first-line drug regimens to replace those currently
in use, as HIV drug resistance and long-term side
effects, particularly of stavudine, become more
critical. Fourth, undertaking regular supervision
and reliable drug procurement for the increasing
case burden will be essential if drug supplies are
to remain uninterrupted and standards are to be
maintained. Finally, HIV prevention methods and
the prevention of mother-to-child transmission
(PMTCT) program must be similarly scaled up, or
caseloads in adults and children will continue to
increase indefinitely.
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immune reconstitution syndrome.18 An aggressive
approach to the diagnosis of TB and early use of
broad-spectrum antibiotic prophylaxis targeted at
the common serious bacterial infections may be
two possible solutions to reducing early deaths.
The second problem is that of loss to follow-up.
There is no published information yet on this trend
in Malawi among those receiving ART. A study on
patients lost to follow-up in the Malawi TB program showed that about one-third of patients had
died, one-third had completed treatment, and
the remaining third had either transferred out of
the district or had stopped treatment.19 It is likely
that a similar scenario will be found in the case of
patients lost to follow-up on ART. Simple operational research needs to be conducted to provide
data to determine what has happened to patients
who are “lost to follow-up,” and strategies need to
be devised to minimize the number of patients lost
to follow-up in ART programs.
There are challenges relating to equitable
access, general health care, and prevention. Other
challenges include ensuring the equitable access of
patients to ART sites, particularly those living in
rural and geographically remote areas; technical
issues relating to patient management; the capacity
of the health sector to absorb the extra demands
of ART delivery without compromising other
aspects of general health care; and the scaling up of
prevention efforts alongside treatment. HIV testing at ART sites has increased over the last three
years, suggesting that the provision of treatment
in Malawi is encouraging the uptake of HIV counseling and testing. In rural Uganda, risky sexual
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I

mplementation of a national
pediatric antiretroviral therapy (ART) program in
a resource-limited settings presents a number of
specific challenges. These include lack of sensitivity
to children’s health issues on the part of care providers, huge and still increasing populations of HIVpositive children in need of care,1-4 economies unable
to bear the cost of the HIV burden, and insufficient
and unprepared health personnel.
It is estimated that 780,000 children are in need
of ART worldwide, yet only 115,500 children had
access to these drugs by the end of 2006.5 This
represents a coverage rate of roughly 15%, which
is approximately a 50% increase compared with
2005 figures. However, ART coverage for children still lags far behind the total estimated ART
coverage of 28% for adults (24%–34%) in lowand middle-income countries. 5,6 Children are
under-represented among recipients of ART in
almost every setting worldwide where treatment
programs have been established, with sub-Saharan Africa having the lowest treatment coverage
for children of any region.7
Struggling economies are one of the main
obstacles to implementing effective pediatric ART
delivery. That might explain, partly, the scarcity of

human resources, health infrastructure, diagnostic tools, and drugs, as well as poor education that
present major obstacles to the scale-up of national
programs.4,8-10 Additionally, sensitivity to and
awareness of children’s health needs is generally
lower than for the adult population. As a result,
health problems of children often go unaddressed
or underserved.1,7,11-15
The population of children infected with HIV
is significant and continues to increase. Of the
2.1 million children from 0 to 14 years of age living with HIV worldwide in 2007, almost 90% of
them were in sub-Saharan Africa. In addition,
according to 2007 Joint United Nations Program
on HIV/AIDS estimates, the number of new HIV
infections in children under 15 years of age is
420,000, with 290,000 HIV-related deaths annually among children.16
Cultural perceptions and the way in which people cope with chronic disease, even when asymptomatic, need to be understood and appropriately
addressed. In the Mozambican setting, asymptomatic patients are generally presumed to be healthy.
Therefore, running a nationwide treatment program for a disease in children that goes largely
undetected presents a number of challenges. Such
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a program had never been attempted before in
Mozambique with any other chronic disease.
Overcoming these difficulties requires an enormous effort by several stakeholders involved in
HIV pediatric health care. Mozambique had an
estimated 32,000 children in need of treatment in
2007, with roughly 6,000 children enrolled in ART
since 2004. In this chapter, we will describe strategies used in Mozambique to implement national
care and treatment programs for children living
with HIV, with a focus on lessons that may be
applicable to other resource-limited settings.

Facing the Challenges:
Implementing Pediatric ART
Successful implementation of pediatric ART programs in resource-limited settings can be aided
by following a few key steps at the outset of program initiation (Box 1). As these steps imply, the
strength of any national health program is largely
dependent upon the right leadership, identification of stakeholders, creation of new sensitivities
toward pediatric HIV infection, rationalizing and
upgrading of available resources, and evaluation
and continuous upgrading of HIV care services.
Box 1. Steps to Implementation of Pediatric
ART in Mozambique
1. Identification and nomination of leaders
2. Identification of stakeholders
3. Advocacy and education on pediatric ART
implementation
4. Integration of ART programs in the national
health system
5. Establishment of simple, accessible pediatric
ART guidelines for all health professionals
6. Training and controlling the quality of health
professionals involved in pediatric ART
7. Guaranteeing the supply of needed laboratory
reagents and pediatric drugs
8. Establishing efficient access and referral
systems
9. Continuous evaluation and improvement
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Identification and Nomination
of Leaders
Appropriate leadership is fundamental to get the
process of pediatric ART on the right course.
Therefore, it is essential to find leaders at the outset
who are known for their strong commitment to the
program, and whose character, dedication, perseverance, and activities regarding pediatric HIV are
well acknowledged among peers and stakeholders.

Identification of Stakeholders
The implementation of pediatric ART involves different players within the Ministry of Health (MOH),
as well as nongovernmental organizations (NGOs)
and other program partners. As such, stakeholders
should be identified and their role discussed and
clearly assigned from the very inception of the planning process. In Mozambique, organizations such
as Columbia University, Médecins Sans Frontières,
Clinton Foundation, Comunità di Sant’Egidio,
Elizabeth Glaser Pediatric Foundation, Health
Alliance International, and others have played a
major role in supporting the Ministry of Health
with rolling out the pediatric ART program.

Advocacy and Education about
Pediatric HIV and ART
Due to discrimination and/or poor sensitivity to
children’s issues, and pediatric HIV in particular, there is a need for strong advocacy to create
a favorable perception of pediatric ART. Ranking
stakeholders’ participation in the provision of
health services allows lobbyists to know where
most of their energy should be spent. For instance,
the Mozambican MOH, the primary provider of
health care services, was the main focus of lobbying activities in the Mozambique program. On
the other hand, educational activities can help to
prepare and sensitize all sorts of participants and
recipients of ART, as well as their families and communities. For instance, messages were included in
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Integration of the Pediatric ART Program
in the National Health System
Integration is meant to allow counseling, screening, early detection, and treatment of HIV-infected
children using the already available health infrastructure while addressing the specific need for
pediatric HIV care within the national health system. This calls for the provision of updated information, instructions, and clear guidelines on pediatric HIV screening, counseling, and diagnosis for
all health-care providers that may be the first point
of contact for ART-eligible children.
Training of health-care personnel, such as
medical doctors, medical officers, nurses, laboratory technicians, psychologists, and pharmacists
already practicing in the national health system
is essential. Special attention should be paid to
the nurses, given that they will screen the majority of the patients. Moreover, training should be
extended to health education institutions, such as
schools of medicine, nursing, and laboratory technology, through adjustment of current programs
or by offering packages containing specific materials. Finally, no trainee should be allowed to deal
with any area of pediatric HIV/AIDS unless he or
she passes the requisite exams.

Guarantee the Supply of Needed
Laboratory Reagents and Pediatric Drugs
Updating or upgrading of existing laboratory services within the national health system is essential to ensure a standardized level of quality across

the pediatric ART program. Therefore, program
planners must: identify the type of tests to be performed and their assignment to different levels of
health care, evaluate the capacity of existing laboratory facilities and human resources to perform
the specific tasks related to pediatric ART, make
proper adjustments in the laboratory facilities as
required, acquire any additional laboratory equipment as needed, and train laboratory technicians.
Following these steps will lead to readiness to
deliver pediatric ART.
The laboratory tests must be in conformity
with the level of services that are being offered. In
Mozambique, economic constraints limited the
number of tests that could be performed, potentially slowing the expansion of pediatric ART.
Therefore, CD4 count and DNA polymerase chain
reaction tests were elected as the first priority due
to their importance and frequent use.
At the same time, reagent and drug delivery
schedules should be reassessed in light of greater
anticipated demand to prevent eventual shortages. In Mozambique, a parallel system of antiretroviral (ARV) drug delivery was initially set up
within the national health system to prevent drug
stock-outs. Now that the drug delivery system has
been upgraded, a new, more efficient process is
in place, eliminating the need for a parallel system. In addition, pharmacy personnel need to
be trained on ART protocols and recordkeeping
procedures specific to ART drugs to minimize
theft and misuse.
The lack of pediatric formulations did not prevent us from establishing pediatric ART. To overcome this challenge, instructions were issued by
the MOH establishing the amount of adult pills
to be administrated as a function of children’s
weight and were made available to pediatric ART
program officials. Later on, as pediatric formulations became available, these guidelines were no
longer needed.
Rolling Out and Scaling Up
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the education package for health providers and the
general population aimed at adjusting people’s conventional thinking about what constitutes disease
in the context of HIV/AIDS. Education should
target health-care professionals already on duty as
well as those that will soon be joining the workforce. Thus, institutions training health personnel
must be included in the sensitization process.

The first pediatric ARV formulations were provided as both liquid medicines and pills, each containing a single dose of medicine. This resulted in
treatment regimens that consisted of simultaneous
administration of several medicines, requiring parents or caretakers to administer several drugs at the
same time. After the advent of pediatric fixed-dose
combinations , this process was greatly simplified.
While variations of children’s weight necessitates
continuous dose adjustments, this has been made
easier through the use of weight-band dosing.

Establish Efficient Access and
Referral Systems
Pediatric ART patients are mainly recruited from
the national health system sanitary network. In
Mozambique, the level of established health-care
facilities varies from primary to quaternary, reflecting not only the increasing degree of complexity
of health infrastructure and diagnostic tools but
also the differentiation in quantity and quality of
professional training among health-care providers.
In the beginning of 2008, the Mozambican health
network was made up of 1,210 primary health-care
centers (PHCCs), 32 secondary health-care hospitals, 11 tertiary health-care hospitals and 3 large
quaternary health-care hospitals (in Maputo, Beira,
and Nampula). This sanitary network is spread
out across 11 provinces to serve a population of
20.5 million. Services provided through this system
are available to all children and are completely free,
including the consultation, all tests, and treatment.
Similarly, services provided through the national
ART program are free-of-charge.
Most of the patients accessing the national health
system attend a PHCC. Thus, the PHCCs are where
most of the screening of suspected HIV-infected
children takes place. At this level, the nurses are
most commonly involved in providing care. Nurses
are trained to identify and refer children suspected
of being HIV-infected for testing, and to provide
74

Box 2. Additional Points of Enrollment for
ART-Eligible Children
Pediatric services providers
Prevention of mother-to-child transmission
programs
Tuberculosis treatment and prevention units
Voluntary counseling and testing centers

appropriate counseling. In addition, the nurses
deliver a package of care designed for suspected
HIV-infected children at this level of care that consists of nutritional assessment and supplementation
(vitamin A included), distribution of cotrimoxazole,
and treatment/immunizations for intestinal parasites and other endemic infections.
In order to maximize the enrollment of children
into pediatric ART, further screening and surveillance must be done at sites that routinely assist
sick children or potentially HIV-infected parents
(Box 2). In fact, it is still considered common sense
among the majority of the population to seek medical attention only when clear signs or symptoms
of illness are apparent. Therefore, identification of
HIV-infected children across a range of pediatric
services is both practical and necessary.
Secondary and tertiary health-care services are
available in rural district and regional hospitals.
Health-care professionals assigned to these facilities include medical doctors and medical officers,
as well as other levels of health-care providers.
Generally, patients access these health services
when referred from PHCCs. Secondary and tertiary health-care hospitals are the main deliverers
of pediatric ART. In addition, they offer assessment
of psychomotor development, treatment of more
complicated opportunistic infections, and psychosocial care. Inpatient services are also available.
The highest level of health care for children
affected by HIV/AIDS is offered at specialty Centers
of Excellence (COEs). These centers are staffed by
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Continuous Evaluation and Improvement
The monitoring system for pediatric ART in
Mozambique utilizes tools that evaluate the quantity and quality of care. Every month, the MOH collects data at ART administration sites on the number of new children on treatment, patient deaths,
loss to follow-up, and transfers. Pediatricians with
expertise in pediatric ART are in charge of quality assessment (see Box 3 for quality indicators).
Additional data is collected regarding health infrastructure and on-site training of health professionals in support of program implementation.
Quality assessment is based on a file review
of at least 30% of the pediatric patient cases. The
cases are then compared with the standard of care
(SOC), and sites are then classified according to
percentage of cases that meet or exceed the SOC
as follows: good (> 95%), acceptable (80%–94%),
or poor (< 80%). Within this system, different

sites are compared with one another, and each
individual site is assessed for improvements over
time. This system also allows the assessment team
to meet the site staff and be objective in suggesting
what changes or improvements need to be made.
The assessments are made during the supervisory
visits by MOH staff; sometimes teams are a mix
of MOH staff and nongovernmental organization
staff; implementation of suggestions made during
the visits is assessed during the next visit.
Quality assessment of ART can routinely be
performed using basic parameters, such as the
number and percent of patient deaths, loss to follow-up, and changes in CD4 counts. Longitudinal
assessments are required to obtain a better picture
of the overall quality of care. Such assessments
should be performed only after the pediatric SOC
is defined. In Mozambique, we perform site visits
to assess SOC, which helps us to ascertain whether
quality is being achieved. This is a more effective
strategy than the review of reporting data alone.
We are also initiating a random assessment of the
pediatric sites according to the size of the site during which SOC will be evaluated, together with a
random measurement of ART patient viral loads.

Box 3. Quality Indicators for Supervision of
Pediatric ART at the Site Level (Mozambique,
2007)

Results: Gains of Pediatric
ART Preparation and
Implementation

% completed entry forms

As a result of the preparation and implementation
process of pediatric ART, some gains were made as
far as trained, professional health-care staff, expansion of pediatric ART, increased number of children benefiting from ART (Figures 1 and 2), and
establishment of patient monitoring (Figure 3).
Generally, in all the sites there is a good
implementation of the treatment guidelines, and
almost all eligible children that are followed in
the visited sites do receive ART. But on the other
hand, there are still some difficulties concerning the adjustment of ART dosages as well as

% children with registered age, weight, height
% children with nutritional classification
% children with psychomotor assessment
% children with WHO clinical staging
% children that received cotrimoxazole
% children with CD4 before ART
% eligible children that started ART
% children with correct ART dosages
% children with regular clinical and laboratory tests
% children with assessment of toxicity
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pediatricians whose focus is pediatric HIV/AIDS.
Patients attending the COE are referred from secondary and tertiary health-care facilities. In addition, COEs are used as a base for training, supervision, and coordination of pediatric HIV care.

Figure 1. Growth of pediatric ART in relation to adult ART (Mozambique, 2005 to 2007)

Source: Ministry of Health, Mozambique, 2007
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Figure 2. Pediatric ART enrollment and percentage of total ART enrollees that are children
(Mozambique, 2005 to 2007)
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Figure 3. Selected pediatric ART quality indicators in tertiary hospital sites in Mozambique, 2007
Source: Ministry of Health, Mozambique, 2007
*No data reported by Mavalane on opportunistic infections or WHO staging

clinical staging and treatment of opportunistic
infections. There are differences between sites,
essentially according to the workload and available staff at each site.

The Future of Pediatric ART
Mozambique, one of the poorest countries in the
world and equally one of the most affected with
HIV, has so far succeeded in implementing a
national pediatric ART program. This can be taken
as an encouraging sign for those countries experiencing similar conditions. However, the implementation of pediatric ART is far from being perfect, and a lot more work has to be done to improve
the current outcomes.
Available results on children versus adults benefiting from ART show a huge, yet slowly diminishing, gap between the numbers of eligible children
and adults receiving treatment (Figure 2). As was
affirmed earlier, advocacy for children’s ART is very
much needed to overcome the uneven perception of

the importance of children’s health issues. In addition, in Mozambique more than 50% of the population is under 15 years old. Although HIV prevalence
among children is less than among adults, children
are highly vulnerable to the health effects of HIV
infection. Therefore, plans for using adult ART
programs as an avenue for the recruitment of eligible children may be a reasonable approach, in the
future, for enrolling more children into ART.
Current figures of children benefiting from ART
reveal that children throughout the country have not
benefitted equally from this program. This may be
a consequence of different timing of the start of the
program in different regions, as well as unequal allocation of resources. Also, health care staff involved in
pediatric ART implementation might exhibit variable
levels of commitment toward the program. Therefore,
continuous analysis and discussion of achievements
from different areas will be an important activity for
all teams so that the reasons for these differences can
be discovered and addressed.
Rolling Out and Scaling Up
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T

o date, most pediatric HIV
treatment programs have been concentrated in tertiary health facilities situated in
African cities. Consequently, there is a high workload for the staff of these centers and limited access
to care for the majority of African children who
reside in rural settings.1,2 Challenges in scaling up
programs for the prevention of mother-to-child
transmission (PMTCT) of HIV and high rates of
loss to follow-up for infants in PMTCT programs
further underline the need for more attention to
pediatric HIV care in rural settings. Evaluations of
African programs for pediatric antiretroviral treatment (ART) have demonstrated that a clear reduction in hospital admissions, HIV-related morbidity,
and mortality is possible through timely initiation
of ART.3-6
While there is increased interest in decentralizing pediatric HIV treatment programs, little is
known about the model within which such decentralization could happen most efficiently. The aim
of this chapter is to describe which tasks could
effectively be performed at primary and secondary health-care centers and to briefly summarize
the rationale behind these tasks (as described
elsewhere).7

Definition of Terms
While we will mainly discuss governmental healthcare systems, there may be significant local differences in the resources and organization of these
systems. In order to increase the practicability of
the ideas presented in this chapter, three simplified
health-care levels based on resources and skills,
rather than a taxonomy based on the structure of
governmental health-care systems, will be used as
a guide:
A. The health-care level traditionally led by a
less trained nurse or nurse’s aide. These individuals’ tasks consist mainly of taking medical histories, anthropometry, health education
(including providing information about preventive measures), basic counseling, and referring problems to higher levels of health care.
B. The health-care level traditionally led by a
clinical officer / medical assistant or a nurse
who has received more advanced pediatric
and HIV training. These individuals’ tasks
consist mainly of taking medical histories,
anthropometry, immunizations, basic clinical examinations, performing or organizing
simple laboratory tests, more advanced counseling, health education (including providing
Rolling Out and Scaling Up

79

information about preventive measures), dealing with common illnesses, and identifying and
referring more complicated cases to a medical
doctor.
C. The health-care level traditionally led by
a general practitioner. These individuals’
tasks consist mainly of supervising the work
performed at levels A and B, taking medical
histories, clinical examinations, performing
additional investigations, surgery, initiation
and supervision of treatment, health education
(including providing information about preventive measures), and referring complicated
cases to the referral hospital.
The first difficulty with this simplified model
lies in defining the levels of health care. Training
may help improve one or more aspects of pediatric HIV care (e.g., Integrated Management of
Childhood Illness [IMCI], HIV counseling and
testing, PMTCT, and care for opportunistic infections [OIs]). Since most health-care workers will
not have completed all courses, they may be categorized as level A for some aspects of care and
as level B for other aspects of care. And despite
adequate training of personnel, other variables
such as a lack of facilities may limit the type of
services that can be provided at the center and
consequently influence the categorization of the
health-care level.
The second difficulty is that coordinated care
within a district is dependent on the level of communication and leadership in that district. While
nurses’ aides and less educated nurses can play a
very important role in the HIV treatment paradigm, they may fulfill this role only after having
been educated and sensitized to do so. Ideally, this
education would take place during district health
meetings and site visits from the district health
team. Geographical constraints may limit contact
with peripheral clinics, however.
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Third, national protocols—which remain the
primary guide for HIV care—may vary greatly
between countries. Routine infant diagnostic tests
may be an option in some settings, while even referrals for infant diagnostic testing may be impossible
in other countries.
Finally, each model is inevitably based on certain assumptions about how and by whom each
aspect of care is best provided. For example, in this
simplified model the medical doctor initiates pediatric ART and active case finding is promoted. In
some settings, the collaboration between doctors
and trained nurses may be different. Thus, healthcare workers will still need to adapt the information presented in this chapter to their own setting,
facilities, resources, and national guidelines. The
advantage of this taxonomy is that health-care
workers employed in private practices or understaffed and heavily under-resourced health-care
centers can also find a valuable place in the HIVtreatment paradigm.
Currently, the most common strategy to decentralize HIV/AIDS care is to shift tasks to a lower
level of health care only when they can no longer
be performed by overburdened staff. In many
areas, the tertiary hospital was the only place where
a program for pediatric HIV/AIDS care was provided; health-care planners began discussing rolling the program out to the secondary level only
when the high workload at the tertiary level forced
them to do so.
In this chapter, another line of reasoning will
be followed. In our taxonomy, in line with the
patient flow for general consultations and the
call for improved access to pediatric HIV/AIDS
care, health-care workers of a given level will
perform all tasks of HIV care that are similar to
other health-care tasks normally performed by
workers of that level. Only tasks that require more
skills or resources than can be offered at this level
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follow-up of disease progression will remain necessary to identify the need to adapt or change the
treatment in a timely manner; and critical nonART interventions will remain necessary to optimize the general condition of the child and, in
doing so, to help maintain a low viral load.
As we discuss the interventions leading up to
and including ART, the three-level framework will
be used to guide the division of tasks among the
different types of health-care workers.

Description of Interventions
HIV Diagnosis and Disclosure
Before a child can begin ART, it is important to
investigate how the HIV diagnosis was made.8
Was the diagnosis based on a clinical case definition or the result of laboratory tests? What are
the names and the results of the various tests that
were performed on the child and/or the mother?
What was the age of the child when these tests were
performed? How many weeks had the child been
weaned when these tests were performed? Did the
mother and the child ingest any antiretrovirals
before or shortly after the delivery, and if so, what
medication did they ingest and for how long, or
how many doses did they receive? To whom was
the serostatus of the child (and the mother) disclosed, and, especially for older children, what type
of disclosure was used (partial or full)? It will be
important to have a clear picture of the number of
caregivers involved in the care of the child and an
understanding of how they collaborate. This helps
set the indication for HIV care and provides baseline information for adherence counseling.
An example of the division of the tasks for diagnosis and disclosure according to health-care levels
is provided in Table 1.
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will be shifted to a higher health-care level. Even
though all health-care workers can perform level
A tasks, the health-care workers of levels B and
C will instead supervise these tasks and focus on
their own level-specific tasks. Once a problem is
attended to, down referral should take place.
While other chapters of this book address the
ART preparedness of staff and health-care systems, this chapter will focus on the ART preparedness of the child and his or her caregiver(s). In the
field, it is not always clear what should be done to
prepare the child and the caregivers as well as possible for the initiation of ART. However, the success rate of pediatric ART is greatly determined by
a thorough preparation of the child and his or her
family or group of caregivers.1 The tasks involved
in preparing the child and the caregivers for the
initiation of ART can be broken down into the following three parts:
• Addressing issues relating to HIV diagnosis and
disclosure to identify children who need counseling and HIV care (including ART)
• Following up on disease progression to determine the optimal timing for the initiation of
prophylactic measures and ART
• Performing critical non-ART interventions
to optimize the general condition of the child
in order to postpone disease progression for
as long as possible and reduce the risk of side
effects from ART
Once ART has been commenced, many of
these tasks will need to receive continuous attention. Ongoing discussions about disclosure and
the collaboration between the child’s caregivers
will remain necessary to optimize adherence to
treatment and clinic appointments and address
further counseling needs (as a result of the child’s
increasing maturity or changed living conditions);

Table 1. Division of Tasks for HIV Diagnosis and Disclosure by Health-Care Level
Level A

Level B

Level C

Identifies the number of caregivers involved in the care of the
child and how they collaborate

Performs HIV counseling and
rapid tests

Checks the information provided
by health-care workers from levels
A and B

Checks antenatal cards routinely
and investigates PMTCT and HIV
testing in the family

Identifies HIV-exposed children
among children under 18 months
by investigating the PMTCT history
of the child, applying a clinical
case definition, or performing
rapid tests to the mother or the
infant

Refers to HIV testing sites or organizes HIV testing during a site visit
from a trained nurse

Possibly refers the HIV-exposed
infant for infant diagnostic HIV
testing (depending on the setting)

Investigates disclosure of the
serostatus of the child and the
parental serostatus to the child
and other family members or
caregivers

Advises/helps caregivers in disclosure to the older child, family
members, and other caregivers

May perform a home visit to
obtain additional information
about the care plan

Summarizes information in case
of referral to level B or C

Identifies problems in the care
plan of the child, difficulties in HIV
testing, and problems concerning
(lack of) HIV disclosure

Determines the HIV status of the
child through additional HIV tests
(possibly infant diagnostic tests),
the medical history of the child,
clinical examination, and/or determining CD4 count, lymphocyte
count, or other investigations
Discusses/advises in case of problems with disclosure or the collaboration among caregivers
Summarizes information in case
of down referral or referral to tertiary health-care level

Summarizes information in case
of referral to level C or A

Follow-Up of HIV Disease Progression
In order to identify the level of HIV progression
that would indicate in a timely manner the commencement of ART, the HIV infection must be
diagnosed as early as possible and the condition of
the child reassessed regularly. During the follow-up
period, invaluable information concerning adherence to clinic appointments and medication can
be collected, and the clinician can be alerted about
necessary interventions to prevent nonadherence
to ART at a later point in time. Once ART has been
commenced, the same interventions should take
place to document catch-up (suggesting immunologic and virologic response) as well as to detect
treatment failure and to alert health-care workers
to possible undiagnosed interfering illnesses.
Information about disease progression can be
obtained through the following means:
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• Laboratory tests: Tests for viral loads, CD4
counts, CD4 percentages, and alternative markers such as total lymphocyte counts can provide
critical data.
• Routine anthropometry: HIV-associated
growth retardation can start before birth. 9
Birth weight, as well as weight-for-age and
height-for-age growth curves, is significantly
different for HIV-infected and HIV-exposed,
uninfected children.10 The mean head circumference is more often below the third percentile
(40% of HIV-infected children, compared to
22% in uninfected children).11 Severe HIVrelated malnutrition indicates a category C
(Centers for Disease Control and Prevention
[CDC]) or IV (World Health Organization
[WHO]) disease stage and, consequently, justifies initiation of ART.8 In a Spanish cohort,
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Table 2. Division of Tasks for Follow-Up of Disease Progression by Health-Care Level
Level A

Level B

Level C

Checks the general physical condition of the child and refers the
symptomatic child (according to
IMCI guidelines)

Checks the child’s neurodevelopment with a larger number of
questions from a rapid developmental screening checklist and
refers the child in the case of
developmental delay or loss of
developmental skills

Performs a general clinical
examination, assesses growth
retardation, and performs a neurodevelopmental assessment

Possibly determines the clinical
stage (WHO/CDC)

Orders general laboratory tests
and, if possible, CD4 count, CD4%,
and viral load tests

Performs routine anthropometry
(weight, height, head circumference) and refers the child to a
higher level in case of growth
retardation (according to IMCI
guidelines)
Checks the child’s neurodevelopment with a limited number of
questions from a rapid developmental screening checklist and
refers the child in case of developmental delay or loss of developmental skills

Summarizes information in case
of referral to level C or A

Determines or supervises
determination of the clinical
stage (WHO/CDC)

Treats possible interfering illnesses and may refer a complicated
case to a tertiary hospital
Summarizes information in case
of down referral or referral to
tertiary health-care level

Summarizes information in case
of referral to level B or C

ART was associated with significant increases
in z scores for weight and height, but in Ivory
Coast, a significant improvement in only weight
for age was found 18 months after the initiation of ART. Catch-up growth can be demonstrated even five years after the initiation of
ART.3,12 Virologic nonresponders were found
to have significantly lower z scores for weight
and height.12 Progressive growth retardation
despite ART may indicate treatment failure.8
However, the response to ART may be masked
by non-HIV-related malnutrition or undiagnosed opportunistic infections. Weight for age
is the best indicator of disease progression and
survival and can easily be monitored at all levels
of health care.13-15
• Routine neurodevelopmental assessments:
Delay of or failure to meet developmental
milestones (motor, cognitive, and language)
can be the first presenting symptom of HIV

infection in children. Rapid developmental
screening lists can be used to help identify such
delay.16 Neurological examinations are abnormal in up to 40% of HIV-infected children, as
compared to less than 5% of HIV-uninfected
children.17 By the age of 12 months, 30% of
HIV-infected Ugandan children in one study
had motor abnormalities and 26% had cognitive abnormalities.18 Delay in (expressive) language development often precedes other neurologic abnormalities.16 HIV encephalopathy,
failure to meet developmental milestones or
loss of developmental milestones, and neurologic disease may indicate a category C (CDC)
or 4 (WHO) disease stage, justifying initiation
of ART. Progressive developmental delay and
neurologic symptoms despite ART may indicate treatment failure.8 But non-HIV-related
malnutrition, poverty, and opportunistic infections may cause similar problems.
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An example of the division of the tasks for the
follow-up of disease progression according to
health-care levels is given in Table 2.

Critical Non-ART Interventions
Any interfering illness may cause additional morbidity, mortality, or further disease progression.
Therefore, the best possible standard care should be
in place before and during ART.7 There are several
rational, inexpensive, and already available interventions with proven efficacy to greatly improve
pediatric care, especially in HIV-infected children:
• Full immunization. Asymptomatic individuals
with known or suspected HIV infection should
receive all vaccines of the Expanded Program
on Immunization (EPI) as early in life as possible; however, the (mostly older) individuals
with symptomatic HIV infection should not
receive BCG or yellow fever vaccines. In addition to the measles vaccine at nine months of
age, a measles vaccine should be given at six
months of age.19
• Prevention and treatment of endemic infections. During a study of Ethiopian children,
quarterly treatment for worms made 70% of the
children helminth free and resulted in a significant decrease in viral load within six months.20
Regular antihelminthic therapy according to
national guidelines may decrease the incidence
of diarrhea by 30% to 50%.21 The median viral
load can be up to seven times higher in case
of malaria in HIV-infected patients but can be
reduced with antimalarial therapy.22 Maternal
placental malaria in HIV-infected women is
associated with a higher risk for infant death.
Maternal malaria can be prevented by using bed
nets and intermittent presumptive therapy or
cotrimoxazole.23 Intermittent presumptive therapy is not necessary for pregnant women already
receiving cotrimoxazole prophylaxis. When
a pregnant woman becomes symptomatic for
84

HIV, cotrimoxazole should be started regardless of the stage of pregnancy, because studies
have shown the benefit of cotrimoxazole prophylaxis for maternal health and the prevention and treatment of malaria. But cotrimoxazole prophylaxis in women with CD4 counts
below 200 has also been shown to result in indirect benefits for neonatal health, for example,
reductions in chorioamnionitis, prematurity,
and neonatal mortality.24,25
• Prevention and treatment of opportunistic
infections. Pneumonia caused by Pneumocystis
jirovecii has a peak incidence between three
and six months and a case-fatality rate of 40%
to 87%, and can be greatly influenced by commencing cotrimoxazole prophylaxis at the age
of four to six weeks (or during the first healthcare encounter, e.g., for immunizations).25
About 80% of children in close contact with a
TB patient will become infected with TB. Up
to 40% of them will develop active TB, which
causes a higher mortality in HIV-infected children.26,27 TB is 10 times more common in HIVinfected pregnant women and is responsible
for 15% of maternal mortality and a doubling
of the TB incidence in neonates and infants.28
Maternal TB could be identified through routinely enquiring about TB symptoms during
consultations for PMTCT.
• Prophylactic use of an antibiotic. Daily cotrimoxazole may reduce the overall mortality by
43% (independent of baseline age group and
CD4 count).29 Cotrimoxazole is highly effective
against Pneumocystis jirovecii and Toxoplasma
gondii but also offers some protection against
bacteria (such as Streptococcus pneumonia,
Salmonella, and Nocardia), malaria, and other
parasites (including Isospora belli).30,31
• Micronutrient supplements. Supplements,
such as regular vitamin A (which may reduce
all-cause mortality by 63%, diarrhea-related
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years. It is hypothesized that pain may be a
unique manifestation of HIV.41
• Increased attention to the 16 key family practices of IMCI. IMCI practices (such as providing safe potable water) and the promotion of
other simple but invaluable interventions can
help optimize the care for the child.7
An example of the division of tasks for nonART interventions according to health-care level is
provided in Table 3.

Antiretroviral Therapy
The division of tasks for ART intervention may be
subject to the greatest debate, as it needs to find
a balance between quality of care, access to care,
sustainability, and destigmatization. Obviously, it is
also affected by the HIV prevalence in the area, the
available resources and staff at the various healthcare levels, national protocols, administrative and
other requirements from funding agencies, and the
availability of pediatric ART. The model may also
need to change over time as a result of more advocacy, changes in the availability of pediatric ART,
increased training and experience with pediatric
ART, changes in national protocols and requirements from funding agencies, or staff turnover at
the various levels of health care.
An example of the division of tasks for ART
interventions according to health-care level is
given in Table 4.

Common Challenges of
Pediatric HIV Treatment
in Rural Settings
While it would be impossible to provide a list of all
obstacles to the provision of pediatric HIV treatment in rural settings, the following points will
address some of the common challenges:
• Changes in the child’s group of caregivers.
Cultural differences in family dynamics, death
among kin, labor-related migration, illness of
Rolling Out and Scaling Up
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mortality by 92%, and overall morbidity by
31%), can be useful.32,33 Zinc supplementation
may help by increasing weight gain and reducing the need for clinic visits for watery diarrhea.34
A multivitamin is useful since HIV-infected
children have increased needs for vitamins and
minerals, especially in the case of malnutrition.
• Individualized breastfeeding counseling.
Counseling can help identify breast problems,
breastfeeding problems, and feasible strategies
to reduce HIV transmission. Mixed feeding
before three months of age is associated with a
risk of HIV transmission that is nearly double
the risk associated with exclusive breastfeeding,
while breastfeeding after six months of age is
associated with a more than doubling of the risk
of HIV transmission. However, the potential
benefits of reduced HIV exposure through the
avoidance of breast milk after six months of age
are usually masked by adverse outcomes and
increased infant mortality as a result of incorrect replacement feeding.35-37
• Nutritional counseling. In the early stages of
HIV infection, counseling should emphasize
increased intake of proteins and energy (e.g., by
mixing eggs, oil, or milk powder with the meal). In
the more advanced stages, counseling should aim
at enhanced absorption and digestion (e.g., using
pawpaw, lemon, and sour milk).38,39 Nutritional
interventions may be able to restore intestinal
absorption and CD4 counts.40 Counseling alone
may result in increased and improved food
intake, but if caregivers are unable to prepare calorie-dense meals, nutritional supplements (such
as fortified porridge) may be helpful.
• Emotional support, pain relief, and palliative care. These forms of support can also help
reduce hospital admissions, morbidity, and
mortality. In American HIV-infected children,
pain reporting was found to be independently
associated with mortality within the next three

Table 3. Division of Tasks for Non-ART Interventions by Health-Care Level
Level A

Level B

Level C

Checks EPI immunization status and organizes/
refers for immunizations

Gives EPI immunizations

May order additional immunizations if possible

Performs basic and supportive nutritional and
breastfeeding counseling and identifies and
refers problems

Performs more advanced
and supportive nutritional
and breastfeeding counseling, and identifies and
refers breast (feeding)
problems

Deals with breast (feeding)
problems

Refers for stool tests or
blood smears for malaria

Treats malaria and endemic
infections and their
complications

Checks whether vitamin A was given six-monthly, provides vitamin A, and records this on the
growth card

Treats malnutrition and vitamin deficiency

Prescribes multivitamin syrup to all HIVexposed children or (in case of limited resources) to malnourished children only
Possibly provides nutritional supplements
Provides and records prophylaxis against parasitic infections, and provides counseling on the
prevention of such infections and the use of
safe water
Provides and records malaria prophylaxis during
pregnancy and promotes the use of bed nets
Initiates or refers for PCP prophylaxis
Supervises adherence to cotrimoxazole and
clinic appointments, and possibly organizes
home visits for defaulters
Refers in case of possible side effects
Screens for TB in the family (through asking
questions) and supervises adherence with TB
treatment

Provides treatment for
malaria and other endemic
infections and refers complicated cases to level C
Orders sputum investigation and performs
Mantoux/Tine test
Treats some OIs and
refers to level C for the
treatment of other OIs

Treats side effects
Deals with interference
between different treatments
and may refer to tertiary hospital in case of complications

Checks the child’s mouth routinely for candida
Refers in case of clinical symptoms
Discusses the general emotional state of the
child (and the child’s school performance)

Orders additional investigations for the diagnosis and
treatment of OIs, such as
chest X-rays, lumbar punctions, biopsies, etc.

Asks whether the child has pain and checks
whether the pain relief is sufficient

Counsels the child and
his or her caregivers for
emotional and social
problems

Discusses the general emotional state of the
caregivers

Provides and adapts the
pain medication

Organizes specific counseling
and/or medication in case of
severe emotional problems
Adapts the pain medication

Tries to link with programs for orphans and
other vulnerable children according to the
needs of the family
Promotes the 16 key family practices (IMCI)
Summarizes information in case of referral to
level B or C
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Summarizes information
in case of referral to level
C or A
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Summarizes information in
case of down referral or referral to tertiary health-care level
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Table 4. Division of Tasks for ART Interventions According to Health-Care Level
Level A

Level B

Level C

Provides general HIV education

Identifies HIV-exposed and HIVinfected children

Initiates pediatric ART

Advocates for HIV testing in the
family and for early treatment of
HIV-infected children
Helps identify families affected by
HIV and refers for additional HIV
testing (siblings and other family
members) and PMTCT
Offers supportive counseling,
adherence counseling, and palliative care in collaboration with
home-based care teams
May perform home visits for
defaulters
Summarizes information in case
of referral to level B or C

Provides PMTCT
Provides specific counseling sessions to prepare the group of
caregivers for initiation of the
child’s ART
Checks adherence and provides
supportive counseling
Provides non-ART HIV care and
follow-up
Refers for the initiation of ART
In collaboration with the medical
doctor, may perform alternate
consultations once the child is
stable on ART

Is responsible for follow-up visits
or supervises the follow-up of
uncomplicated cases by healthcare workers of level B
Treats patients with complications
and side effects or refers them to
a tertiary hospital
Determines the need for a change
of ART regimen and initiates the
second line according to national
protocols or refers to a tertiary
hospital
Summarizes information in case
of down referral or referral to tertiary health-care level

Identifies and refers in case of
complications
Summarizes information in case
of referral to level C or A

caregivers, or economic hardship may cause a
child to be cared for by different people. Also,
the collaboration between caregivers may
change over time. The actual caregivers of the
child may not be biological parents or family
members even though the latter may still be
alive and demand certain rights, such as making
the final decision about the treatment or having
the child over for a holiday. The caregiver may
have received adherence counseling but may
decide to assign the task of giving the child his
or her daily medication to a domestic worker
or nanny, who may not have received sufficient
information about antiretrovirals (ARVs). The
mother may suddenly fall ill and may not have
disclosed the serostatus of the child to the family
members who continue to care for him or her.
In order to achieve high levels of adherence to
HIV treatment (cotrimoxazole, as well as ART

and other medication), health-care workers
should routinely check who is (still) involved in
the care of the child, how these caregivers collaborate, and whether disclosure and adherence
counseling has taken place for these people. It
may be necessary to invite several caregivers
over time or provide adherence counseling for
several caregivers at the same time.
• Transport problems. In order to adapt the
dosages (for cotrimoxazole, ART, or other
medication) to the needs of the growing child,
usually only a one-month supply is given out
at any one time. Families may struggle to find
the resources for public transport, caregivers
may be too sick to accompany the child, or public transport may only be erratically available.
In such cases it may be necessary to provide a
greater supply or organize treatment such that
medications can be collected alternately from a
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87

nearby clinic. Decentralized TB programs and
the directly observed therapy strategy may provide ideas.42 Some additional doses to account
for spills and unexpected transport problems
should routinely be provided.
• Absence of syrups. While syrups are generally
preferred in Western settings, many African
caregivers prefer tablets.29 Tablets have a smaller
volume, are easier to transport and store in a
hut, and can be crushed to mix in the child’s
meal. Since few ARVs are available in small
pill or capsule sizes, many centers use adult
formulations. Fixed-dose combinations are
compartmentalized, possibly resulting in different amounts of the same drug in the halves
or quarters of the same tablet. This can result
in underdosing, with the development of ART
resistance, or overdosing, with increased risk of
toxicity.7 However, adult fixed-dose combination tablets can safely be cut in two for children
who need to ingest a full tablet in one day.43
• CD4 percentage cannot be determined. The
CD4 percentage can be estimated by dividing
the absolute CD4 lymphocyte count by the total
lymphocyte count obtained from a full blood
count (CD4% = absolute CD4 / TLC).
• Calculating pediatric dosages. As the child’s
weight and height increase over time, dosages of
most medications must be recalculated at regular intervals. Maintaining a child on the same
dosage for several months inevitably results
in underdosing and the development of resistance. Often, calculations of pediatric dosages
are guided by the body surface area, which is
calculated as follows:
Body surface area (m2) =
[√ height (cm) x weight (kg)] / 60
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Since the majority of children are seen by
health-care workers of level A and B, who
may not have the opportunity to ask advice
from a health-care worker of level C and lack
knowledge and/or confidence to perform such
calculations, broad weight categories for each
ARV have been determined and are accompanied by visual aids. This greatly simplifies
the provision of pediatric ART but does not
eliminate the need for regular adaptations of
the dosages.44,45

Conclusion
The provision of pediatric HIV care in rural
resource-limited settings is significantly more
challenging than the provision of adult HIV care.
However, even in the absence of ART, much more
can be done than is currently being achieved.
Several inexpensive and simple interventions
have the potential to greatly improve the health of
thousands of HIV-infected children. While these
interventions can be performed by health-care
workers who have received little training, they
have not yet been universally implemented. Each
level of the health-care system can fulfill its own
distinct, invaluable role within the HIV treatment
paradigm. We would also like to stress the need
for a continuum of care, rather than dichotomizing pediatric HIV/AIDS care into providing either
cotrimoxazole or ART.
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Youth-Friendly Services for HIV
Prevention, Treatment, and Care:
The Tuungane Youth Project, Kenya
Kawango Agot and Jacob Odhiambo Onyango
Impact Research and Development Organization, Kenya

A

bout half of the 5,000 to 7,000 HIV
infections that occur every day are among
young people aged 15 to 24 years, and about
30% of the 39.5 million people living with HIV
globally fall into this age group.1,2 Initially perceived
during much of the 1980s as predominantly affecting gay men,3-5 and then as a disease of the West,3,5
especially among rich older men,3,6 the face of HIV
has now shifted to that of a young, poor African,
particularly a young, poor African woman.6 The
increasing rate of new infections among youth in
resource-limited settings calls for innovative programs that address the special needs of young
people, and young women in particular. One such
model is youth-friendly service provision.
Youth-friendly health services are broad-based
health and related services provided to young people to meet their individual needs in a manner and
an environment that attract and sustain their interest in utilizing such services.7-10 Youth-friendly services—stand-alone, mobile, or within the context
of a health facility—are needed if young people
are to be adequately provided with reproductive
health care.9 Offering reproductive health services
for young people requires specially trained providers in youth-friendly service provision, privacy and

confidentiality, convenient locations and hours of
operation, affordability, and availability of services
at all times.

Models of Youth-Friendly
Health Services
Youth-friendly services can be offered alongside other primary health-care services in existing health facilities.9 They can also be offered in
stand-alone or youth-only facilities,11 as well as in
mobile or community settings.12 A pilot study in
Jinja, Uganda, to evaluate the impact of adolescentfriendly health services, found that significantly
more adolescents utilized routine reproductive
health services (antenatal care, family planning,
maternity care, management of sexually transmitted infections [STIs], and laboratory services) in
the pilot facilities than in the control facilities.9 In
addition, knowledge of adolescent health problems
and family planning methods increased, as did
the perception of STIs and HIV as problems for
adolescents. The main constraint to service uptake
was erratic supply of drugs and contraceptives.
Elsewhere, adolescents in Kenya and Zimbabwe
valued confidentiality, short waiting times, low
costs, and friendly staff more than they valued
Rolling Out and Scaling Up
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youth-only services or young staff.7 The researchers concluded that most existing clinical services,
even in resource-limited settings, are in a position
to improve their level of youth-friendliness. Similar
findings have been reported in Wakiso, Uganda13;
Kenya and Zambia14; and Bulawayo, Zimbabwe.15
Other important considerations to improve
access to reproductive health services by youth
include effective promotion campaigns designed
with input from young people2,16 and community
acceptance of reproductive health services for
youth.8 Engaging parents and community leaders in programs to improve uptake of services by
young people will address this concern and consequently reduce the shame, stigma, and embarrassment that some youth associate with being seen at
health facilities.17 This chapter will describe how
Tuungane Youth Project in western Kenya has successfully addressed these needs and remains one of
the few successful youth-friendly service providers
in Kenya.

Background of the
Tuungane Youth Project
Tuungane Youth Project is a youth-friendly HIV
intervention program being implemented by
Impact Research and Development Organization,
a local nonprofit organization based in Kisumu
city, western Kenya. The project, whose name is a
Kiswahili word for “let’s join hands,” was initiated
in October 2004 to bring together youth, parents,
teachers, and religious leaders in the fight against
HIV/AIDS among young people residing in the
slum settlements of Kisumu city and the fishing communities in Suba district. It employs two
models—stand-alone (youth-only) and community-based (mobile) sexual and reproductive health
service provision. Funding was obtained from
the President’s Emergency Plan for AIDS Relief
(PEPFAR) and administered through the Centers
for Disease Control and Prevention (CDC). The
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project targets young people 10 to 29 years of age.
Initially, it was funded to promote behavior change
(abstinence and being faithful) among young people through training on life planning skills; peer
counseling and education; health talks; referrals
for treatment of STIs and voluntary counseling and
testing (VCT); distribution of information, education, and communication (IEC) materials; and provision of recreational activities to reduce idleness
and divert attention from potentially risky activities and environments.
Even though Tuungane was better than most
programs at addressing youth-specific HIV prevention needs, we soon recognized that the program was grossly deficient in meeting many youth
reproductive health needs. For example, those
referred for VCT and STI services were reluctant
to go to government health facilities, since those
facilities were seen as not being youth-friendly.
We soon realized that unless we expanded our
services beyond the promotion of abstinence and
being faithful, we would be meeting the needs of a
very small proportion of the youth. Consequently,
we expanded the program to address a variety of
reproductive health needs of young people. In
the following section, we describe how Tuungane
Youth Project has succeeded in providing comprehensive reproductive health services.

Intervention Description
Promotion of Behavior Change
(Abstinence and Being Faithful)
The rate of HIV acquisition is lower in early adolescence than at any other stage in life. The challenge lies in keeping adolescents from becoming
infected. The initial goal of the Tuungane Youth
Project was to empower young people to practice
positive social norms, particularly abstinence and
mutual faithfulness for those in sexual relationships. The project continues to carry out activities
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VCT and STI Services
For HIV prevention efforts to register gains in
addressing the pandemic among young people,
VCT and prompt treatment of STIs should be
made readily available and accessible to youth
who are sexually active. VCT is recognized as an
effective, pivotal strategy in HIV prevention and
care.20-22 It is an entry point to treatment, care,
and continuing counseling on risk reduction for
HIV transmission. Those who test negative benefit from knowing their status and from modifying their behaviors in order to maintain their
negative status.

STIs, particularly those that cause ulceration,
increase one’s susceptibility to HIV infection.23-25
In addition, the same behaviors that put individuals at risk for STIs also put them at risk for HIV.
In recognizing the dual benefit of VCT and STI
treatment, Tuungane offers these two services free
of charge at three centrally located youth-friendly
clinics as well as mobile sites. Mobile services are
particularly attractive to young people, as they
make services readily available in their neighborhoods. For instance, we reach over 1,000 youth
every month with VCT services, over 60% of whom
are reached during the mobile outreaches.

HIV Treatment and Care
Services, Including Prevention
of Mother-to-Child Transmission
HIV-positive young people need multidisciplinary
case management and care that integrates primary
and reproductive health care with HIV-specific
care, psychosocial support, and secondary prevention. Treatment of opportunistic infections and
increased access to antiretroviral treatment are
necessary if morbidity and death rates from HIV/
AIDS among youth are to decline. Through a collaborative partnership and coordinated services
with Family AIDS Care and Education Services
(FACES), a PEPFAR-funded treatment and care
program in Kisumu,26 Tuungane Youth Project now
provides age-appropriate “one-stop-shop” comprehensive health care for HIV-positive youth up to 24
years of age. Youth are enrolled at 21 years of age or
younger, and by the time they reach 24 years they
are transitioned into treatment and care facilities
for adults.
At the outset, we realized that two-thirds of
young women enrolled in our treatment and care
program had children of their own, some of whom
were also HIV-infected. Rather than refer the children for care elsewhere, we expanded our program
to include pediatric treatment and care services for
Rolling Out and Scaling Up
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and provide services that are customized to promote both primary and secondary abstinence
and faithfulness, reach youth with age-appropriate sexual health information, and build supportive family and community environments. This
involves training young people on life planning
skills from early adolescence in order to equip
them with fundamental knowledge on sexuality
and reproductive health, as well as the decisionmaking and negotiation skills necessary to manage relationships and social pressures. Tuungane
has adopted two life planning skills curricula,
one targeting 13- to 17-year-olds, known as Life
Planning Skills for Young People in Kenya,18 and
another covering youth between 15 and 24 years
old, known as the Abstinence and Risk Avoidance
for Youth Program.19 To circumvent the often
prohibitive cost associated with engaging consultant trainers, and also to reach a large number of
youth faster, we employed a strategy of training
youth as trainers of trainers (TOTs). These TOTs
are equipped to train other youth in their neighborhoods. With nine teams of TOTs currently
active, we conduct regular training workshops
and reach an average of 350 youth every month
with various sexual and reproductive health education and skill-building activities.

the children of our clients. Because adolescents and
young women are at the early stage of their reproductive years, they are likely to have children in
the future, regardless of their HIV-positive status.
There are few data on how HIV-positive women
make decisions regarding whether or not to have
children, but anecdotal evidence shows that with
the advent of antiretroviral therapy (ART), an
increasing number of women are making conscious decisions to have children in the hope that
they will be born without the virus.27 For women
who choose to become pregnant, Tuungane Youth
Project provides prevention of mother-to-child
transmission (PMTCT) services, and for those who
prefer not to become pregnant, we are partnering
with Family Health Options of Kenya to provide
family planning services, as described below.

Family Planning Services
Voluntary contraceptive services to help women
prevent unwanted pregnancies are now accepted
as an integral component of PMTCT programs,
and contraceptive services in and of themselves
should be recognized as significantly contributing to HIV prevention efforts.28 Women who are
HIV-infected remain vulnerable to unintended
pregnancies, which contribute to the high incidence of mother-to-child transmission of HIV.
Fear of disclosing their HIV status to partners and
an inability to negotiate safe sex make adolescent
and young women at risk of having unwanted
and/or unplanned pregnancies. Offering family
planning services to young women who are sexually active provides an important new channel for
combating HIV/AIDS among this vulnerable but
underserved population. These services create
an opportunity to counsel sexually active young
women about a whole range of sexual risks,
including unintended pregnancy and exposure
to HIV and other STIs. Preventing unplanned
pregnancies could further reduce the number
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of children born with HIV. In recognition of the
importance of family planning in the HIV prevention arsenal, Tuungane Youth Project has
integrated family planning services into its ART
program for young HIV-positive women.

Psychosocial Support for HIV-Positive
Youth
HIV-positive youth need space to talk about issues
that affect them, such as disclosing their status to
family, friends, and partners, as well as to share
with peers how to cope with physical, social, and
emotional challenges. Tuungane Youth Project has
initiated a support group for HIV-positive youth
aged 13 to 21 years, with a current membership of
about 300. The group conducts regular meetings
that involve discussions of risk behaviors for HIV
transmission and coinfection with STIs and/or
other strains of HIV. The meetings are facilitated
by trained and experienced peer support facilitators and counselors who are themselves on ART.
Meetings take place monthly at a central location
and weekly in smaller groups (called cell groups)
in the members’ respective neighborhoods. The
cell group leaders have been trained in peer counseling and education, community mobilization,
and home-based care. In addition to facilitating
group meetings and providing peer education and
counseling, the leaders carry out home visits to
colleagues to monitor adherence to medication
and clinic appointments. Furthermore, the leaders
carry out community sensitization and education
in schools, at religious institutions, and at social
events to address issues relating to stigma and discrimination, and to promote VCT among young
people. The key VCT message is that knowing
one’s HIV status early is a gateway to a long and
productive life, especially now that donor organizations are partnering with the government to
support free care and treatment services in most
public health facilities in the country.
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Many girls and young women, especially those living in slum settlements, experience rape and forced
sex or are otherwise tricked or coerced into having
sex.29,30 For example, 20% of all girls interviewed in
Kisumu, Kenya, and Ndola, Zambia, said their first
sexual encounter involved physical force.29 Violent
or forced sex can increase the risk of transmitting
or acquiring HIV because forced vaginal penetration commonly causes abrasions and cuts that
allow the virus to cross the vaginal wall more easily.
Tuungane Youth Project has built into its program
a postexposure prophylaxis (PEP) service for survivors of rape. The project also provides community
education and sensitization about facts relating to
rape and its prevention, with the aim of reducing
sexual violence in the targeted neighborhoods.

Alcohol and Substance Abuse Initiative
In Kenya, the recent Demographic and Health
Survey31 found that prevalence of HIV among
female alcohol drinkers was two times higher
than among nondrinkers, and another recent
survey showed that in a sample of 10- to 24-yearolds, 60% of nonstudents and 9% of students had
used alcohol within the previous month.32 The
interface between alcohol and other drug use and
high-risk sexual behaviors is increasingly becoming a challenging reality in the fight against HIV/
AIDS in Kenya. The impact of drugs and alcohol
is largely due to their effects on rational thinking,
sound decision making, and safe sex negotiations.
Researchers have found that the abuse of alcohol
and other psychoactive substances by young people correlates with high-risk sexual practices33 such
as early sexual initiation, unprotected sexual intercourse, multiple sex partners, prolonged and traumatic sex, and premarital sex, as well as casual and
transactional sex.
Reaching out to youth who are abusing alcohol and other psychoactive substances with

information, counseling, education, and addiction treatment services aimed at changing these
behaviors is one approach to preventing the spread
of HIV among this group of young people. The
Tuungane Youth Project has expanded to target
this population of high-risk youth by establishing
a modest, nonresidential drop-in transition center to provide tertiary HIV-prevention services to
young people aged 10–29 years. The center provides rehabilitation services, including psychosocial counseling and primary outpatient treatment
of conditions arising from addiction. VCT and
STI treatment are also provided. In addition, the
center makes referrals to government health facilities for further specialized management, if needed.
The center is also open to receive youth discharged
from hospitals for ongoing counseling with the
goal of reintegrating them back into their families and communities. Recruitment to the center
takes place through peer referrals and community
sensitization, as well as through the Alcohol Use
Disorders Identification Test (AUDIT) screening
tool34 administered during VCT and STI services.

Involvement of Parents, Religious
Leaders, and Teachers
Youth are strongly influenced by the people and
institutions with which they are affiliated, such as
their families, schools, and religious institutions.
When implementing HIV prevention programs, it
is important to reach out to young people’s immediate and extended families, teachers, and religious
leaders with behavior-change information.8 Adults
and young people need to work together to address
issues such as sexuality, sexual health education,
sexual violence and abuse, gender norms, and traditional practices.
Tuungane Youth Project makes an effort to
involve the adult population in many of its program activities. The project facilitates various dialogue sessions between youth and their parents,
Rolling Out and Scaling Up
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religious leaders, and teachers, in order to provide
a forum where adults and youth can engage in
open dialogue on sexual health issues related to
youth sexuality and HIV. Among these sessions
are those that bring together youth and parents
(not necessarily relatives of one another) to discuss issues that routinely get in the way of effective parent-child communication and suggest
ways that these difficulties can be overcome. The
project also trains parents, teachers, and religious
leaders on communication skills to equip them to
tackle issues related to youth sexuality and reproductive health.
Recruitment of parents, teachers, and religious leaders is performed by members of the
47 youth groups affiliated with the project, using
door-to-door mobilization strategies as well as visits to religious institutions, schools, and colleges.
The training materials used to date have not been
derived from a formal curriculum. Starting in 2008,
we are implementing an evidence-based curriculum—known as the Families Matter! program—
which has been adapted and evaluated for use in
Kenya.35 The long-term objective of such training
is to improve positive parenting and effective communication between parents or primary caregivers
and 9- to 13-year-old children about sexuality and
sexual risk reduction for HIV infection.

Attraction and Retention of Out-ofSchool Adolescent Girls
The prevalence of HIV among adolescent girls in
Kisumu is more than three times that among boys
of the same age.12 Many organizations targeting
young people with reproductive health services
and activities face the challenge of attracting and
retaining girls in their programs. Indeed, when the
Tuungane program commenced, getting girls on
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board was an uphill task. Over time and with input
from girls in the targeted communities, we learned
lessons that helped us refocus our activities. For
example, we learned that many girls were already
teen mothers; that girls felt intimidated by the
large number of boys attending our services; that
to keep them indoors, girls were assigned many
heavy domestic chores by parents or guardians;
that girls were less likely than boys to have spare
cash to pay for local transport to our center; and
that girls easily got bored with routine activities
and sometimes found hanging out with friends
preferable to participating in Tuungane’s program
activities.
To address the variety of needs and interests
among young women and girls, the Tuungane
Youth Project has instituted several measures to
attract and retain their participation. Every week,
we have designated girls-only days at our centers,
where all service providers are female. On these
days, girls are allowed to come with their babies or
any siblings left in their custody. Volunteer baby
minders are engaged to allow the girls to have the
whole day to themselves without the distraction
of the children. Fare for bicycle taxis is provided
to those not living within walking distance of the
centers. Girls from each neighborhood take turns
organizing activities, and consult with others to
ensure that planned activities are responsive to
the needs across different communities. Activities
include sexual and reproductive health talks and
roundtable discussions; musical gymnastics;
indoor and outdoor games; aerobics; and demonstration lessons on baking cakes, cooking, hairdressing, and making sanitary pads. Because of
these efforts, Tuungane Youth Project has begun
registering large numbers of girls for its services
and activities.
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Following are some of the key lessons we have
learned in the course of implementing this
program:
• Program implementers must be responsive to
the needs of young people (as they are perceived
and presented by the young people themselves).
To keep the activities relevant to young people’s
changing needs, views on client satisfaction
should be collected periodically through suggestion boxes, informal group discussions, exit
interviews, and other methods.
• If possible, programs should provide comprehensive sexual and reproductive health services
under one roof because referrals can lead to
high dropout rates. However, because youth
must be referred for some services elsewhere,
functional partnerships must be developed to
ensure follow-through.
• Programs should train staff on youth-friendly
service provision and provide services in an
informal and fun environment.
• When possible, static sites should be complemented with mobile services to bring services
closer to the consumers.
• Programs should build the capacity of young
people at the grassroots level by training them
as peer educators, counselors, and mobilizers. If funds are limited, program leaders can
engage them as volunteers and provide motiva-

tion in the form of recognition days, training
certificates, and other nonmonetary benefits.
•	Youth should not be targeted in isolation;
programs must work with or enlist the support of parents, teachers, religious leaders, and
other adults.

Conclusion
While the Tuungane Youth Project described here
represents a successful model for stand-alone and
mobile health outreach strategies targeting youth, a
pilot program in Uganda9,36,37 found that most existing clinical services are also in a position to improve
their level of youth-friendliness. There is therefore
an urgent need to improve the uptake of reproductive health services among young people, regardless
of the setting in which those services are delivered.
We can make great strides toward improving the
uptake of these essential services as long as the basic
components of youth-friendly service provision are
put in place and regularly reviewed. In this way, we
can ensure that programs serving young people are
effectively responding to the numerous, diverse
needs of this highly vulnerable population.
Disclaimer: This journal article was supported
by Cooperative Agreement #U62/CCU024508 from
the Centers for Disease Control and Prevention. Its
contents are solely the responsibility of the authors
and do not necessarily represent the official views
of the CDC.
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Pediatric Antiretroviral Therapy
Roll-Out: Lessons Learned from
KwaZulu-Natal, South Africa
Kimesh Naidoo
Department of Pediatrics, Nelson R. Mandela School of Medicine, University of KwaZulu-Natal, South Africa

I

n the K wa Z u l u - N atal ( K Z N )
province of South Africa, more than 100,000
people are receiving antiretroviral therapy
(ART), 10,000 of whom are children (as of
September 2007).1 While this number represents
one of the largest pediatric ART programs in the
world, the majority of treatment-eligible, HIVinfected children in the province still do not
have access to ART.2 The scaling up of the pediatric ART program is providing valuable lessons
regarding the need for advocacy, training, and
simplification of medical practices. While significant progress has been made, the sustainability of
the program remains tenuous due to a number of
factors, including the largely ineffective prevention of mother-to-child transmission (PMTCT)
program.3
Of all the nine South African provinces, KZN is
the most severely affected by HIV.4 Antenatal seroprevalance rates and vertical transmission rates
in KZN are high: the antenatal seroprevalence
rate in the province was 39.1% as of 2006.5,6 High
seroprevalence continues to fuel significant HIVrelated morbidity and mortality in infants and
children, reversing previously improving trends in
child health.7-9

The majority (88%) of the population in KZN
rely on the public health-care system for their
health-care needs (see Figures 1 and 2).10 This
system is currently being transformed into a
district-based health system (see Figure 3), with
a clear mandate to improve primary health care.
However, severe shortages of skilled staff and failure to attract new staff and retain existing medical,
nursing, and allied professionals are hampering
the success of this transformation.11 Introduction
of new programs, such as the PMTCT program
(introduced in 2001), the Integrated Management
of Childhood Illness (IMCI), kangaroo mother
care, and the Expanded Program on Immunization
(EPI), and escalation of these programs to scale,
has been difficult. It was in this context that a
provincewide, comprehensive HIV/AIDS care and
treatment program was introduced in 2004.

Challenges Associated with
a Poorly Functioning PMTCT
Program
The PMTCT program consists of four major activities. Each of these activities will be discussed in
relation to the challenges they pose for the provision of timely pediatric HIV care and treatment.
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Figure 1. The stratification of health care in KwaZulu-Natal
Source: Child Healthcare Problem Identification Programme.12

Voluntary Counseling and Testing
Most pregnant women in KZN attend antenatal
facilities provided by the public health system. Optout testinga is not currently being offered despite
its proven acceptability and improved uptake.15
Initial group pretest counseling on HIV risks and
the need for testing is given to all attendees at most
antenatal clinics. This is done either in an open
room, a verandah, or a designated counseling area.
The number of women who accept testing after
receiving counseling remains suboptimal in the
context of the extremely high antenatal HIV seroprevalence.16,17 The shortage of lay counselors and
health-care workers who are trained and equipped
to provide counseling causes delays in the provision of individual pretest and posttest counseling.
These delays lead to the failure to introduce timely
ART for eligible pregnant mothers. As a result, the

number of pregnant women receiving ART remains
low despite the presence of ART programs at most
hospitals in the province.18

Use of Single-Dose Nevirapine by the
Mother at the Commencement of Labor
KZN continues to follow national guidelines that
recommend only single-dose nevirapine be administered as part of PMTCT.b Full coverage of all HIVpositive mothers and their babies by the PMTCT
program remains elusive.19 For those mothers
who do test positive for HIV and accept the offer
of PMTCT, further barriers exist. These barriers
are mainly related to the current poor quality of
antenatal care, fueled by shortages of trained and
experienced midwives in the public sector. Failure
to ensure adequate communication regarding individual patients in need of PMTCT interventions

Opt-out testing: all patients are tested routinely for HIV, unless the patient does not provide consent.
Introduction of dual therapy for PMTCT, which includes the addition of AZT from 28 weeks of pregnancy,
is scheduled for introduction in 2008.

a

b
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Figure 2. Pediatric programs at various stratified levels within the district health-care system in
KwaZulu-Natal
Source: Child Healthcare Problem Identification Programme.13

within and between institutions results in further
loss of mothers from the PMTCT program. For
these reasons, neither all mothers that test positive
nor their babies receive nevirapine.18

Counseling on Safe-Feeding Options
Many HIV-positive mothers in KZN live in an
environment that does not satisfy World Health
Organization (WHO) criteria for safe infant feeding using infant formula. The evidence is now clear
that exclusive breastfeeding in such settings is the
safest option.20-23
The decision on which feeding method to use
for the HIV-exposed baby is made by the mother,
irrespective of her educational background or
health status. Counselors are used to help the
mother choose the safest and most appropriate option. However, poor training and lack of

support for counselors regarding infant feeding
has led to an overall poor quality of counseling.
An evaluation of safe-feeding counseling revealed
poor usage, compliance, and relevance of WHO
guidelines.24

Follow-Up of Mother and Babies
The most pronounced deficiency in the PMTCT
program is the poor follow-up of mother and baby
pairs after delivery. HIV-exposed infants in KZN
receive the standard immunizations given to all
children. Immunization begins at birth and requires
the first visit six weeks thereafter. Evaluation of all
infants (both HIV-exposed and unexposed) at this
six-week visit revealed a 7% HIV seroprevalence
among all infants.25 Failure to link this visit with
follow-up for HIV-exposed infants results in lost
opportunities to test infants with available HIV
Rolling Out and Scaling Up

10 5

Mozambique
Swaziland
Mpumalanga

Emangusi
Ingwavuma

Umkhanyakude

Pongola

Paulpietersburg

Jozini
Mkuze

Amajuba
Vryheid

Newcastle

Free State

Zululand

Dannhauser
Dundee

Ladysmith
Bergville

Uthukela

Melmoth Ntambanana
Empangeni

Uthungulu

Greytown

Stanger
Montebello

Howick
Pietermaritzburg

Sisonke
Matatiele
Kokstad

Amatikulu

iLembe

uMgungundlovu

eThekwini

Underberg

Richards Bay

Eshowe

Moiriver

Lesotho

Ulundi

Tugela Ferry

Estcourt

Hluhluwe

Hlabisa

Nqutu

Umzinyathi

Weenen

Ngome
Nongoma

Richmond

Indian Ocean

Durban

Creighton
Ixopo
Umzimkhulu

Harding

Scottburgh

Ugu
Port Shepstone

Eastern Cape

Margate

0

Port Edward

50

100
kilometers

Figure 3. KwaZulu-Natal province health districts14
DNA-polymerase chain reaction (PCR) testing and
introduce widely available Pneumocystis jirovecii
pneumonia prophylaxis.
Lack of communication between PMTCT programs in institutions delivering babies and clinics
seeing six-week-old infants for immunizations is
thought to be due to poor follow-up procedures,
widespread HIV stigma, and inadequate counseling of mothers on the need for follow-up of HIVexposed babies.
10 6

Due to the rapid deterioration of infants who are
HIV-infected and the failure to identify and manage these infants at an early stage of disease progression, infant mortality rates are rising.7-9,26 This
group of infants younger than one year of age,
and particularly those younger than six months,
accounts for the largest proportion of under-five
child mortality in South Africa.26,27 Introduction of
ART in infants younger than one year of age, and
especially in symptomatic infants younger than six
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Pediatric ART Roll-out in
KZN: From Implementation to
Present Day
In June 2004, six months after the initiation of the
adult ART roll-out, KZN began the process of providing ART to children at 55 accredited hospitalbased sites. Drug regimens, protocols, and inclusion criteria were all based on national guidelines.28
Children had to go through a rigorous social and
clinical screening as well as laboratory identification before being initiated on ART. Emphasis was
placed on patient education prior to initiation, with
voluntary counseling and testing (VCT) serving as
the gateway for enrollment into the program.
New physical structures were erected at hospital sites that had inadequate facilities, marking
the beginning of infrastructure development. The
drug supply chain was expanded and laboratory
capacity significantly improved for HIV testing
and monitoring. New information systems were
also planned and developed to meet the specific
needs of the ART program.
Between July 2004 and July 2005, there was a
generally poor uptake of children into the ART
program.29 Sites demonstrating relatively good
uptake of children were found to have three distinguishing characteristics:
1. Strong advocates for the care of children
2. Staff trained in pediatric-related care
3. Established patterns of care for HIVpositive children prior to the introduction

of antiretroviral drugs (ARVs), resulting in
streamlining of processes to identify, screen,
and manage HIV-positive children
Despite good uptake at the select sites displaying these characteristics, it was discovered that
children were not being prioritized at most sites
across the province.29 A perceived lack of pediatric experience and resultant apprehension in
treating children, as well as poor integration with
existing children’s services, were the major reasons found for low uptake. It was also discovered
that monitoring and evaluation systems were
not user-friendly for clinics experiencing human
resource shortages. As a result, site-specific
monitoring and evaluation systems began to be
developed.
Once the poor uptake of children into ART programs was discovered at the end of the first year,
three clear strategies were adopted to scale up pediatric ART. These strategies targeted shortcomings
in the areas of advocacy, training, and simplification of processes. With the help of these targeted
strategies, the province successfully increased the
proportion of children receiving ART from less
than 5% in November 2004 to more than 10% in
early 2006. However, the large differences observed
in the proportion of children on treatment between
health districts was of concern (see Table 1).29
Challenges in the following areas were found to
be hampering the successful roll-out of the provincewide ART program:
1. Identification of HIV-infected children
2. Confirmation of diagnosis (laboratory testing)
3. Assessment of eligibility for starting ART
4. Preparation of children for treatment, treatment delivery, and follow-up (due to lack of
integration at institutional level and within the
district)
5. Sustainability of program (due to lack of community acceptance and support)
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months, should help decrease morbidity and mortality in this group. Integration of infant follow-up
with antiretroviral treatment programs is essential.
In its current state, the poorly functioning
PMTCT program continues to fuel the burden of
HIV infection in children in KZN. It is in this context that a pediatric treatment program was introduced in 2004.

Table 1. Comparative numbers of children receiving ART in the districts of KwaZulu-Natal
Health District

Number of Children on ART
March 2005

Number of Children on ART
July 2007

Umzinyathi

247

796

Amajuba

148

363

Uthukela

265

765

Sisonke

106

325

uMgungundlovu

843

1871

Ugu

127

633

Zululand

127

431

Umkhanyakude

348

1,022

Uthungulu

329

891

ilembe

207

797

eThekwini-Durban

542

2,322

3,289

10,216

Province Total
Source: KwaZulu-Natal monthly ART tallies.1

Overcoming Challenges
Identification of Patients
for Entry into the Pediatric ART Program
The new WHO and Joint United Nations Program
on HIV/AIDS (UNAIDS) guidance on HIV counseling and testing for high-prevalence settings recommends that all patients, irrespective of clinical
findings, be offered HIV testing.30 Screening of all
patients for HIV as opposed to targeted testing is
also suggested in infant follow-up studies.25 The
use of VCT as the primary entry point for pediatric ART has proven to be a major bottleneck slowing entry into the program. This is due to the lack
of enough trained counselors to match the need.
These challenges and interventions are summarized in Table 2.

10 8

Laboratory Testing
Laboratory diagnosis of children younger than
15 months remained a problem at the outset of
the program due to the persistence of maternal
antibodies in these patients; the available HIV
Enzyme-Linked ImmunoSorbent Assay (ELISA)
test was therefore not accurate. For this reason, a
pilot program was implemented in the province
from October to December 2004 to evaluate the
use of HIV DNA PCR using dried blood spots
(DBS) instead of whole blood. The results using
the Roche Amplicor version 1.5 HIV DNA test
showed excellent correlation.31 The use of DBS for
HIV DNA PCR has allowed less skilled staff to collect blood samples and has eliminated the need to
quickly transport whole blood samples to centralized laboratories. As a result of the success of the
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Intervention
Challenge

Advocacy

Training

Simplification

Identification documents
and/or birth registration certificates required for entry
into program. This proved to
be difficult for children from
poor, rural families.

At provincial level, pediatricians lobbied to have
this requirement waved
for children.

All staff trained not
to exclude children
from treatment if they
do not have these
documents.

All unnecessary
requirements
removed for children
to enter treatment
programs.

Poor clinical uptake of symptomatic children at all levels.
Mortality audits indicated
poor formalized screening of
pediatric patients for signs of
HIV infection.26

Strong emphasis placed
on clinical screening of
every patient at every
opportunity.

IMCI (Integrated
Management of
Childhood Illness)
introduced in all
primary health-care
clinics.

Standardized clerking
sheets and staging
sheets developed and
used to improve the
staging of all children
using the WHO classification system.

All staff trained
in World Health
Organization (WHO)
staging.
Voluntary counseling and
testing acted as a bottleneck
for gaining access to universal testing.

Continued pressure to
switch to opt-out testing,
due to evidence showing
that it increases uptake
of HIV testing.15,32

All levels of staff
trained in preand posttest HIV
counseling.

Group pretest counseling now being
offered.

Provider-initiated counselinga is now being
introduced.
In provider-initiated counseling, health workers are tasked with offering HIV testing at all points of contact, irrespective of
risk profile.

a

pilot, the average number of HIV DNA PCR tests
done using DBS in the province increased from
300 per month in 2005 to approximately 3,000 per
month in 2007.32 See Table 3 for a summary of challenges and interventions.

Assessing Eligibility Criteria for ART
According to current inclusion criteria, only children who are HIV clinical stage 3 or 4 (according to
modified WHO HIV clinical staging33) or only children with moderate to severe immunosuppression

(CD4% < 20% if younger than 15 months and
CD4% < 15% if older than 15 months) are eligible
for initiation on ART. These criteria perpetuate the
problem of most children starting treatment when
they are severely immunocompromised. Change of
eligibility criteria for ART in alignment with current WHO guidelines34 has been advocated for and
tabled for national and provincial implementation.
This decision is being awaited.
Infants younger than six months of age are currently not eligible for ART through the state-run
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Table 2. Challenges to Patient Identification and Related Responses from the Pediatric ART
Program, KwaZulu-Natal

Table 3. Challenges to Laboratory Testing in Children and Related Responses
Intervention
Challenge

Advocacy

Training

Simplification

HIV polymerase
chain reaction
(PCR) difficult to
test on a wide
scale.

Persistent calls from pediatricians that PCR testing
be the standard, despite
its prohibitive cost.

Provincewide training
of all levels of staff in
doing dried blood spot
(DBS) PCR testing

DBS PCR used as a screening tool for all infants at their
6-week immunization visit. All
infants, including unexposed,
asymptomatic infants, should
be tested, as this enables
improved pickup of HIVpositive mothers who did not
test in pregnancy.25

CD4 percentages
being
indicated on test
results difficult to
ensure.

Pediatricians insisted to
laboratory authorities
that CD4 percentage is
essential for children < 5
years.

Training on the need for
CD4 percentage to be
used for small children
as opposed to counts
only.

Provision of results with CD4
counts and percentages in
a simple format to avoid
confusion.

Ongoing promotion of the
integration of PCR screening with immunization
programs.

program. Rapid deterioration of HIV-infected
infants before six months of age and success in
decreasing mortality when this group is started on
ART warrant an urgent review of this policy.35,36
Challenges and interventions are presented in
Table 4.

Preparation, Treatment, and Follow-up
of Patients
ARV roll-out began at 55 accredited district and
regional hospitals that were believed to have the
required capacity to initiate the program. As these
vertical, institution-based programs were introduced,
it soon became evident that hospital-based treatment
sites alone could not shoulder the high burden of
disease. These sites were soon saturated, leading to a
drop in the initiation of new patients and a failure to
transfer the skills required for further scale-up. This
ongoing saturation has resulted in decreased access
to care and treatment programs. Pediatric mortality
data from KZN confirms this, with 60% of inpatient
deaths due to HIV-related opportunistic infections;
most of these deaths occurred among patients who
failed to access ART.27
110

As a result of this saturation, specialized ART
clinics were created that functioned as separate
entities within centralized hospitals. HIV-infected
pediatric patients were seen for growth monitoring
and preventative services, such as immunization,
at one clinic, received curative services for opportunistic infections or non-HIV-related childhood
infections at another clinic, and then obtained
ARVs at the specialized ART clinic. This model led
to excessive waiting times and duplication of services for most patients accessing ART. Integration
of all childhood care, including health promotion
and preventative and curative programs with ARV
dispensing, is now envisaged.
Concentrating services at centralized institutions also prevented scale-up of specialized clinics
for patients with complicated and/or difficult-totreat conditions. Major ART clinics based at tertiary and regional hospitals could not prioritize
complicated cases as they were too busy treating
less complicated cases. This resulted in the wasteful use of scarce specialists.
Use of primary health-care facilities as an entry
point for screening, treatment, and follow-up was
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Intervention
Challenge

Advocacy

Training

Simplification

Treatment only
being offered to
children who are
very ill.

Guidelines provided to national
and provincial authorities to
align eligibility criteria with current World Health Organization
(WHO) guidelines.

All staff being updated
on new guidelines.

WHO staging checklists
used for outpatient and
inpatient assessments.

Failure to treat
infants under 6
months of age.

National and provincial guidelines now being updated to
include protocols to treat infected infants under 6 months with
combination ART.

Training modules
being developed to
treat infants under
6 months in public
health facilities.

Standardized guidelines
and weight-based drug
charts used to simplify
treatment processes.

fraught with legislative and operational difficulties.
For example, current dispensing laws and nursing codes of practice prohibit initiation of ART by
primary health-care nurses. Lack of adequate pharmaceutical skills and infrastructure for safe storage
of drugs were also obstacles to roll-out at primary
health-care sites. In addition, poor transport and
communication between clinics and their referral
hospitals hampered the flow of blood specimens to
centralized laboratories and the return of results to
clinics. A general lack of district-level management
led to poor integration of services at the primary
health-care level.
Despite these obstacles, some districts did
develop, pilot, and scale up successful districtbased models of ART provision at primary healthcare clinics. Table 5 summarizes the barriers and
interventions to integration of services.
The overall failure to prioritize primary
health-care clinics in the ART roll-out process and the failure to support the developing
district-based health-care system have played a
major role in curtailing the successful scale-up of
pediatric ART in KZN. This failure is especially
pronounced in the screening of patients and in
prevention strategies, especially PMTCT. Poor
follow-up and failure to ensure patient workup

has delayed the commencement of ART for many
patients.
Integration of services within institutions,
such as linking PMTCT follow-up and pediatric
ART, is crucial. Reviews of mortality data from
South Africa, and for KZN in particular, indicate
that infants born to HIV-infected mothers form
the largest group among infants dying in health
facilities.26,27 Recent data indicating the rapid clinical deterioration of HIV-exposed infants by six
months, as well as significant decreases in mortality with early onset of ART before six months, warrants the integration of PMTCT follow-up with
pediatric ART provision.35,36

Societal Barriers Impacting the Scale-up
of Pediatric ART
Pediatric HIV is a family disease and as such
requires that entire families be screened and
treated for HIV infection. Most of the biological
mothers and fathers of HIV-infected children who
died in the province’s largest hospitals in 2006 did
not indicate knowledge of their own HIV status.27
For this reason, there is a need for clear directives
to ensure that biological parents are screened and
if eligible, initiated on ART at the same time as
their children.
Rolling Out and Scaling Up
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Table 4. Overcoming Challenges in Assessing Eligibility of Children for Antiretroviral Therapy (ART)

Table 5. Overcoming Challenges to the Integration of Services at the Institutional and District Level
Intervention
Barrier

Advocacy

Training

Simplification

Treating and managing infants and
children of differing
weights and ages
perceived as difficult.

Sites with pediatric advocates led the way for the
treatment of children.

Innovative, provincewide pe diatric mentoring project (CHIVA /
KZN support initiative)
started in 2005. Nursing,
medical, and support
staff from HIV treatment
sites in the UK visited,
trained, and supported
sites in KZN on an ongoing basis.

Development of easyto-use pediatric care
manuals and weight
band-based treatment
charts helped to simplify
treatment for children.

Lack of integration
at the institutional
level. In most institutions in the province,
60%–80% of pediatric inpatients are HIVpositive and are still
in need of antiretro
viral therapy (ART).26

Continued advocacy in children’s wards and outpatient
clinics for provision of ART
to both mothers and babies
proved to be a major help
in scale-up. Sites where
such advocacy occurred
showed dramatic increases
in children on ART.

Hospital-based training
of all staff is required to
ensure children are not
neglected in accessing
care.

Creation of family clinics
where one-stop care can
be provided.

Failure to integrate
services at the district
level, including the
use of primary care
facilities in conjunction with hospitals.

Having a pediatric treatment advocate attend
all district meetings and
develop a norm for using
all facilities to screen and
treat for HIV made a huge
difference in two districts:
Umgungundlovu (District
22) and UmkhanyakudeMseleni subdistrict. The
most critical aspect in the
Mseleni subdistrict is the
effective district-level management of the process
(personal communication, V. Friedlund, Mseleni
Hospital medical manager).

Providing ongoing training for additional nurses
and counselors at primary health-care clinics
in Umgungundlovu
improved district care
and integration. Nurses
were trained to play
a central role in this
process.37

Use of clear guidelines
and protocols at primary
health-care clinics were
developed in the EGPAF
DC22 up/down referral
project.a This led to an
increase in screening and
improved care of patients
down referred from
hospitals.

Encouragement and support of pediatric staff to
serve as advocates for initiating children on ART.

Conversion of existing outpatient clinics to include
ART provision remains
difficult.

More skilled staff were
assigned to primary
care centers, allowing
increased access to
ART for patients. This
model led to successful scale-up in Mseleni
subdistrict.38

The Elizabeth Glaser Pediatric AIDS Foundation up/down referral project started in District 22 (uMgungundlovu) provides
nurses and counselors to primary care clinics.
a
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Intervention
Challenge

Advocacy

Training

Simplification

Failure to screen
and treat biological
parents when children are identified
as HIV-positive or
initiated on antiretroviral therapy (ART).

Strong advocacy to ensure
that mothers and fathers
are tested and offered
treatment when a child
starts ART.

All training includes the
need for holistic family
care. Pediatric ART training to include information
about available social support services.

Ensuring HIV-positive
caregivers can be treated
at the same time as the
HIV-positive child in family
clinics is being introduced.

Integrating traditional medicine practice
with ART.

Traditional medicine practitioners must be given
a platform for exhibiting
their role and responsibilities in HIV/AIDS control
and prevention.

Formalized training programs have started to
enable traditional healers
in identifying and referring
symptomatic children suspected to be HIV-positive.
Where this occurs, early
entry for children into
treatment programs is
envisaged.

Introducing the
need for disclosure
to children.

Trained pediatric staff
must continue to advocate
for the rights of the child,
including the need for
disclosure.

All training in pediatric ART
must include processes for
disclosure.

More widespread community involvement
with health issues and health institutions is needed
in order for the necessary changes in health practice to take place. For instance, most health institutions are now using community health workers to conduct health-promotion activities at the
community level, including HIV prevention.
Integration of institution-based clinics with community-based health-promotion programs and
community health workers remains an effective
tool to ensure the sustainability of ART programs.
Rural sites have been more successful than urban
sites in this regard.39
Traditional medicine remains popular among
the population of KZN, most of whom are Zulu.39,40
Traditional belief systems often go hand-in-hand

Tools, including easy- tofollow wall charts for disclosure, have been developed and make it easier
to start the process.

with the use of traditional medicine and can be the
key to understanding and addressing issues of HIV
stigma.39,41,42 Various interventions have begun to
improve upon the knowledge and understanding
of HIV derived from traditional belief systems and
practices. In the future, a better understanding of
HIV and ART among the general population could
contribute to greater uptake of care, treatment, and
prevention services.
National and provincial leadership is needed
to dispel mistaken beliefs about HIV/AIDS and
to ensure a clear, concise message emphasizing
PMTCT as the mainstay of pediatric prevention, as
well as the benefits of ART.
Table 6 summarizes these challenges and
interventions.
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Table 6. Overcoming Challenges at the Community Level to Ensure Sustainability

Conclusion
There is still much room for improvement in the
scale-up of pediatric ART programs in KZN, a highprevalence, resource-limited setting. The sustainability of the pediatric ART program also remains
tenuous in the face of a poorly performing PMTCT
program. Poor leadership at the political and local
community level continues to hamper efforts to
mobilize community members and drive the demand
for improved access to life-saving medicines. Lack
of adequate human resources and failure to adopt
evidence-based, internationally compliant policies
hampers efforts to integrate pediatric HIV care and
treatment into routine child health programs.

Despite these challenges, KZN has managed to
develop one of the world’s largest pediatric ART
programs across a diverse and resource-poor area.
This achievement is largely due to the development of innovative toolsa and processes to assist
in the safe provision of pediatric ART. Efforts will
continue to focus on advocacy for the detection
and treatment of HIV-positive pregnant women
and their children. Training of staff in pediatric
care and simplification of pediatric care processes
will also continue to assist in significant scale-up of
treatment programs.

Tools available at www.kznhealth.gov.za.

a
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H

ealth care in resource-limited
settings has traditionally been focused on
the management of acute illness rather
than the chronic management of asymptomatic
conditions. This focus on acute, episodic care
has contributed to compartmentalization of care
delivery by individuals specialized in the management of particular conditions. The multifaceted
nature of pediatric HIV-related illnesses requires
a team approach to address not only medical complications but also nutrition, neurodevelopmental
disabilities, behavioral and psychiatric problems,
and social problems. Therefore, optimal care
of children living with HIV ideally requires the
integration of specialist care into generalist and
multidisciplinary care.
Typically there have been two models for
ambulatory chronic care in both high- and lowresource settings. Patient-centered, well-child
care, which usually focuses on immunization, is
the most widely utilized model of this type. In
many regions, there is relatively high coverage
of this type, especially for very young children. It
is rare for otherwise healthy older children who
might have a subclinical chronic disease requiring

lifelong management to remain engaged in
this model once their primary immunization
series is complete. A second model for ambulatory chronic care is characterized by a familycentered approach. Although this model provides a variety of services all in one place and is
therefore possibly more convenient for patients,
optimal care of this type requires a well-established referral network between obstetricians,
internists, pediatricians, and specialists, as well
as more comprehensive training of care providers than typically exists in many resource-limited
settings. This chapter will discuss barriers and
possible approaches to the integration of pediatric HIV care within these two different models of
chronic ambulatory pediatric care.

Challenges in Integrating
Pediatric HIV Care into Routine
Child Health Care
Structural and Organizational Barriers
One significant problem—particularly for management of HIV-infected infants, who have extremely
high mortality rates—is that routine infant care is
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often part of the maternal and child health (MCH)
system. In China for example, the MCH system is
responsible for primary immunization and ambulatory health care of infants into their second year of
life. Beyond this age and during acute illnesses, children are managed by pediatricians. Children are typically given an immunization book that they bring
to each visit; this book constitutes the sole record of
ongoing care for subsequent practitioners. In many
cases, MCH hospitals may be completely separate
from pediatric hospitals, and practitioners are rarely
in direct communication with one another. This can
be highly problematic for HIV-exposed infants as
they grow older and are in need of ongoing monitoring and treatment by a different care provider in a
different health-care facility.
Optimal care of HIV-exposed and HIVinfected children requires effective communication between different sets of care providers.
For example, the World Health Organization
(WHO) guidelines now recommend that bacillus Calmette-Guérin (BCG) vaccination be
withheld from symptomatic HIV-exposed children in whom the risk of disseminated BCG
outweighs the benefit of vaccination. For such
children, the immunizing clinician will need to
know the HIV exposure status of the child. This
raises the issue of the need for confidentiality,
which accompanies the need for patient information. Confidential communication regarding
a patient’s HIV status can be especially challenging in developing world settings. Clinics may be
extremely crowded, and clinicians may not have
adequate training in the importance of confidentiality and how it can be preserved.

Laboratory Capacity
The most vulnerable population of patients with
HIV infection is the very young. High mortality rates have frequently been documented
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in HIV-infected infants less than one year of
age. For instance, the Children with HIV Early
Antiretroviral Therapy (CHER) study conducted
in South Africa randomized infants to immediate early antiretroviral therapy or close observation and follow-up of immunologically “normal” infants and found that those randomized to
observation and follow-up had a mortality rate of
25 per 100 person-years, compared with only 6 per
100 person-years in the early treatment group.1
However, it is in this group of children under one
year of age that HIV infection is particularly difficult to diagnose. Standard antibody testing may
produce false positives, and definitive polymerase
chain reaction (PCR) testing is technically difficult
and costly, making it inaccessible to many treatment programs. Many children will therefore die
of HIV-amplified common illnesses before they are
diagnosed with HIV infection. It is a common misconception that in the absence of PCR diagnosis,
HIV-exposed infants are not eligible for antiretroviral therapy. Clinicians are not comfortable with
their clinical judgment as an acceptable surrogate
for a laboratory test, which could potentially lead
to a young infant receiving unnecessary treatment
if it is incorrect. Medications for HIV are felt to
be too toxic to give to infants without a definitive
laboratory test. This reluctance comes despite clear
guidance from WHO and most country program
guidelines.2 The combination of reluctance on the
part of families to have testing because of stigma
and discrimination and the inability of many centers to perform PCR testing in young infants can
result in a perceived lack of patients, which in turn
may lead to a lack of program development.
The integration of HIV care into general pediatric systems of care requires that HIV be considered a common and urgent problem. Since the
majority of HIV-associated morbidity and mortality comes from other common childhood diseases
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Training and Human Resources
One important factor contributing to the spread of
HIV infection in communities is a lack of adequate
health-care infrastructure and limited access to
HIV-related services. These disparities are most pronounced in remote areas of the developing world.
The burden of HIV disease is often greatest where
capacity for care and treatment is weakest. Human
resource limitations are particularly acute in peripheral sites away from urban areas and major referral
centers. Recruitment of physicians and other providers to remote sites is extremely difficult, and these
sites experience frequent staff turnover. Temporary
staffing works well for episodic acute care, but it is
not effective for the chronic care of illnesses that
require specialized and ongoing training. For HIV
treatment to move from the referral centers to routine child health programs at peripheral sites, strategies are needed to recruit, retain, and adequately
train health-care providers at these sites.
Integrated Management of Childhood Illness,
or IMCI, was developed to guide the provision of
care by individuals who lack specific training for
the management of common acute conditions.
IMCI is a WHO-sponsored program that has been
adopted worldwide and provides an algorithmic
framework for syndromic management of various
conditions with recommendations for appropriate
referral procedures. Until recently, IMCI has generally focused on episodic acute care of children,
rather than on the type of longitudinal care and
health-care maintenance that is necessary for effective HIV treatment. Yet, IMCI forms the foundation of most pediatric care in many resource-poor
countries, with clinical officers, nurses, village doctors, and other health-care providers all trained in

this framework. These are the same frontline providers who will see HIV-exposed and HIV-infected
children presenting with treatable opportunistic
infections and other stigmata of HIV disease.
To address this gap, IMCI has recently been
updated to include HIV management and appropriate referrals, yet many countries have not begun
incorporating these changes into routine practice.
Ensuring that the revisions in IMCI become standards of care requires a massive training effort that
reaches caregivers even in the most remote settings. Keeping IMCI guidelines current with the
rapidly changing standards of care for HIV medicine is another major challenge affecting healthcare systems everywhere.

Stigma
The unique nature of HIV infection makes integration of HIV management into existing systems
of care particularly difficult. Stigma, discrimination, and ignorance among health-care workers,
health-care recipients, and the greater community
remain commonplace, despite the fact that more
than 25 years have passed since HIV was first discovered. There is often a legitimate concern on the
part of patients that their HIV-positive status could
cause medical care providers to be reluctant to provide necessary services and could lead to ostracism
and violence in their communities and within their
families. For instance, many anecdotal reports exist
where care providers have refused services to HIVpositive patients and insisted on testing particularly
of pregnant women.3 The BBC recently reported
cases of HIV-infected persons being buried alive in
their villages in Papua New Guinea.4 In light of this
hostility, even if uncommon and only patient perception, it is understandable why HIV testing may
often be refused or why patients may not return to
receive their results or disclose their status or the status of their children to other care providers.
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like pneumonia, tuberculosis, and diarrhea, the
significance of HIV infection in this population
frequently goes unnoticed.

Addressing the Hunger Needs of the Family and
Community: A Nutrition Initiative within an HIV
Care Program
Elizabeth Dufort,a Winstone Nyandiko,b and Joseph I. Harwella,c
The Warren Alpert Medical School of Brown University, United States
Moi University School of Medicine, Kenya
c
Clinton Foundation HIV/AIDS Initiative, United States
a

b

A

comprehensive, familycentered HIV care model that includes
care for children living with HIV can
effectively increase access to pediatric HIV
care, especially in remote settings. For example, food insecurity is an issue that cannot
be addressed through an individual, patientcentered approach; interventions to relieve
food insecurity must target the broader environmental and social causes of food shortages while focusing on ways to effect change
at the household and community levels. The
Academic Model for Providing Access to
Healthcare (AMPATH) program, in partnership with the United States Agency for
International Development (USAID), has successfully applied this approach to the problem
of malnutrition in the communities it serves in
western Kenya.
Malnutrition and food insecurity are
common in western Kenya, as in many
other regions heavily affected by HIV/AIDS.
Agricultural output and economic productivity have been greatly impacted due to the
severity of the local HIV epidemic and other
common illnesses. In addition, HIV-related
stigma sometimes affects the ability of caregivers and those living with HIV to support
themselves and their dependants financially.
Medical expenses and lack of income from
those who were formerly the most productive members of the household lead to further
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poverty and food insecurity. Young children
are most vulnerable to these conditions, as lack
of proper nutrition can inhibit proper growth
and development. Those living with HIV
are also highly vulnerable, since they require
increased calories and nutrients to maintain
optimal health and maximize the benefits of
antiretroviral therapy (ART).
The cycle of disease and poverty, along
with the need for adequate nutrition to reach
optimal health, requires specific attention
within an HIV care program. Food insecurity, in particular, needs to be considered as
part of comprehensive HIV care for pediatric
patients, given their unique needs in growth
and nutrition, the effect of HIV on an immature immune system, and the vulnerability
within the economic structure of society. Yet
children living with HIV cannot be supported
in a sustainable manner without addressing
the nutritional needs of the entire family. If
food supplementation is only given to an individual patient, regardless of their age, this supplementation may be divided among multiple
family members also suffering from hunger
and malnutrition. Furthermore, plans must be
in place for when the food supplementation is
discontinued to ensure the long-term nutritional health of the entire family.
The USAID-AMPATH partnership in
western Kenya is one program that has successfully integrated pediatric care into the

From the ground up: developing Pathways and Partnerships

Rolling Out and Scaling Up

comprehensive care of the family.5 The USAIDAMPATH partnership is an HIV care program
borne out of a unique collaboration between
Moi University, Moi Teaching and Referral
Hospital, the Kenyan Ministry of Health,
Indiana University, USAID, and the ASANTE
(America/sub-Saharan Africa Network for
Training and Education in Medicine) educational exchange consortium. The program
strives to provide comprehensive HIV care
through a multifaceted approach that includes
ART, prevention of mother-to-child transmission (PMTCT), outreach services, support services, the HAART (highly active antiretroviral
therapy) and Harvest Initiative (HHI), and the
Family Preservation Initiative (FPI). As each
family is enrolled into the HIV care program,
they are interviewed and assessed by a trained
nutritionist, social worker, support group
staff, nurse, and trained HIV care provider.
There are approximately 80,000 patients
receiving HIV care through the USAIDAMPATH partnership system in western
Kenya, 13,000 of which are children exposed
or infected. Of these, individuals with
advanced HIV infection who will begin ART,
as well as their families, are eligible for HHI
assistance.6 Children with malnutrition and
families deemed by the assessing nutritionist and social worker to have food insecurity
at home are entered into the HHI. Roughly
20% of individuals needing ART are felt to
be in need of some food assistance. Through
the HHI, initial food support is provided to
the family for a three- to six-month period
while family members are entered into HIV
care and started on ART. Families are given
food vouchers based on their needs assessment by the social worker and nutritionist.
This food is meant to supplement the food

currently available in the home in order to
provide 100% of the family’s daily nutritional
requirements. The goal of the initial phase of
food supplementation is to support healthy
immune function through the combination of
adequate food and ART.
Food assistance is provided by the World
Food Bank in the form of maize, oil, and beans.
In addition, fresh vegetables, milk, and eggs
are supplied by HHI high-production farms,
employing many individuals in need of work.
The use of the HHI farms is dual in purpose.
The farms also serve as demonstration plots
that are used to train subsistence farmers in
agricultural techniques that can increase crop
yields and provide income generation opportunities. Through these means, food assistance
is provided to approximately 30,000 people
per week.
Patients who are unable to support themselves and their dependent family members
after six months of support from the HHI
program are entered into a food-weaning program. During that time, they are also entered
into FPI, a program that aims to improve the
financial stability of the family through skills
and business training, agricultural initiatives,
and extensive social support. The goal of this
program is to give families the means to provide a sustainable source of income.
The issue of food insecurity needs to be
considered as an essential component of comprehensive HIV care in resource-limited settings, especially in light of the worldwide scaleup of ART. The family-centered approach to
HIV care employed by the USAID-AMPATH
partnership also highlights the importance of
approaching pediatric care within the context
of the medical, social, and economic condition
of other household members.
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Challenges of Integrating
Pediatric HIV Care into FamilyCentered Models of Care
Structural and Organizational Barriers
To prevent caregivers from having to make multiple, separate visits in different locations—which
can result in additional transportation costs, time
away from work, and inconvenience—many programs have adopted a family-centered approach to
HIV treatment. This approach is better suited to
chronic care than the individual patient care model
and is more common in remote settings, where
there tends to be a single health post for the provision of all health care. In urban settings, particularly at large referral hospitals that tend to be centers of excellence for HIV care, a significant barrier
to integration of pediatric HIV care into care for
other members of the family is the fragmented
nature of subspecialty care. Different services are
frequently offered in separate areas of the hospital or may be in completely different hospitals.
Perhaps even more problematic for the integration
of pediatric HIV care, MCH care, pediatric care,
adult general medical care, adult HIV care, and
other subspecialty care is that they are often managed through different divisions of the ministry of
health, commonly referred to as “silos.”
Integrating TB and HIV Care for Children
In light of the long-standing and severe TB epidemic in many countries, TB control programs are
often established as unique departments within
a country’s health-care system. Health provider
training, drug procurement, laboratory infrastructure, and even patient payment systems for TB programs may be completely separate from programs
offering routine medical care. Unfortunately, TB
is the number one cause of mortality for HIVpositive patients worldwide,7,8 and management of
both infections is complex and specialized. Drug
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therapy for HIV and TB may require collaboration between TB specialists and HIV specialists to
prevent potential drug interactions and toxicities.
In some circumstances, pediatric TB programs
may also be separate from adult TB treatment
programs. The task of integration thus expands
from merging two programs, adult and pediatric
TB programs, into a collective marriage of up to
four programs from two different branches of the
ministry of health requiring separate memoranda
of understanding, training programs, personnel,
and hospitals.
Integrating MCH Programs with Pediatric HIV
Treatment Programs
The most effective way to identify children at risk
for HIV infection and to initiate treatment in a
timely fashion is through the identification of HIV
in pregnant women. Obstetrical care and MCH
also are generally the responsibility of a different
branch of the ministry of health than that which
deals with adult and pediatric medicine. In many
countries, routine child health consists entirely
of immunization visits. This immunization function may also fall to MCH care providers, as in the
China example, while care of acute illness in children will fall to the pediatrician. The health-care
provider performing immunizations may have longitudinal contact with children, but they may not
be trained to recognize the signs and symptoms
of HIV infection and its progression. A truly integrated program of pediatric HIV care will need to
bring together the expertise and health-care delivery functions of many disciplines, many hospitals,
and many branches of government.
Beyond the administrative separation of medical specialties serving mothers and their children, there is usually physical separation as well.
In Phnom Penh, Cambodia, there are three large
children’s hospitals, several large adult hospitals, a large public MCH hospital, and several
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Barriers to Integration: Training and
Human Resources
Approaches to health-care provider training vary
from country to country. In China, there are no
pediatricians with specialty training in infectious
diseases. In Papua New Guinea, most services in
hospitals are performed by doctors in training, but
these services may not be counted toward certification if not supervised by a certified specialist. In
this context, it is difficult to encourage a trainee
interested in pediatrics to work in a hospital that
doesn’t yet have a pediatrician on staff. In order
for a truly integrated, family-centered HIV care
program to be successful, there needs to be a multidisciplinary team based at one easily accessible
location. Since the availability of different specialty
care providers varies greatly by region and within
countries, cross-training may be required for a site
to provide adequate multidisciplinary services.
In reality, there may be no physicians on staff at
many health outposts in more rural settings. Since
public sector salaries tend to be low, it can be difficult to recruit doctors for work in remote settings,
where there are few if any opportunities for more
lucrative private consultations. Although working
in an underserved setting may be a requirement
for training, doctors rarely remain at their rural
posts after their service requirement is fulfilled. As
a result, these posts are often served by medical
officers with little postgraduate training (as is the
case in district hospitals in India) or by nurses or
other allied health professionals. These sites may
be adequate for follow-up of stable patients, but
caregivers often do not have the necessary training

to recognize, diagnose, and treat drug toxicities or
complex opportunistic infections (OIs). To overcome these shortcomings, appropriate training
materials need to be developed for the wide variety of possible care providers to ensure that quality pediatric HIV care can be implemented at all
health facility levels throughout the country.

Integration of Pediatric
HIV Care into Routine Child
Health-Care Models
Supporting national programs to train health-care
providers on the updated IMCI is essential. The
recognition and early diagnosis of HIV in children
and the treatment of common OIs can be emphasized as part of the IMCI training format. A further challenge is the implementation of the newest
IMCI HIV care guidelines through a more chronic
care model as proposed by WHO. This model differs from the episodic acute-care model used to
treat the other five leading causes of mortality in
children (i.e., pneumonia, diarrhea, malaria, measles, and malnutrition) and requires a stable infrastructure and longitudinal approach. This shift
will require the sustained support of governmental
organizations aimed at improving and expanding
the existing health infrastructure and health-care
workforce.
There is evidence that an IMCI-based approach
to HIV management is gaining acceptance. For
example, there is now an Integrated Management
of Adult and Adolescent Illness (IMAI) framework,
which forms the basis of HIV training in Papua New
Guinea, and all practitioners who will prescribe
antiretroviral drugs must complete IMAI training.
India has developed its own version, the Integrated
Management of Neonatal and Childhood Illnesses,
which incorporates HIV management. For IMCI to
form the basis for the integration of chronic HIV
care of children into routine child health-care systems, governments must ensure that the political
Rolling Out and Scaling Up
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HIV treatment clinics. With the exception of the
Médicins Sans Frontières HIV treatment center,
which is located on the grounds of the largest adult
referral hospital, none of these facilities is within
easy walking distance of the others, making familycentered HIV care impractical.

The Mondol Mith Chuoy Mith Center and
the Cambodian Continuum of Care
Bunna Kim,a Mean Chhi Vun,a Joseph I. Harwell,b,c and David Pugatchd,e
National Center for HIV, AIDS, Dermatology, and STD, Cambodia
The Warren Alpert Medical School of Brown University, United States
c
Clinton Foundation HIV/AIDS Initiative, United States
d
Children’s Hospital Central California, Division of Pediatric Infectious Diseases, United States
e
University of California San Francisco, Fresno Medical Education Program, United States
a

b

T

he HIV epidemic in Cambodia
has reached a mature stage, as evidenced by the decline of prevalence
rates among the general adult population (aged 15–49) from 2% in 1998 to 0.9%
in 2006. Although HIV prevalence has
been decreasing since 1998, the number of
Cambodians suffering from AIDS and related
illnesses is increasing among both adults and
children. In 2003, there were an estimated
21,500 people living with AIDS and roughly
6,500 deaths attributed to AIDS. In that same
year, there were approximately 12,000 children living with AIDS in Cambodia.9
Children living with HIV have a wide range
of needs and, as such, require a continuum of
care approach that includes medical care as
well as nutritional and psychosocial support.
It is therefore necessary to integrate different
types of services for children into established
HIV care structures, including institutional
and home-based care.
Due to an increasing demand for HIV
care throughout the country, the Cambodian
Ministry of Health approved the Operational
Framework for Continuum of Care (COC)
in April 2003. The COC program was implemented through government health facilities
at the operational district level. All stake
holders are involved in the coordination of
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the program, including community members, governmental organizations, local and
international nongovernmental organizations
(NGOs), and donors. The COC model aims
to provide comprehensive, continuous, multilevel care incorporating all of the components
of care including voluntary confidential counseling and testing (VCCT); health-facilitybased care, which includes clinical care for
opportunistic infections, ART, TB/HIV care,
and PMTCT; community- and home-based
care; and support groups for people living
with HIV. The COC model not only focuses
on medical care but also incorporates a range
of support and prevention activities, such as
health promotion and education for patients
and their families. Because of its multifaceted
nature, the COC approach requires careful
planning, coordination, monitoring, referral,
and medical information systems.
Children living with HIV in Cambodia generally receive clinical care in a pediatric HIV
clinic adjacent to the general pediatric ward.
The clinic is separate from the HIV clinic for
adults. Trained pediatric clinicians provide
the majority of care for children living with
HIV. However, the COC model is designed to
link the pediatric services to the adult services
in a family-centered way. The “glue” that links
pediatric and adult services is a unique feature

From the ground up: developing Pathways and Partnerships

Rolling Out and Scaling Up

of this program. One component of this glue is
the Mondol Mith Chuoy Mith (MMM) Center
(translated from Khmer as the Friend Support
Friend Center). The MMM service is one of the
essential elements of the operational framework for the COC for people living with HIV.
The MMM is a comfortable gathering place
for HIV-positive families, including children,
and is a primary focus for HIV care activities
in the operational district. Each MMM has its
own building and is attached to a referral hospital, to a health center, or even to a community location (for example, the local Buddhist
pagoda). MMM is a family-centered gathering spot and serves as a bridge of communication between pediatric and adult services.
MMM holds monthly meetings to facilitate
patients’ access to care and treatment and fosters partnerships between patients of all ages
and genders and their health-care providers.
Children are welcome and actively participate
in MMM activities. MMM also serves as a
vital linkage mechanism to improve access for
HIV-infected children to medical care, ART,
and nutritional support. For example, MMM
provides linkages between (1) HIV-positive
children and the outpatient department HIV
clinic and (2) VCCT services for children in
need of HIV testing. MMM also promotes
linkages between adults and children living
with HIV to access care and treatment. For
example, HIV-positive women often come
to the MMM Center with their children during MMM meetings. Counselors attending
the MMM meeting are trained to identify and
refer these children for appropriate testing
and care.
The Cambodian model for the integration
of clinical HIV care ensures an effective linkage

of HIV-exposed children from PMTCT to
pediatric care, and from pediatric care to
other services as needed, thus increasing the
number of HIV-infected children accessing
ART and psychosocial support. Rather than
creating an entirely new system of medical care that was not previously in place in
Cambodia, the MMM meeting was created as
a way for patients who receive care under the
different components of the existing system
(antenatal clinic, TB, adult, and pediatric) to
gather in one place. The MMM staff can then
make sure that newborns receive appropriate referrals, that TB patients receiving new
medications notify their HIV doctors, and
that patients with symptoms are evaluated
appropriately.
In addition to improving linkages, MMM
offers support groups for HIV-positive families, including special support groups for children. The MMM is a place where those living
with HIV, including children, feel safe and at
home. Therefore, the MMM model reduces
HIV-related stigma and discrimination.
Planning is now under way for the implementation of an MMM program specifically
aimed at addressing the needs of children
affected by HIV. This program will further
expand access for HIV-affected children to
general medical care as well as pediatric HIV
clinical care (see Figure 1). MMM staff will be
trained to identify the more general medical
needs of children and make appropriate referrals for HIV-negative children as well. With
this expansion, the MMM program will serve
as an important provider of comprehensive
care for orphans and vulnerable children,
including child-friendly peer support groups
for HIV-affected children.
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ANC = antenatal clinic; ART = antiretroviral therapy; CBO = community-based organization; HBC = home-based care;
IPD = inpatient department; MMM = Mondol Mith Chuoy Mith Center; mmm = MMM center for children;
NGO = nongovernmental organization; OI = opportunistic infection; OPD = outpatient department;
PLHIV = people living with HIV; PMTCT = prevention of mother-to-child transmission; STD = sexually transmitted disease;
VCCT = voluntary confidential counseling and testing
Source: Adapted from: Cambodia Ministry of Health. Continuum of care for people living with HIV/AIDS in Cambodia.
http://www.nchads.org/AIDS%20Care/CoC%20framework%20English.pdf. Accessed February 10, 2008.

Figure 1. Cambodian continuum of HIV care at the operational district level

will and financial resources are in place to support
frequent updating of guidelines and ongoing training based on these guidelines.
Another way to facilitate integration of HIV
care into routine child care is to make HIV testing
a part of the existing structure. Pediatric patients
congenitally infected with HIV face an estimated
33% mortality rate in their first year of life, increasing to more than 50% by two years of age.10 Given
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the high early mortality rates in infancy and possible decrease in mortality with early antiretroviral
therapy, it is essential to increase HIV testing for
young children. Furthermore, children account for
only 6% of those with access to antiretroviral therapy (ART) worldwide, while they comprise 14% of
those in need. Given this disparity, the pediatric
population needs to be targeted for expanded HIV
testing and subsequent improved access to care.

From the ground up: developing Pathways and Partnerships

expensive or time-consuming preparation or shipping requirements.
More efforts need to be focused on reducing the barriers to testing in high-prevalence settings. Surprisingly, health-care providers often
represent a greater barrier to testing than their
patients. Providers may be uncomfortable talking
to patients about risk factors, or they may simply
not have enough time to perform pre- and posttest counseling. Novel approaches, such as group
pretest counseling of pregnant women and routine testing of all hospital inpatients, can help to
simplify the process and reduce stigma associated
with HIV testing. Providers should also be trained
to recognize signs and comorbidities associated
with HIV and to routinely provide rapid testing
at the point of care to ensure patients receive their
results. Treatment of HIV can only be integrated
into routine care when HIV testing also becomes
part of routine care, rather than treating it as a special test that patients have to go somewhere else
to receive. Study of the implementation of routine
HIV testing approaches, use of virologic testing for
young infants, and determination of optimal methods for linkage of routine medical services to HIV
care should all be undertaken to ensure expanded
access to quality pediatric HIV care.
In order to include pediatric HIV care as part of
a family-centered model of health service delivery,
different stakeholders must be brought together to
improve linkages and reduce structural barriers.
Historically, these various stakeholders may have
had very little interaction, since many are physically and administratively separate. To promote
integration, care providers from different departments and different hospitals should be introduced to each other and a forum created for developing a program and for working out problems.
When individuals are introduced to one another,
the framework naturally develops for referral and
consultation. The natural first step for building a
Rolling Out and Scaling Up
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The 2007 WHO HIV testing guidelines for the
generalized epidemic setting recommend provider-initiated HIV testing of all children cared
for in pediatric health services.11 Pediatric patient
contact with the health-care system in many
resource-limited settings occurs primarily in the
immunization/well-child care clinics and in association with episodic acute care. The USAIDAMPATH partnership in western Kenya (see associated sidebar for a description of this program)
strives to offer provider-initiated HIV testing of all
pediatric inpatients. Similar strategies have been
successfully implemented and reported in Zambia
and Uganda.12,13 A strategy that routinely offers
HIV testing in the context of childhood immunization could potentially provide broad coverage
of testing at earlier stages of illness, rather than
when acute illness brings a patient to the hospital.
Investigators in the CHER trial found that most of
the deaths in their cohort occurred in the home.1
Since many (close to 80% in Kenya) children are
seen in immunization clinics for at least one vaccination,14 this might be one possible site where children at risk of HIV infection in high-prevalence
settings can be identified.
Systems need to be put in place that allow and
promote HIV testing for young patients in locations other than traditional voluntary counseling
and testing (VCT) centers. The use of virologic
testing for accurate diagnosis in young infants
also needs to be expanded as access to pediatric
ART is increasingly available. While virologic testing can be expensive and technically challenging,
dried blood spot HIV PCR has shown promise and
proven useful in resource-limited settings around
the world.15-17 This method of specimen collection
is simple and requires very little training. Blood
is collected from capillary blood, and therefore,
difficult phlebotomy is not necessary. Specimens
are dried and can be kept at room temperature
and shipped to a centralized location without

collaborative family care program is to develop
a local protocol based on national guidelines
for management of HIV-exposed infants. This
requires collaboration between MCH providers
and the general medical providers to ensure that
adequate baseline data are collected and communicated to those responsible for ongoing care.
Such a collaborative process can also ensure that
women living with HIV who become pregnant will
have appropriate continuity of care as they move
between general HIV care providers and obstetric
care providers, should they be different.
Care providers in a family-centered model generally have a very broad skill base but often lack
experience and resources for the management of
more complex problems. For a family-centered
care model to work, subspecialty consultation
must be available to routine health-care providers. Regular meetings could be arranged to discuss
problem cases among a multidisciplinary team.
This allows general care providers to gain experience with problem cases and to have access to specialist referrals when necessary. A comprehensive
resource guide for referrals for nutritional support
services, rehabilitation services, medical subspecialists, and social services can be provided to those
working in a family-centered care setting.
HIV care that caters to the entire family can
maximize economies of scale by consolidating
resources for common tasks. The most important
place to start with this consolidation is in the laboratory. Not every care center needs to have on-site
CD4 lymphocyte monitoring or viral load testing.
Centralization of these high-cost and relatively
low-volume laboratory tests can improve collaboration between facilities and minimize costs.
Support staff, such as adherence counselors, pharmacists, nurses, and outreach workers, can provide
care to all age groups, because the skill sets required
in these areas do not vary significantly with the age
of the patient.
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In order to facilitate integration of care and services for families living with HIV, public health officials need to work together to remove funding disincentives for integration. When care is provided in
a fee-for-service system, shifting patients from one
site to a common site may be viewed as lost revenue
by hospitals or doctors. When patients have to pay
for laboratory tests, every care center will want to
have instrumentation to perform these assays, even
though it is more costly and inefficient.
As groups come together to try to facilitate integration of care programs, it can be helpful for them to
jointly devise referral guidelines. Similar to the IMCI
algorithms, family care providers can work together
with TB programs, obstetrical programs, and other
subspecialists to devise an approach for collaboration. If expectations are jointly written, there will be
minimal confusion about when patients should be
managed, in which facility, and by which providers.
When scaling up treatment for family-centered
care, it can be helpful to identify sites as primary
treatment centers based on their ability to provide
comprehensive care to parents and children alike.
Hospitals with adult and pediatric services in close
proximity that have unified pharmacy and laboratory services, and where obstetrical care is provided, are good facilities for this type of integrated
program. With increased experience, these sites
can then serve as training centers and demonstration projects for other providers.
Training in pediatric care and management of
HIV-infected pregnant women is often not part
of standard programs. Since children represent a
smaller proportion of the HIV-infected population, programs typically do not focus attention
on pediatric care when systems of care are developed. If a family-centered approach is desired, it
can be extremely helpful to include pediatric treatment in the approach from the beginning. This
can be accomplished in two ways. First, pediatric
treatment recommendations can be included in
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Integrating the care of children living with HIV
into existing systems of medical care is an enormous challenge. It requires an understanding of
the existing health-care system and local culture
and attitudes. Here we recommend two different approaches to integration. In some cases the
best approach should be integration of HIV care
into routine pediatric care in systems where comprehensive, patient-centered strategies are well
established. In other cases, an integrated, familycentered approach may be better suited to the
available resources and methods already in place.
Regardless of the approach that is chosen, building pediatric HIV care services from the ground
up requires careful planning from the outset, with
a focus on designing activities that work together
as one harmonious program capable of optimizing
health outcomes for parents and children alike.
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national treatment guidelines, not in a separate
document. Throughout the guidelines document,
attention should be paid to child-specific needs,
rather than treating children as exceptions. In this
way, every practitioner and program manager who
reads the guidelines will be aware of the needs of
children and not be tempted to neglect the “pediatric section” as ancillary or irrelevant.
To further improve the uptake and implementation of an integrated family-centered approach
to pediatric HIV care, training in pediatric treatment can be included in all training programs.
Every provider who attends HIV treatment workshops would then be exposed to a pediatric HIV
treatment knowledge base and would understand
that children must be considered as part of the system and not separate and unique problems to be
addressed by a specialty practitioner.
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The Role of Social and
Behavior Change Communication
in Combating HIV/AIDS
Susan Krenn and Rupali Limaye
Johns Hopkins Bloomberg School of Public Health Center for Communication Programs, United States

A

lthough there have been
significant advances in prevention and
treatment since HIV was first discovered,
the virus continues to spread unabated in many
parts of the world. Strategies to prevent new infections must match both the complexity and the
multifaceted nature of the epidemic. Social and
behavior change communication is one such strategy that to date has been underutilized, despite
its proven effectiveness in many settings. This
chapter will discuss the role of social and behavior
change communication in HIV prevention and its
implementation in resource-limited settings.
AIDS is often characterized as a disease of intolerance and ignorance, compounded by social and
economic issues such as gender inequity, poverty,
and lack of political will, among others. Common
myths and misinformation about HIV/AIDS stand
in the way of greater awareness, discussion, and
acceptance of individual and societal behavior
change to reduce risk of infection. HIV-related
stigma can also be a barrier to the uptake of HIV
testing and can prevent those living with HIV from
accessing resources for positive living and compassionate care. Inadequate counseling services can
make it difficult for someone who is infected to

understand their options and make an informed
choice about appropriate treatment, reproductive health, and other issues. Fortunately, strategic
health communication interventions can make a
difference informing, equipping, and motivating
people to make appropriate choices about HIV
prevention and care.
HIV/AIDS communication efforts, like any
HIV/AIDS strategy, must address the whole care
continuum (i.e., prevention, care, support, and
treatment) to be effective. A holistic approach goes
well beyond prevention to include tools for the
biological, psychological, and social care of people
living with HIV, their families, and communities.1

Evolution of Social
and Behavior Change
Communication for HIV/AIDS
In the past, strategic planning for HIV/AIDS communication focused on determining the knowledge, attitudes, and practices of individuals deemed
at risk for infection. In the process of designing a
communication strategy, the variables contributing to behavior were identified, and then a theory
was developed to explain how these variables were
linked together. An intervention was then designed
Rolling Out and Scaling Up
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to influence these variables with the goal of producing a desired effect.2 As a result, approaches to
behavior change in the early years of the HIV pandemic focused on providing correct information
about transmission and prevention, based on the
theory that lack of accurate information about HIV
transmission and acquisition was a primary catalyst for the spread of infections. Unfortunately, this
approach fell short of producing the desired effect,
and it became clear that more complex, multilayered strategies would have to be developed.3
More recently, frameworks such as the Joint
United Nations Program on HIV/AIDS (UNAIDS)
communications framework 4 and the Health
Communication Partnership (HCP) Pathways
framework3 seek to understand and explain the
role of sociocultural influences (e.g., socioeconomic status, gender relations, cultural norms, and
spirituality) and environmental influences (e.g.,
government policy, access to services, and occupational risks) on human behavior.1 These frameworks are based on the understanding that beyond
an individual’s social network exist larger structural and environmental determinants that affect
HIV/AIDS-related behaviors. Such an approach to
communication reflects a greater appreciation of
the complexity of the HIV epidemic, and a greater
emphasis on social groups and contextual factors
rather than individual behavior alone.3

Maximizing Impact
through Strategic
Health Communication
Throughout the past 20 years, health communicators have learned that health communication
strategies that are collaboratively and strategically
designed, implemented, and evaluated can help
to improve health in a significant and lasting way.
Positive results are achieved by empowering people
to change their behavior and by facilitating social
change. The field of health communication has
13 6

evolved into what may be called the “strategic era,”
which is characterized by utilizing many different
channels of communication, multiple stakeholders, and an increased emphasis on evaluation and
evidence-based programming. Large-scale impact
at the national level, more pervasive use of mass
media, and a communication process in which participants (“senders and receivers”) both create and
share together are also increasingly being emphasized.5 Additionally, there is an ever greater push
for communication to be an integral component
of an HIV/AIDS program design, not a secondary
consideration or an afterthought.

Grounding HIV/AIDS Communication
in Research and Theory
Effective communication strategies are evidence
based. Evidence provides information about what
individual and social behaviors, knowledge, norms,
and practices need to change. Effective strategic
health communication programs are also based in
theory. The theory employed need not be complex,
but it does need to be appropriate. In other words,
the theory should reflect the evidence and the environmental and sociocultural variables specific to
the target population(s).
The research or evidence needed for strategic
health communication can be split into three categories: formative, process, and summative. Formative
research is used to learn more about a problem in
a specific social context and gathers both qualitative and quantitative data. Formative research
helps identify the extent of the problem, given the
parameters of the specific situation, and the factors
that explain its existence. It is typically conducted
near the start of the program. Examples of formative research activities include using a baseline
questionnaire to define and understand populations at greatest risk for HIV, determining the relationship among potential implementing partners
in care and treatment, and focus group discussions

From the ground up: developing Pathways and Partnerships

The Extended Parallel Process Model
The Extended Parallel Process Model (EPPM)a seeks
to explain when and why fear appeals work and
when they fail. It is based on the idea that in order
to motivate people to take action to protect their
health, messages must accomplish two tasks. First,
people must be made to feel that the threat posed
by the health problem is real and serious. In other
words, both perceived susceptibility and perceived
severity of the threat must be high. This is the part

of the theory that addresses the fear component.
Second, once people are in a heightened state of
awareness because of the fear, they must believe that
they have the capability to take action that will avert
the threat. At this stage, people’s confidence in their
ability to act (i.e., their self-efficacy) and their belief
about the effectiveness of the act (i.e., the response
efficacy) must both be high. This is the part of the
theory that addresses the efficacy component. The
theory further states that the combination of high
fear and low efficacy can be counterproductive;
if people’s fear levels have been aroused and then
they are led to believe that there is nothing they can
do, then they will avoid dealing with the issue altogether. This is known as a “fear-control strategy,”
which people use to manage heightened levels of
negative emotions, like anxiety. If, however, high
levels of fear are combined with high levels of efficacy, then people invoke a “danger-control strategy,”
which prompts them to take meaningful steps that
will minimize the threat, including taking precautions or preventive measures.
Using aspects of EPPM, the BRIDGE project
in Malawi sought to persuade people to take preventive actions against HIV/AIDS. BRIDGE did
this by informing people about their risk of HIV
infection and providing them with concrete steps
that they could take to avert the threat. In this way,
the campaign sought to increase both perceptions
of risk and self-efficacy. The campaign messages
were designed to enhance self-efficacy by promoting small, doable steps that people could take to
remain free of HIV. The campaign slogan Nditha!
means “I can!” in Chichewa (read more about this
campaign in the EPPM case study in this chapter).
It should be noted that EPPM is intended for
application in any setting, even though the theory
itself was developed in the United States. Although

More information on EPPM can be found at http://www.msu.edu/~wittek/eppm.htm and at
http://changingminds.org/explanations/theories/extended_parallel_process.htm.

a
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with most-at-risk populations to determine exposure risks associated with specific behaviors.
Process evaluation can be used to track program
activities and how well they are received by the target audience, thereby providing information for
midcourse changes, if necessary. An example of a
process evaluation activity is conducting in-depth
interviews with those affected by the intervention
(e.g., exposure to a prevention message about the
risk of needle sharing) to assess the effectiveness of
the intervention.
Summative evaluation assesses how well the
program achieves its objectives. This usually
occurs at the end of the program and provides
information on whether or not the program has
been effective and what needs to be changed to
achieve the desired result. An example of a summative evaluation activity is the distribution of a
final questionnaire, to be compared with a baseline
questionnaire that was collected prior to the start
of the program.3
Just as there are different research options,
there are also many theories that can be used as
a basis for designing strategic health communication. This chapter provides examples of three theories that are particularly relevant to HIV/AIDS
programming.

EPPM: The Malawi BRIDGE Project’s Nditha! Campaign

T

he Nditha! campaign, the
multimedia cornerstone activity of the
Malawi BRIDGE project, combines
nationwide radio with targeted print materials and community outreach to underscore the
message that Malawians can prevent the spread
of HIV/AIDS. Nditha is a word in the Chichewa
language of Malawi that means “I can.”
The Nditha! campaign strategy is based
on the BRIDGE project’s formative research
findings, which demonstrated a high level of
HIV knowledge among the target population of males and females of reproductive age.
The research also showed that corresponding
prevention efforts have been hampered since
many Malawians do not believe there is anything they can do to prevent HIV infection.

Inaction was found to be compounded by a
lack of open communication around HIV/
AIDS issues and a relative lack of personal risk
perception.
In response to these findings, the campaign
highlights the many small, doable actions that
people can take to foster an environment of
openness and support that is believed will lead
to a reduction of HIV risk exposure. The campaign is being rolled out in three phases, with
the first phase having begun in 2005.
As predicted, results from the first two
phases indicate that increased exposure to the
campaign is linked to greater self-efficacy to
enact HIV prevention behaviors, including
abstinence, mutual fidelity, and particularly
condom use.6

For more information on the Nditha! campaign and other components of the BRIDGE project, please visit
http://www.jhuccp.org/africa/malawi/.

factors that lead to risk perceptions and efficacy
beliefs are culturally defined, the theory’s central
claim—that both threat and efficacy perceptions
must be high in order for people to take action—is
believed by the theory’s creators to hold true across
different cultures.

Communication for Social Change
Communication for Social Change (CFSC)a is not
an actual theory but rather a model that synthesizes
two competing approaches to development communication. For many years, arguments raged over
whether the role of communication in support of

development was to deliver top-down, high-quality
information and motivational messages to mass
audiences or to enhance bottom-up communication that originated from participatory communication processes and that expressed the needs and
priorities of communities. CFSC emphasizes the
complementary role of both top-down and bottom-up communication in engaging communities,
in building on local wisdom, in expanding horizontal communication (i.e., communication that
occurs between individuals operating at the same
“level”) and through increased access to media.
At the heart of the CFSC approach is a process of

For more information on CFSC visit http://www.communicationforsocialchange.org.

a
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Social Learning Theory
The foundation of social learning theorya (also
called social cognitive or observational learning
theory) is the belief that people learn to act by
observing the actions of others, observing what
happens as a result of those actions, evaluating
the results in relation to their o wn lives, and then
rehearsing and attempting to reproduce those
actions themselves. The most common application of social learning in health communication is
the use of role models (e.g., celebrities, authority
figures) for the delivery of program messages. The
role models are people whom the target audience
can identify with and who perform the behavior
being promoted so that audience members can
observe, learn, and evaluate the results for themselves. A key concept in social learning is self-efficacy, which is confidence in one’s ability to perform
an action and achieve the desired results (e.g., as
in condom negotiation or malaria prevention).
Program planners and researchers use social learning theory to guide program decision making in

several ways. For instance, the theoretical framework helps to pinpoint what types of messages will
be most compelling. Questions that are raised may
include the following:
• Which role models will be appealing and
compelling?
• How should the behavior be visually
represented?
• How can you stimulate and/or reinforce behavior rehearsal?
• How can trials of the desired behavior be
encouraged?
• How can feedback about the results of the
behavior be provided?
• How can incentives for performance be
provided?

Guiding Principles
of Strategic Health
Communication
After being grounded in research and theory, strategic health communication should be guided by
the following principles:
Target social norms as well as individual
behavior. Individual behavior must be looked at as
a product of overlapping social and environmental
influences. Figure 1 shows how family, community, and peers, as well as environmental factors, all
affect individual behavior.3
Expand beyond ad hoc activities to a coordinated social movement. The rapid growth of the
HIV epidemic in many countries has intensified
the worldwide commitment to combat HIV/AIDS
and has brought many new actors to the table.
However, organizations often act quickly and without reaching out to other stakeholders in the interest of launching efforts as soon as possible. This
lack of coordination with like-minded partners

For more information on social learning theory, visit http://www.learning-theories.com/
social-learning-theory-bandura.html.
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community dialogue and collective action through
which the community itself identifies priorities,
develops a vision and plan of action, and mobilizes internal and external resources to carry it out.
Every time a community goes through this process, changes in both individual outcomes (such
as increased knowledge and healthier behavior)
as well as social outcomes (such as strengthened
community leadership, broader participation, and
social cohesion) are expected to occur. The model
can be used to describe and explain why previous
community projects were successful or unsuccessful (descriptive function), and it can also be used to
increase the likelihood that community action will
be successful (prescriptive function).7
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Figure 1. Overlapping social and environmental influences
Source: McKee N, Manoncourt E, Chin SY, Carnegie R, eds. Involving People, Evolving Behavior. New York: UNICEF;
Penang, Malaysia: Southbound; 2000.

often results in duplication of efforts, inconsistency of messaging, nonstrategic interventions,
and an inability to effectively scale up programs.
Even though time and “turf” issues may stand in
the way of effective coordination, there are several benefits to involving additional stakeholders.
Some potential benefits of a more thoughtful, stepwise approach include the ability to collectively
prioritize issues, harmonization of messages, more
effective use of human and financial resources, and
14 0

a cohesive strategic planning process in which all
players have a critical and clearly defined role to
play and a clearly defined niche.3
Bring community-level activities to scale
through mass media. Community mobilization is
a critical component of social mobilization; individual communities must be fully engaged as partners before a society’s response to the epidemic can
evolve. Mass media is a powerful tool in the health
communicator’s toolbox, with the ability to reach

From the ground up: developing Pathways and Partnerships

on HIV/AIDS. The four key elements of harmonization are as follows:
• Consistent messaging. Consistency is of paramount importance when there are multiple
programs operating in a small area. If messages
conflict, the target audience will lose trust in all
of the messages relating to the epidemic. This
can result in communication efforts that cause
more harm than good.
• Reducing duplication. Some programs may
focus on prevention messages, while others may
focus on prevention and testing. To maximize
the impact of scarce resources, implementing
partners should seek to avoid duplicating messages so that they may reach the widest possible
target audience with messages from across the
entire continuum of care.
• Maximizing resources. Coordinating health
communication messages with other implementing partners to avoid duplication and
inconsistencies ensures that resources can be
used efficiently.
• Prioritizing resources. Coordination among
implementing partners provides an opportunity for all partners to determine together which
issues are given the highest priority.

Strategic Communication
Design
Strategic communication is a promising response to
the HIV epidemic that to date has been underutilized. Barriers that have prevented the use of strategic communication include lack of funds, lack of
knowledge regarding accurate HIV information
among marginalized groups, lack of defined processes, and misunderstanding of the communication approach for health. The process of designing strategic communication requires a systematic
approach that includes use of data, careful planning,
creativity, linkages to other program elements, and
stakeholder participation. This contrasts sharply
Rolling Out and Scaling Up
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millions and provide much-needed information,
stimulate discussion on important issues, and influence social norms and behaviors. Frequently, these
two levels of intervention (i.e., community-level and
mass media) are treated as separate, parallel programs. When effectively coordinated, they can be
mutually reinforcing and complementary interventions, resulting in a greater overall impact.3
Design the communication program to fit the
epidemic. An effective HIV/AIDS communication
program needs to be designed in response to the
specific characteristics of the epidemic in the target setting. It is important to make the distinction
between generalized epidemics and concentrated
epidemics, as communication messages will differ according to the type of epidemic.8 According
to UNAIDS, a generalized HIV epidemic is one in
which adult HIV prevalence in the general population is at least 1%, and the main route of transmission is sexual.9 A concentrated HIV epidemic occurs
when HIV is concentrated in certain groups that
engage in behaviors exposing them to a high risk of
HIV. (See the “Understanding Different Audiences”
section in this chapter for more information.)
Link to services. Successful communication
interventions provide a clear call to action for the
audience. Communication can greatly improve
the uptake of services by promoting specific types
of services and sites. Communication can also
improve the quality of services through interventions designed to enhance the client-provider relationship. (See the “Creating Linkages to HIV/AIDS
Clinical Services through Communication” section
in this chapter for more information.)
Harmonize interventions. Various groups
work together and separately to provide a continuum of prevention, testing, counseling, treatment,
care, and support. When implementing strategic
health communication programs, it is important
for implementing partners to work together to
deliver effective and coordinated communication

Harmonization of Interventions: The Health
Communication Partnership in Zambia

T

he number of international
and national nongovernmental organizations, local organizations, and government
departments working on HIV/AIDS issues in
Zambia is almost too numerous to count. While
most groups have a specific, well-defined focus,
there is still the likelihood and risk of redundancies, inconsistencies, and overlap in messages,
programs, and tool creation. Even more harmful is the potential for gaps that will not be filled
and key intervention areas that will be omitted
altogether.
The Health Communication Partnership—
Zambia (HCP-Z) sought to avoid such pitfalls and
to strengthen collaboration and partnerships by
bringing all the relevant players together to map
out where each was working, which audiences
were being addressed, and which approaches and
tools were being used. This exercise was undertaken to see what, if any, essential HIV/AIDS
communication tools were missing. More than
three dozen participants took part in the mapping meeting, which highlighted the wide diversity and coverage of interventions. In the course
of the mapping exercise, a critical gap was discovered: none of the groups present had developed a
user-friendly guide for people living with HIV to
help navigate the challenges of living positively.
HCP-Z took the lead on producing a handbook to address this gap, while receiving feedback
at each stage of design and development from
multiple stakeholders (including partners working in antiretroviral therapy delivery, the Zambia
Ministry of Health, people living with HIV, and
various peer educators and counselors). While
this collaborative approach slowed the pace
of progress, it ensured that the messaging and
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approach was consistent with what was already
being done on the ground. Equally, if not more
important, stakeholder buy-in of the final product ensured that the handbook, entitled “The
Positive Living Handbook,” would be widely
accepted and used. The handbook featured colorcoded chapter headings and easy-to-understand
language and graphics. Topics covered ranged
from food selection and sexual and reproductive
health to opportunistic infections and the rights
of people living with HIV. To date, more than
40,000 copies of the handbook have been ordered
and distributed throughout Zambia, and it has
been adapted for use in three other countries.
Due to the success of this collaborative
approach, HCP-Z has continued to involve a
wide range of stakeholders whenever communication materials intended for mass distribution
are being produced. Other examples of products developed by this process include three very
popular and widely distributed videos: Mwana
Wwanga, three short stories about prevention of
mother-to-child transmission; Road to Hope, an
honest portrayal of the challenges of being HIVpositive and dealing with antiretroviral therapy;
and Our Family Our Choice, which looks at the
fertility options and related decisions faced by
HIV-positive couples.
The initial survey of available HIV/AIDS
communication responses and existing materials
prompted the National AIDS Council (Zambia’s
coordinating body for HIV/AIDS response) to
ask HCP for help in compiling a national database of communication activities and materials.
This effort served as the foundation of the newly
established HIV/AIDS Resource Center at the
National AIDS Council.
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Before designing a communication program, it
is important to understand the characteristic of
the HIV epidemic in the target setting. In some
countries, for example, in southern India and
Afghanistan, the epidemic is mostly confined to a
certain group of people, for example, sex workers
in India, men who have sex with men (MSM), or
injecting drug users (IDUs) in Central Asia. These
types of epidemics are referred to as concentrated or
nongeneralized epidemics. In other countries (e.g.,
South Africa), the epidemic is affecting the general population rather than any specific subgroup.
This type of epidemic is referred to as a generalized
epidemic.
As stated earlier, a generalized HIV epidemic is
when adult HIV prevalence in the general population is at least 1%, and a concentrated epidemic
is when HIV is concentrated in certain groups
who engage in behaviors that expose them to a
high risk of HIV infection.9 The HIV epidemics in
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Behavioral change interventions should utilize a
systematic approach in their design and implementation. The systematic approach refers to a sequence
of steps that guide program planning and implementation, and one model is called the “P-Process.”
This process entails five steps: analysis, strategic
design, development and testing, implementation
and monitoring, and evaluation and replanning.
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with the common, ad hoc practice of designing
posters or other materials to address a specific cause.
Ensuring that all stakeholders are involved in the
planning process, implementation, and evaluation
of the health communication program is paramount
to the success of any communication effort.3

5
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Step 1: Analysis
Step 2: Strategic Design
Step 3: Development & Testing
Step 4: Implementation & Monitoring
Step 5: Evaluation & Replanning

Figure 2. Steps in strategic communication:
the P-Process
Source: Johns Hopkins Bloomberg School of Public Health/Center for
Communication Programs.a

countries in sub-Saharan Africa are generalized
epidemics.
Characteristics of nongeneralized (concentrated) epidemics include the following:
• Usually driven by sexual and injecting practices, especially among vulnerable groups,
including sex workers and men who have sex
with men
• Target population usually harder to reach than
the general population; tend to be underground
or do not want to be identified according to
their behavior
• Require large-scale but targeted activities to
reach HIV-vulnerable groups

For more information on the P-Process, visit http://www.hcpartnership.org/Publications/P-Process.pdf.
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Characteristics of generalized epidemics include
the following:
• Driven primarily by sexual behavior in the general population
• Require large-scale changes in social norms,
sexual values, and practices
• Social change critical to the success of
interventions
• Can be impacted by broad-based, national (versus targeted) campaigns
Due to these differences in the nature of epidemics, communication messages must be tailored to
address the behaviors for each type of affected group.
In short, there is no “one size fits all” strategy that
can be used to address all of the issues surrounding
HIV transmission across a variety of settings.

Communicating to Different Audiences
When designing messages for any audience, communicators should consider the seven Cs of effective communication.
Box 1. The Seven Cs of Effective
Communication
1. Command attention. Attract and hold the audience’s attention. Make the message stand
out so that it draws people’s attention and is
memorable.
2. Cater to the heart and the head. People are
swayed by both facts and emotion. Use both
approaches to maximize the persuasiveness of
the message.
3. Clarify the message. Ensure the message is
clear and easily understood so that the audience can respond.
4. Communicate a benefit. Stress the advantages
of adopting the new behavior being promoted.
5. Create trust. The credibility of the message is
important. Without trust and credibility, the
message will go unheeded.
6. Call to action. Include a clear call to action. Tell
the audience precisely what they should do.
7. Be consistent. Repeat the same message consistently. This will avoid confusion and enhance
the impact of the message through repetition.
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Communicating to the
General Population
Communication strategies targeting generalized
epidemics must promote fundamental changes in
social processes and norms.8 Yet communicating to
the general public about HIV is challenging, given
the number of issues that need to be addressed.
The following are some guidelines to assist with the
creation of messages for general audiences:
• Emphasize “you can’t tell by looking.” Many
people think that someone who looks healthy
cannot possibly have the virus and therefore do
not take precautions to avoid infection.
• Focus on risk behavior. Seek to persuade those
engaging in risky behavior to change, instead
of focusing on risk groups, as this can lead to
stigma and discrimination.
• Focus on the ABCs. Messages should focus on
the ABC three-pronged prevention strategy of
abstinence, being faithful, and correct and consistent condom use, along with a strategy for
partner reduction.
• Promote available services. Promote the available HIV/AIDS services, such as counseling and
testing, care and treatment, and support groups.
Communication should stress the availability
and ease of use of these services.
• Emphasize the importance of getting tested.
Getting tested should be emphasized as an entry
point to accessing needed services, making
positive life changes and getting connected with
groups that can provide support.
• Address stigma. Stigma plays an important
role in fueling the epidemic. Generalized epidemic campaigns should explain how stigma
(language, attitudes, and behavior) allows the
epidemic to thrive, and how people often stigmatize others without realizing it.3
In addition to these guidelines, there are a number of myths surrounding HIV that should be dispelled whenever possible. Some of these myths have
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including communication, and should be
included as partners to fight against gender
inequality.
• Targeting men and women together. Provide
opportunities for men and women to work
together toward decreasing their risk. Genderbased activities are largely focused on women,
or if they do include men, they separate targets by gender. Instead, communication efforts
should seek to bring the two genders together to
openly discuss gender norms.3

Addressing Social Factors that
Contribute to the Epidemic

Alcohol Use
The consumption of alcohol is now recognized
as a key determinant of sexual risk behavior, and
indirectly, as a contributor to HIV transmission.
Cross-sectional studies conducted among adults
have shown that alcohol use is associated with HIV
infection.11 Additional studies have discovered
associations between alcohol consumption and
unprotected sex, timing of sexual debut, and multiple sex partners, all of which lead to an increased
risk for HIV infection.12 Addressing the complex
motivations behind excessive alcohol consumption
is challenging; however, key areas of focus for communication efforts are as follows:
• Risk behaviors. Messages should seek to persuade those engaging in excessive alcohol consumption to change their behavior by moderately
consuming alcohol, as excessive consumption is
associated with high-risk sexual behavior.
• Consuming alcohol minimizes perception of
risk. Because alcohol use reduces inhibitions
and self-control, communication efforts should
stress that consumption alters self-perception
of risk.13
• Utilize counselors to promote partner communication. Educate counselors on how to
help female clients talk to their partners about
how consumption impedes communication
about HIV prevention.14

There are many social factors that fuel the epidemic, including, but not limited to, gender, alcohol use, multiple partners, cross-generational sex,
and transactional sex. This section briefly discusses
key messages that address the role these factors
may play in the spread of HIV.
Gender
There are many gender-related factors that are
believed to fuel the spread of HIV. The following
are some key areas that communication efforts can
focus on to bring about positive change:
• Gender equity. Clearly communicate the need
for gender equity. Gender roles are socially
determined and can therefore be changed.
Communication can challenge these roles to
provide a more equitable environment.
• Power imbalances in relationships.
Communicate (in a culturally sensitive manner) that power imbalances in a relationship
increase HIV risk. Messages should address
the power imbalances and the consequences
of these imbalances and can emphasize that a
man’s self-worth is determined by caring for his
partner’s well-being.
• Inclusion of men. Men have often been ignored
in many programmatic gender interventions,
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proven to be as deadly as the epidemic itself, and
this is another area where communication can play a
pivotal role in slowing the spread of HIV. Responses
to common, widely circulated myths are as follows:
• Sex with a virgin does not cure HIV/AIDS.
• Condoms are not infected with the virus by foreign governments.
• AIDS is not caused by witchcraft.
• HIV is not transmitted by touch.
• HIV/AIDS is not limited to drug users and
homosexuals.10

PROMOTING Gender equity: the African Transformation
toolkit

A

frican Transformation (AT) is
a package of tools designed to promote
gender equity, participatory development, improved health, and community action.
The package includes a facilitator’s guide and
nine profiles portraying women, men, and couples from Tanzania, Uganda, and Zambia who,
through their actions, overcame gender barriers to reach their goals and became positive role
models in their communities. Their stories feature the challenges they faced and triumphed
over when dealing with issues ranging from
traditional and cultural values and reproductive
health to violence between partners and networking and life skills. AT was developed by the
Health Communication Partnership.
AT provides the means for men and
women to discuss and debate how gender
influences their lives. Through this process,
AT helps men and women chart a way forward to transform harmful gender norms and
reinforce positive ones. The overall goal of AT
is to generate and reinforce gender-equitable
normative behavior concerning health, decision making, and resource distribution among
men and women in African countries. Topics
covered in the profiles and guide include social
roles, traditional and cultural norms, women’s
and men’s reproductive health, sexually transmitted infections and HIV/AIDS, life skills,
violence between partners, joint management
of resources, and the benefits of networking.
AT has been recently evaluated in Uganda
with positive results.15 The evaluation was a
posttest consisting of in-depth interviews and
a survey to evaluate changes in self-efficacy,
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views about gender norms, participation in
community groups, household decision-making, and other topics associated with participation in the project.
Highlights from the findings include the
following:
Improved self-efficacy. Compared to nonparticipants, AT participants expressed significantly higher levels of confidence in their
ability to take action, particularly with respect
to community activities to eliminate or reduce
harmful traditional practices.
More equitable gender norms. Both male
and female participants expressed a significantly
more equitable view of men’s and women’s roles
than was true of nonparticipants; participants
were also significantly more likely to agree that
both men and women can clean, cook, collect
water, and shop for household goods compared
to nonparticipants. AT had a significant and
positive effect on men’s perceptions of men who
assumed nontraditional roles; men who had not
participated in the project reported disapproval
of nontraditional men at twice the rate of participants. Participants who had taken part in five or
more sessions scored significantly higher on the
Gender Equitable Men16 (GEM) scale than those
who participated in less than five sessions. (The
GEM scale examines men’s normative gender
perceptions and was adapted for this evaluation
to incorporate attitudes about women that parallel those about men.)
Greater participation in community
groups. Compared with 70% of nonparticipants, 95% of participants had taken part in at
least one community meeting.
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Multiple Partners
Multiple concurrent partnerships (MCPs), the
practice of people having more than one sexual
partner at the same time, are a major driver of the
HIV epidemics found in much of sub-Saharan
Africa. The rate of change of sexual partners—and
especially the number of concurrent partners—is
a key determinant in the spread of HIV. Reducing
the number of partners and more specifically the
rate of change of sexual partners is therefore a key
risk reduction strategy. Individuals in acute stages
of HIV infection are highly infectious and messages to prevent transmission should specifically
target this group.17 The following are some key
areas of focus for communication efforts targeting
those engaging in MCPs.
• Reduce the number of partners and limit the
rate at which sexual partners are changed.
Advocate for the reduction of sexual partners
and fewer changes of sexual partners, stressing
the fact that multiple partners leads to increased
chances of transmission. MCPs are estimated to
increase HIV risk tenfold.18
• “Zero grazing.” Uganda mounted a successful
national campaign to encourage people to stick
with their regular partners to reduce the risk of
HIV exposure. This was termed “zero grazing”
in light of the fact that many people in Uganda
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Positive self-reported effects of participation. More than half of male participants came
to recognize that women can play a greater
role in decision making in the home. Overall,
respondents reported changes in attitudes
about women’s abilities and came away with

an enhanced appreciation of the benefits that
accrue when men and women work together.
Among male participants, 44% said they had
come to recognize that they must never hit a
spouse or partner.

raise cattle and are therefore familiar with this
term. The campaign reported that multiple
partner behavior dropped noticeably after the
campaign was initiated.17
• Address gender-defined roles. Create awareness about gender-defined roles and behaviors that place expectations on men to act in a
dominant or womanizing fashion. Men may
also experience psychological pressure to fulfill
family obligations, which sometimes results in
having multiple sexual partners.18 I In cultures
where polygamy is the social norm, messages
should be modified to take into account the
local context.
• Facilitate dialogue among partners. Research
conducted in southern Africa indicates a lack
of communication between partners on sexual
issues in relationships. Open dialogue can clarify expectations and enhance the quality of a
relationship. Communication interventions can
play a pivotal role in promoting the benefits of
monogamous long-term relationships.
• Link MCP interventions. MCP interventions
should be linked with ongoing prevention strategies and programs. Messages on partner reduction and serial monogamy should complement,
not replace, messages about abstinence, condom use, or faithfulness.
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The Scrutinize Campaign

T

he Scrutinize campaign was
created in partnership with United States
Agency for International Development
(USAID), Johns Hopkins Health Education in
South Africa (JHHESA), and designer jeans label
Levi’s to encourage and equip young people to
take responsibility to reduce their risk of HIV
infection. The campaign, which was launched in
2008, involves a series of short animated commercials known as animerts. It uses animated
township characters who illustrate daily life
encounters that place young people at risk of
HIV infection. The animerts, which are intended
for 18–32 year-olds in South Africa, aim to equip
viewers with a new HIV fact or insight to help
them examine (or scrutinize) their own risky
behaviors and beliefs. The main topics addressed
by the series are perceptions of risk, multiple
and concurrent partnerships, faithfulness, condom use and safety, transactional intergenerational sex, and alcohol and sex. The animerts
are broadcast on national television and are used
to stimulate discussions in a series of organized
youth conversations. The initiative is also supported by organized campaigns in higher education institutions.

Communication Strategies
According to the producers, the Scrutinize
series makes use of township characters, slang,
and symbology that the youth in South Africa
can easily relate to. Created by communications
company Matchboxology, each of the animated
commercials is about 40–60 seconds long and is
based on the everyday realities that place young
South Africans at risk of HIV infection. The lead
character is a taxi driver named Victor who is on
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a mission “to flip HIV to H-I-Victory.” His character was created in collaboration with a wellknown South African comedian, Joey Rasdien.
He is joined by a cast of four other local actors
and comedians. The characters include a shebeen
queen (a female owner of a small drinking establishment, usually in her home), a sugar daddy (an
older man who dates young girls), a young girl, a
businessman, and a teenage boy.
Personifying HIV as a ninja character is part
of the series’ HIV communication strategy.
According to the producers, research indicates
that HIV messages become far more effective
when presented in a way that people can easily
relate to. The ninja pops up in many different
situations: alongside sugar daddies and mommas, hanging around when there is drunken
sex in shebeens, and never far away from the
stigma and prejudice that help it grow stronger.
Qualitative research was conducted by JHHESA
to ensure that each animert communicates the
correct message clearly and with impact.
The first eight animerts will be broadcast on
local television in South Africa for a period of a
year. The aim will be to reach target audiences during peak hours and at times when youth programs
are broadcast. The campaign will also be taken to
local communities, where the commercials will be
used as discussion starters for a series of planned
youth conversations around HIV/AIDS. The
series of animerts will also appear in public health
clinics via Mindset Health television, an initiative which delivers content through satellite
broadcast and datacast into hospitals and clinics.
Levi’s will also feature the characters on T-shirts
as part of its “Red for Life” range in shops
nationwide.
Source: The Communications Initiative [Web site]. http://www.
comminit.com/en/node/278114/38. Updated October 7, 2008.
Accessed December 12, 2008.
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Multiple Partner Reduction: Zero Grazing and Changing
Social Norms in Uganda

I

n response to the HIV/AIDS epidemic in the late 1980s and early 1990s,
Uganda encouraged a “zero grazing” policy, which encouraged people to reduce their
number of sexual partners. The policy in
Uganda utilized a combination of explicit and
repeated pronouncements and the committed engagement of faith-based organizations,
government, the military, and the national

Cross-Generational Sex
There has been a recent heightened interest in relationships between younger women and older men,
where the woman is significantly younger than
her male partner. The motivations for a woman
to engage in a sexual relationship with an older
partner are numerous and include strategies to
gain love and affection, a marriage partner, and
monetary gifts. Unfortunately, studies have shown
that larger age differences within partnerships are
associated with decreased condom usage. A multi
variate analysis in rural Zimbabwe showed that a
one-year increase in age difference between partners is associated with a 4% increase in the risk of
HIV infection. Another study in Kenya and Zambia
among women showed that there was a significant
positive association between large age difference
with one’s husband and HIV infection.19 The following are key areas of focus for communication
efforts addressing cross-generational sex:
• Social norms around cross-generational sex.
Sexual relationships with older men are a social
norm in many countries. Reducing the acceptability of the practice is a key strategy.19

health system, aided by mass communications focused on the reality of people dying
from AIDS. The combination of these efforts
achieved a tipping point, and avoiding risky
sex became the social norm. This experience
stresses the importance of having reinforcing messages delivered from a variety of different of sources. Additionally, this approach
to behavior change originated from within,

• Power imbalances in relationships. Similar
focus should be given as efforts to address
power imbalances specifically (see subsection
“Gender”).
• Prevention for young people. Youth easily
discount the risk of infection, since the consequences are perceived as something that may
occur in the distant future. Messages that focus
on prevention, such as preventing unintended
pregnancy and the dangers associated with
abortion and sexually transmitted infections
(STI)s, are more likely to influence behavior in
women in cross-generational relationships.
• Girls’ self-esteem. Messages should attempt to
raise self-esteem among girls and young women
and inform them about alternative sources of
income generation.20
• Reproductive health information. Many
young girls in cross-generational relationships
lack accurate reproductive health information
and therefore do not even perceive that they are
at risk of HIV infection. This lack of awareness
makes it unlikely that they will protect themselves in sexual relationships with older men.
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ADDRESSING Transactional Sex: The YEAH Project and
Something for Something Love Campaign

D

espite Uganda’s making signi
ficant progress in the 1980s and 1990s
toward decreasing HIV prevalence,
recent sentinel surveillance data show infection rates increasing among 15–19-year-olds.
The risk is particularly serious for young
women, who are more than twice as likely as
men to become infected with HIV between
the ages of 18 and 19.21
According to studies conducted in Uganda
between 1997 and 2001, anywhere from 31%
to 90% of girls age 14 to 19 had been involved
in sexual relationships in exchange for gifts or
money.19 In addition, the Ugandan government
estimates that as many as 30% of girls age 15 to
24 are involved in transactional relationships
with men 10 years or more their senior.22
To address these risk factors, Young
Empowered and Healthy (YEAH), a national
sexual and reproductive health/behavior change communication program for
young people, developed the “Something for

• Need for men to take responsibility. Men must
be equally involved in efforts to minimize transmission risk in cross-generational relationships.
Messages should encourage men to be sexually
responsible by knowing their status, being faithful, and using condoms.19
Transactional Sex
Transactional sex is the act of engaging in sexual relations for money or gifts, and it is not the
same as cross-generational sex. The economic
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Something Love” (SFSL) campaign to address
transactional sex. Utilizing the MARCH
(Modeling and Reinforcement to Combat
AIDS) approach, the radio serial drama Rock
Point 256 was developed as the centerpiece of
the SFSL campaign. Characters model positive
behavior change over time, and the campaign
incorporates reinforcing radio spots, print
and outdoor media, and a wide range of communication tools (e.g., publications, training
kits, drama scripts, music, interactive DVDs)
to create a supportive environment through
community participation.
Rock Point 256 is broadcast to 14 radio stations and reaches an estimated weekly audience of five million youth. This audience was
established through youth advisory groups,
which decided that listening to this broadcast
was important to their healthy development.
In 2007, Rock Point 256 won the AfriComNet
Award for Best Folk Media Initiative for a
radio serial drama and comic book series.

power of women, especially in Africa and other
resource-limited settings, has decreased for the
last century. As a result, women are increasingly
financially dependent on men. In this situation,
women’s sexuality has been used as a source of
economic potential.19 Transactional sexual relationships are a social norm in many countries.
Therefore, social norms are a key area of focus
for communication efforts targeting transactional
sex. Reducing the acceptability of this practice is
a key strategy.19
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COMBATING Stigma: The Malawi BRIDGE Project Radio Diaries

M

alawi is rated as one of
the 10 countries worldwide most
affected by HIV/AIDS. In response
to this need, the Malawi BRIDGE Project
embarked on the Radio Diaries project. The
Radio Diaries, which are incorporated as part
of weekly programming on a variety of radio
stations nationally, present the personal narratives of two diarists, one male and one female,
who are HIV-positive. The Diaries are personal,
powerful accounts that engage the audience in
the lives of the diarists, humanizing those living with the disease. The Radio Diaries’ main
objectives are reducing stigma and discrimination against people living with and affected by
HIV/AIDS in Malawi communities, increasing
understanding of personal risk and vulnerability to HIV/AIDS among the general population, and increasing involvement of the general
Malawian population in HIV and AIDS issues.
It is also hoped that the program will foster a
more compassionate environment in which
problems and solutions can be discussed in a

Stigma
HIV/AIDS-related stigma is a reality anywhere in
the world where there are people known to be living with HIV. It is a significant obstacle to creating
change in social norms and individual behavior, and
therefore every communication campaign should
seek to address stigma by creating awareness around
the language, attitudes, and behavior that perpetuate
stigma and discrimination. Communication efforts
have the unique ability to present the human face of
the epidemic, thereby challenging the pervasive “us

positive, constructive fashion, both at the community level and hopefully at the government
and policy level.
BRIDGE Project research has shown positive effects of the Radio Diaries on both the
listeners and the direct participants (e.g., the
producers and diarists). Since the program
first began airing, there has been a significant
reduction of stigma observed toward people
living with HIV, increased use of voluntary
counseling and testing services, and increased
membership in support groups for people living with HIV. The program has also had a significant impact on national media, encouraging new production methods at radio stations,
increasing capacity and knowledge on HIV/
AIDS among producers, strengthening radio
station management response to HIV/AIDS,
and increasing donor support for other health
programming at the radio stations.23
For more information about the Radio
Diaries, visit http://www.jhuccp.org/africa/
malawi/docs/RadioDiariesFactsheet.pdf.

and them” mentality among the general public. The
following are key areas of focus for communication
efforts targeting stigma:
• “Us and them” mentality. HIV-related stigma is
often layered upon preexisting stigmas concerning socially marginalized and vulnerable groups
(e.g., IDUs, MSM, sex workers). Messages should
stress that there is no difference between “us” and
people living with or at risk of HIV infection.
• Breaking the stigma cycle. People living
with HIV may be implicitly associated with

Rolling Out and Scaling Up

151

the Sonagachi project: Sex Workers use Peer Outreach
to Fight HIV

S

marajit Jana, an epidemiologist working in Kolkata, India, started the
Sonagachi Project in 1999 to protect sex
workers from HIV and other sexually transmitted infections. The project was unique in its
approach due to the fact that Jana believed that
sex workers could run the project. The project
set up a health clinic and hired the sex workers in the area to perform peer outreach. These
women wore distinctive coats over their saris,
giving out free condoms and spreading the
word about HIV/AIDS. They spoke with madams, police, and local ruffians who run the sex
industry, persuading them to use condoms to
protect their investments, and thereby, reduce
HIV risk exposure. Additionally, they opened
up their own bank to lend one another money.
“With sex workers everywhere else, within

stigmatized behaviors, regardless of how they
became infected. So once there is a stigmatizing environment, all sufferers of AIDS are
looked at through tinted lenses and are subjected to even more suffering. Those who have
been affected by HIV should be treated with
respect.
• Concepts of care and compassion. Messages
should speak to people’s hearts by appealing
to their emotional nature and asking them to
be compassionate toward those in their community. It should be stressed that the only way
to overcome the epidemic is through a united,
community-wide response.
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three to four years, the prevalence has just skyrocketed,” commented Jana. But the Sonagachi
Project has managed to keep HIV prevalence in
these women down to just 11%. This is at a time
when HIV prevalence in other red-light districts in Goa, Mumbai, and Pune has soared.24
The combination of the sex workers’ union
along with the project increased condom use
from 3% to 90%.25
There is some scientific evidence that the
Sonagachi model can be successful in other
settings. The model of using sex workers as
peer outreach workers advocating on behalf
of other sex workers and empowering women
is a powerful one that resulted in increased
use of condoms in a West Bengal community in a controlled study at the University of
California.24

Communicating to Specific
Audiences
Epidemics sometimes disproportionately affect
specific groups, such as sex workers, MSM, IDUs,
pregnant women, youth, and orphans. This section
offers guidance on key messages targeting specific
groups commonly at risk.

Sex Workers
Sex workers are predominantly women who trade
sex for money and use sex as their primary means
of income. They are different from women who
have sex for transactional purposes, or those who
engage in cross-generational relationships, both
of which are discussed in another section in this
chapter. Sex workers are particularly vulnerable
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Pregnant Women
Pregnant women who are HIV-positive are an important target for prevention of mother-to-child transmission (PMTCT) messages. By providing information
on how a mother can prevent her unborn child from
acquiring HIV, mothers are given the opportunity to
protect them from the virus. Additionally, PMTCT
is an essential tool in fighting the epidemic globally.
Key messages for HIV-positive mothers include the
following:
• Seek care. Persuade HIV-positive mothers to
speak to a counselor about their family planning,
PMTCT, and pediatric care for their children
who are HIV-infected or of unknown status.

• Treatment options. Communicate that drugs
are available to protect their children from
infection during pregnancy and delivery.
• Breastfeeding. Promote the latest breastfeeding
guidelines for HIV-positive pregnant women to
inform the expectant mother about the need to
adopt alternative feeding practices to reduce the
risk of transmission.
• PMTCT stigma. Communicate the dangers of stigma against HIV-positive mothers
(e.g., women suspected of being HIV-positive
because they do not breastfeed).3

Youth
Youth represent a unique audience with special needs
in regard to communication program design. Young
people often believe that they are not vulnerable to
HIV and, as a result, are more likely to put themselves
at risk of contracting HIV than adults. About half of
all new infections occur in young people between the
ages of 15 and 24, warranting the need to specifically
address the behaviors of this population. Key messages for youth include the following:
• Delay sexual debut. Motivate young people to
delay sexual debut as long as possible to minimize exposure to the virus.
• Reduce number of partners. Advocate for
the reduction of sexual partners, stressing the
fact that multiple partners leads to increased
chances for transmission.
• Value condom use. Argue that condom use
is valued and expected in any type of sexual
relationship.
• HIV is not visible. A key message is that one
cannot tell if a sexual partner has HIV unless
the partner has been tested.3
• Myths surrounding HIV. Promote the truth
behind the common HIV myths that many youth
may believe and tell others (see section entitled
“Communicating to the General Population”).
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to infection due to multiple sexual partners, frequency of sexual acts, limited condom use, and low
bargaining power in condom use with clients. Key
areas of focus for messages targeting this group
include the following:
• HIV infection risk. Sex workers and their clients
carry a high risk of contracting HIV. Messages
should communicate high levels of risk, as well
as behavioral changes on how to lower risk.
• Condom use. Messages should stress that condoms must be used correctly and consistently to
reduce the risk of contracting HIV.
• Condom negotiation skills. Sex workers may
fear that insisting on condom use will result
in violence or loss of income. Communication
campaigns should build sex workers’ confidence and self-efficacy for effective negotiation.
• Protection with regular partners. Sex workers often do not use condoms with regular partners. Messages should encourage sex workers to
protect themselves in all types of relationships.
• Counseling, testing and STI treatment.
Messages should stress the benefits of diagnosis
and treatment of STIs and motivate sex workers
to act.3

Thailand’s 100% Condom Program

T

hailand was the first Asian
nation to realize that it had a major HIV/
AIDS problem, one that was so serious
that it became a top priority on the national
agenda. In the early 1990s, HIV prevalence of
brothel-based sex workers had reached 15.2%,
up from 3.1% in 1989. Prevalence was also
rising among young Thai men from 0.5% in
late 1989 to 3% in late 1991. It was soon determined that the majority of new infections were
occurring through commercial sex. To address
this alarming trend in new infections, Thai
public health officials devised a new strategy in
1989 to promote condom usage among those
engaging in commercial sex in the Ratchaburi
province. They called this strategy the 100%
Condom Program.
The program sought to address the concern that sex-worker establishments requiring
condom use would lose clients, and therefore
money, to those establishments that did not
require condom use. Because many clients did
not want to use condoms, clients would simply go to another establishment, so there was
no economic incentive for establishment owners to promote safer behavior by requiring
condom use. Regional communicable disease
control officials realized that the solution was
to require all establishments and sex workers in
the province to use condoms for every sex act.
When this program was implemented, the rates
of sexually transmitted infections dropped, and
efforts were expanded into neighboring provinces with positive results. Even though the program was working in the provinces where it had
been implemented, new problems arose—if a
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man could not find a sex worker willing to have
unprotected sex in Ratchaburi, he could travel
to a neighboring province and find someone
there. To combat this trend while reinforcing
the important role that sex workers played in
the epidemic in Thailand, the National AIDS
Committee, chaired by the prime minister,
issued a resolution to implement the 100%
Condom Program nationally.
Condom use was promoted through mass
media, peer education, and outreach programs, and condom quality was ensured
through the Ministries of Public Health and
Industry. Approximately 60 million condoms
a year were provided free of charge, primarily
at sex establishments.
Initially, many people doubted that the
program would work, as many believed that
they would still be able to engage in commercial sex without a condom. Yet a number
of studies, as well as surveys of sex workers,
found that condom use in brothels exceeded
90%. Among approximately 2,000 sex workers interviewed in one study looking at the
effectiveness of the program, 97% reported
always using condoms with clients they saw
once, while 93% reported always using them
with clients they saw repeatedly. Consistent
condom use with one-time clients was around
96% in all sex establishments and more than
99% in massage parlors.26 This points to the
notion that the 100% Condom Program was
most effective due to various channels of communication that were utilized to target all the
people involved—sex workers, brothel owners, and clients.
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SUPPORTING WOMEN ENROLLED IN PMTCT:
the mothers2mothers Program

T

he mothers2mothers (m2m)
program was created through the
Horizons Program of Population
Council and Health Systems Trust to assist
women enrolled in prevention of mother-tochild transmission (PMTCT) programs in
facing the challenges associated with living
positively and in following recommended
PMTCT guidelines. The m2m program in this
case study, which is located in the province of
KwaZulu-Natal in South Africa, provides psychosocial support to mothers through peer
counseling provided by other HIV-positive
mothers who serve as mentors.
Mentor-mothers conduct daily outreach
activities to inform pregnant women and
new mothers about PMTCT clinic services
as well as referrals. One-to-one counseling is
also provided by mentor-mothers on a daily
basis in the health facilities. Finally, mentor-

mothers provide community outreach by visiting women in their homes to assist them with
status disclosure and provide support for their
chosen infant-feeding method. These visits are
also used as an opportunity to promote safer sex
and family planning, and to encourage mothers
to return to the clinic for wellness HIV care and
to have their infant tested for HIV.
A recent evaluation of the program suggests that m2m plays an important role in the
care of HIV-positive women and their infants.
Importantly, the program links women to
health facilities, which has been commonly
identified as a weakness of traditional PMTCT
services. The evaluation found that a peer
support approach produced an association
between participation in the program and
greater psychosocial well-being and increased
uptake of PMTCT services.27

For more information on mothers2mothers, visit http://www.m2m.org/.

People Living with HIV
The goal for health communicators in crafting messages for people living with HIV is both to promote
the ways in which HIV-positive people’s quality of
life can be improved and to stress the importance of
measures to prevent HIV transmission and reinfection. Key messages targeting people living with HIV
include the following:
• Human rights. Address the human rights
aspect of HIV by asserting that people living
with HIV enjoy the same basic rights as any
other individual, and that human rights abuses
should not be tolerated. Messages can also refer

people to services that can help them in cases
where their rights have been violated.
• Available services. Promote the availability and
location of health-care and support services for
people living with HIV.3
Any communication effort targeting those
who are HIV-positive should involve people living with HIV in the design, delivery, monitoring,
and evaluation of campaigns. In addition, people
living positively can serve as important role models for others living with the virus and can help
model behaviors leading to improved health and
well-being.3
Rolling Out and Scaling Up
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Orphans
Orphans are frequently denied health care and
the right to an education, and suffer stigma due
to their status. Additionally, many of these children are exploited through sexual means, such as
through human trafficking and prostitution. Key
messages addressing issues related to orphans
include the following:
• Preserve care for orphans. Communicate the
need to help families that are caring for orphans,
including the need for community and economic
support. Also stress the need for linking orphans
with existing support services, especially for
those who do not already have a caregiver.
• Rights of the child. Advocate for respect and
preservation of children’s human rights; in
countries where these rights are not explicitly protected, policy changes or mobilization
around this issue can be advocated for.
• Capacity/potential of orphans. Assert the need
to support the capacity of children to exercise
their rights and grow up to be healthy, productive members of society.3

Men Who Have Sex with Men
Campaigns targeting MSM need to be comprehensive, sensitive, and culturally appropriate.
Reaching MSM populations can be especially
challenging in countries or regions where samesex relationships are highly stigmatized, such as
in sub-Saharan Africa. Developing successful programs will require targeting existing social networks and engaging MSM themselves to achieve
the greatest impact. Key messages targeting MSM
include the following:
• Practice the ABC approach. The ABC
approach (abstinence, be faithful, use condoms)
is an applicable prevention message. MSM in
the West are familiar with the term “negotiated
safety,” which is a practice that allows for discarding condoms among seronegative partners
15 6

who negotiate and agree to have sex using condoms outside their relationship.
• All unprotected penetrative sex is risky. Some
people believe that anal sex is less risky than
vaginal sex, yet rates of HIV transmission associated with anal sex are significantly higher. It is
important to stress that a condom must be used
during any type of sexual penetration, including
anal and oral.
• Misconceptions about oral sex. Penis-to-mouth
sex involves some risk, especially if there are cuts
or lesions through which bodily fluids can be
transmitted. Messages should stress using condoms as a protective barrier for oral sex acts.
• Consistent and correct condom use. Correct
condom usage should be stressed, including
appropriate application, use, and removal. It
should also be stressed that condoms may break
when an oil-based lubricant is used.3

Injecting Drug Users
The sharing of needles among IDUs is one of the
primary behaviors responsible for HIV transmission in many countries. IDUs also contribute to
increased sexual transmission, and as such serve as
a gateway for HIV to enter non-IDU populations.
The fact that injecting drugs is illegal makes it hard
to reach IDUs, as they are generally criminalized and
marginalized. Another challenge is the issue of legality around needle exchange programs. Although
research shows that needle exchange programs are
one of the most effective ways to prevent the spread
of infectious diseases among IDUs, these programs
are outlawed in most parts of the world. Stigma is a
continuing challenge as well, because many people
believe IDUs are to blame for the spread of HIV.3
Communication programs targeting IDUs
must gain the trust of this hard-to-reach population; utilizing peer educators is important in message development. Key messages targeting IDUs
include the following:
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Rolling Out and Scaling Up

IMPROVING SUPPORT FOR People Living with HIV: The “Treat
for Life” Campaign in Uganda

T

he Joint Clinical Research
Center (JCRC), the leading parastatal
provider of antiretroviral therapy (ART)
in Uganda, created the “Treat for Life” communication campaign to improve patient adherence to ART regimens, to reduce prevalence of
self-medication with ART, to increase the number of people accessing ART services in a timely

manner, and to improve the capacity of JCRC
counselors to provide quality ART counseling.
The Health Communication Partnership
provides technical assistance to JCRC to
develop the following communication materials: ART adherence calendar, ART Basic Facts
Brochure, radio talk show, positive prevention
brochure, and billboards.

For more information about “Treat for Life,” visit http://www.hcpartnership.org/Programs/Africa/uganda/art.php.

• Dangers of needle sharing. Communicate the
high risk of exposure to HIV and other lifethreatening diseases (e.g., hepatitis B and C)
when sharing needles.
• How to disinfect needles. Stress methods to
disinfect needles before use to reduce risk of
exposure.
• Sexual risk-taking under the influence of drugs.
Many drug users tend to engage in high-risk sexual behaviors. Communicate the importance of
using condoms at all times to reduce risk.
• Fight stigma against IDUs. Stigma and discrimination present barriers to accessing many
IDUs. Stress the importance of reducing stigma
against IDUs, especially that IDUs should not
be discriminated against in the health-care setting. This will encourage more IDUs to seek out
services, while discouraging health-care professionals from practicing discrimination.3

Creating Linkages to HIV/AIDS
Clinical Services through
Communication
The need to think and act holistically about client needs in the provision of HIV/AIDS services

is critical. Communication can play a key role in
supporting a holistic approach and improving the
overall quality of care.
Clinic-based, community-oriented, and mass
media interventions all have a place in facilitating the uptake and utilization of HIV/AIDS services and helping the client to successfully navigate
through the continuum of care.
Specifically, communication interventions can
help as follows3:
• Increase awareness of and reduce barriers to the
use of the services
• Influence social/community norms to support
specific behaviors
• Improve the quality of counseling and providerclient interactions at these services
• Educate consumers and potential clients to
make optimal use of the services
• Enable community and service delivery partnerships for effective service delivery

Client-Centered Care
A client-centered care model is one cornerstone
of quality service provision. Patient-centered care
is care that (1) explores the patient’s main reason
Rolling Out and Scaling Up
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for the visit, concerns, and need for information;
(2) seeks an integrated understanding of the
patient’s world—their whole person, emotional
needs, and life issues; (3) finds common ground
about the problem and reaches mutual agreement
on management; (4) enhances prevention and
health promotion; and (5) enhances the continuing
relationship between the patient and the doctor.28
This model of care facilitates a respectful, positive, and productive interface between the client
and service provider. Good provider interpersonal
communication and counseling skills, as well as
job aids, are important tools that facilitate a clientcentered approach.

Clinic-Based Communication
The interpersonal communication and counseling
skills of providers are an often-neglected component of HIV/AIDS training programs. Yet a provider’s ability to relate to and engage with a client
is central to ensuring positive outcomes. The HIV/
AIDS service provider should be able to put the
client at ease and present information in a clear
and understandable way. Providers need to elicit,
understand, and respond to client concerns, as
well as provide follow-up and referral information. These “soft” skills are critical to the success
of initiatives such as provider-initiated HIV testing
that are now being implemented in many settings.
Curricula and other tools addressing HIV/AIDS
interpersonal communication and counseling skills
are readily available and can be adapted to suit the
needs of a particular setting.a

Provider Job Aids and Client Materials
Job aids and client materials can significantly
enhance the quality of the provider-client interaction. A well-designed job aid—whether it is a counseling card, flip chart, or wall chart—can help the

provider to present information to the client clearly
and consistently. Job aids can also be used to reinforce provider knowledge and practice, or to provide
the latest technical information on emerging issues,
such as male circumcision. Take-home materials for
the client can reinforce information or topics discussed during the visit, provide instructions (e.g.,
medication dosages and timing to improve adherence), or address concerns that may not have been
addressed during the clinic visit. Print materials
distributed to clients can also be shared with others,
including friends and family members, who may
play a supporting role in client care and/or need to
be reached with important health messages.
The following are some key questions to consider
when designing a communication strategy aimed at
improving the quality of HIV/AIDS services:
• What are current levels of quality and access
to services, and what plans are in place for
improvement?
• By what criteria do clients and community
members judge the quality and accessibility of
services?
• What factors enable or hinder clients’ ability to
communicate well with service providers?
• What are the current mechanisms for community involvement in quality improvement and
what opportunities exist for increasing them?
• What are provider opinions and attitudes toward
the community and clients they service?
• How do providers treat people living with
HIV?
• What are provider attitudes and behaviors
toward vulnerable populations, such as MSM,
sex workers, and IDUs?
• What factors enable and/or hinder service
providers’ ability to communicate in a facilitative, supportive manner while interacting with
clients?

For examples of communication tools, visit: http://www.jhuccp.org/pubs/.

a
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ENHANCING Service Promotion: Ethiopia HIV/AIDS Talklines
for Patients and Service Providers

H

IV/AIDS telephone “talklines”
are excellent ways of providing accurate
health information and counseling. The
confidential, anonymous, nonjudgmental nature
of talklines enables callers to speak freely about
sensitive matters without embarrassment.
In 2005, the Ethiopian AIDS Resource
Center (ARC) launched the Wegen AIDS
Talkline, or Wegen 952, Ethiopia’s first state-ofthe-art, toll-free, national HIV/AIDS talkline.
Wegen operators provide information, counseling, and referrals on a wide variety of topics related to HIV/AIDS, other sexually transmitted infections, and TB. Ethiopians access
the free and anonymous service by dialing
952 from anywhere in Ethiopia. The talkline
operates from 8:00 a.m. to midnight, Monday
through Saturday. The information and services provided through Wegen (e.g., promotion of voluntary counseling and testing, safe
sexual behaviors, and ART adherence; counseling and support) complement information
that patients receive from their care providers.
Wegen is promoted nationwide through many
channels, including print materials produced
by ARC and its partners, as well as via advertisements on local radio and TV programs.
The talkline also tracks complaints received
from callers on HIV- and AIDS-related issues.
Callers from across the country provide

• What formal and informal networks exist in the
community being serviced?
• Who are the formal and informal leaders in the
communities being served?3

feedback on the quality and availability of
HIV/AIDS services, which is then directed to
the respective service providers for resolution.
As one caller notes, “Wegen not only enabled
me to access ART, but helped me during the
time of my distress and frustration I felt after
knowing that I am HIV-positive. Wegen made
me understand the importance of positive
living. Following the counseling I got from
Wegen counselors, I became aware about the
fact that I could still be a productive citizen
even if I am living with the HIV virus.”
ARC has also recently established a call center service for hospitals and health centers providing ART services. This call-in line enables
health service providers and clinical professionals across Ethiopia to gain immediate responses
to problems they encounter while providing
ART services. ARC is also exploring strategies
to use the call center to address burnout issues
by providing psychosocial support for HIV/
AIDS service providers.
At the request of the HIV/AIDS Prevention
and Control Office, ARC is supporting hospitals
by overseeing the introduction of Internet connectivity at 100 hospitals nationwide, facilitating more effective data collection on HIV/AIDS
services as well as the potential for enhanced
information exchange with and support to providers working in HIV/AIDS services.

Community and Mass Media Interventions
Beyond the clinic walls, community mobilization
and other communication interventions can go a
long way in facilitating clients’ understanding of
and access to HIV/AIDS-related services.
Rolling Out and Scaling Up
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HIV/AIDS Service Promotion
People need information on the services that
are available, where, when, and at what cost.
Promotion of services—from provision of condoms for prevention to antiretroviral therapy
(ART) or PMTCT for treatment—can range from
the simple to the sophisticated: from a signboard
outside the facility listing available services, to
more complex promotional efforts involving
branding and promotion through mass media,
local outreach events, and other promotional
efforts that direct people to specific services.
The following are general guidelines for communication efforts aimed at promoting specific
HIV/AIDS-related services.
VCT
• Clearly explain voluntary counseling and testing (VCT) and its benefits. Educational materials should explain what VCT is and what people can expect, the accuracy of results, and what
results mean.
• Promote the concept of responsibility in
relation to getting tested. Messages should
promote VCT as something everyone should
do, not just those who are ill or have an HIVpositive partner.
• Emphasize confidentiality of testing.
Communication should focus on the confidentiality of VCT to build trust in the service.
• Communicate risk to youth. Messages should
focus on behavior that puts young people at risk
and the importance of getting tested if engaged
in risky behavior.3
ART
• Stress that antiretrovirals (ARVs) are not a
cure. Make it clear that ARVs treat rather than
cure HIV/AIDS.
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• Communicate the importance of drug adherence. Stress the importance of following the
regimen exactly as prescribed by the doctor to
obtain the most positive health outcomes.
• Communicate the negative effects of nonadherence. Stress that nonadherence leads to drug
resistance, which in turn can render treatment
ineffective.
• Promote support groups. Encourage people
on ART to join support groups for psychosocial
support.3
Pediatric ART
• Emphasize that adherence is key. Promote
information, education, and communication
materials to providers to remind them to talk to
caregivers about adherence, as it is key to keeping the child healthy.
• Promote peer support. Partnering with an adolescent club can help dispel myths about ART
and decrease the harmful effects of stigma and
discrimination on young patients.
• Involve children in drug administration.
Involving the child in drug administration helps
them gain a better understanding of the dosing schedule as well as what their body needs to
fight the virus.29
• Promote the efficacy of ARVs. Many caregivers believe that ARVs will not make a difference. Emphasize that when children take ARVs
correctly, they can live longer and more productive lives.
• Educate caregivers about drug fatigue.
Many caregivers and children may become
overwhelmed knowing that they have to take
drugs their entire lives. Caution caregivers and
young patients against becoming careless or
forgetting to take their ARVs, which can lead
to treatment failure.30
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Male Circumcision
• Male circumcision reduces risk of HIV infection. Male circumcision should be recognized
as an additional strategy for the prevention of
male acquisition of HIV infection. It should be
noted that male circumcision does not reduce
the risk of HIV transmission from an infected
male to his female partner.
• Male circumcision does not provide complete
protection against HIV. Circumcised men
can still become infected with the virus, and if
HIV-positive, they can still pass the infection
to others.

• Promote consistent condom use, even with male
circumcision. Male circumcision does not provide complete protection against HIV; therefore,
other HIV prevention strategies, such as male and
female condoms, should be promoted.32

Conclusion
Communication is an important tool for promoting positive behavior change—educating, informing, and motivating people to improve their health
and the health of their families and communities.
As has been described in this chapter, various
forms of communication have been successfully
used in resource-limited settings to fight many of
the drivers that fuel the epidemic. Only through
persistent and well-conceived, comprehensive
communications strategies, coupled with highquality health services, can we reverse the tide of
the HIV epidemic in the most affected regions of
the world.
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Integration of Family Planning
and HIV/AIDS Care
• Promote spousal communication. Through
communication modeling and role play, couples can be encouraged to discuss issues that
connect HIV/AIDS and family planning.
• Deepen family planning communication.
There is more room for family planning communication in any clinical setting. Address the
rumors and misconceptions surrounding family planning and HIV, and promote correct and
consistent use of condoms.
• Encourage couples’ counseling and testing.
One person in a relationship may find it difficult to disclose an HIV-positive diagnosis to a
partner. Encourage couples to get tested and go
to counseling as a couple.31
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T

en years ago, in 1997, a meeting
was convened in Geneva, Switzerland, by the
Joint United Nations Program on HIV/AIDS
(UNAIDS) to begin the process of examining communications approaches to HIV and AIDS globally.
Four subsequent meetings were held in Abidjan,
Côte d’Ivoire (1997); Washington, D.C. (1998);
Bangkok, Thailand (1998); and Santo Domingo,
Dominican Republic (1998). The outcome of these
consultative meetings led to the development of
what became the UNAIDS / Penn State communications framework (henceforth referred to as the
UNAIDS framework) for HIV and AIDS.1 Since
the development of the UNAIDS framework, some
countries, such as Ethiopia, have used the framework as a guideline for their national HIV/AIDS
communications plans.
The UNAIDS framework was developed
through a participatory process that involved
103 health and communications researchers and
practitioners.a The framework advanced a new
approach to HIV/AIDS prevention, care, and support by focusing on one or more of five contextual

domains: government policy, socioeconomic status, culture, gender relations, and spirituality.2 This
framework differs from conventional strategies
employed in HIV/AIDS prevention work because
it focuses on the contexts within which individual
behaviors occur rather than focusing primarily on
individual behaviors. In this chapter, we describe
the five contextual domains of the framework by
using examples from Senegal (based on the experiences of the authors) to illustrate the importance
and relevance of each domain. We then present an
example of how this framework has been applied in
Ethiopia (based on the experience of the authors)
as part of its national HIV/AIDS communications
plan. We conclude with case studies to illustrate
the impact of this context-based framework at the
national level.

Five Contextual Domains
As indicated, five contextual domains were identified as being the keys to successful communications strategies at the national level. The framework
was published as a “house-to-home” strategy.1 This

a
For a detailed description of the process by which the framework was developed, including some of the
follow-up activities, see Airhihenbuwa, 2007.
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Communications Strategies for HIV/
AIDS in Africa: Lessons Learned in
Ethiopia and Senegal

means that at the global level, we have a framework that is identified as a house containing the
five domains. To make the house into a home, each
country and region would need to modify and
adapt it to its own unique setting. Following is a
description of the five domains.

Contextual Domain 1: Government Policy
Government policy arguably exerts the most
influence on social change, having the power to
transform social and environmental forces for
the benefit of individual health outcomes, even
when individuals have no intention of changing.
For example, smoking and its effects are an area
in which public and institutional policies in many
countries have made a major difference, thereby
reducing vulnerability to negative health consequences. The need for government policy is often
most appreciated when it is absent, as in the case
of the absence of policies to protect against HIV/
AIDS stigma in many countries.3 While the tendency has been to focus solely on government
policy, policies of institutions outside government,
such as universities, multilateral donor agencies,
and civil society organizations, are also central to
transforming the social and environmental contexts that can encourage and normalize both positive and negative behaviors.
The leadership of each country plays an
important role in communicating about HIV/
AIDS. Official policies shape how the collective
voices and images of the disease are perceived by
the general public. Some policies, such as those
that make provision for supply of antiretroviral
(ARV) drugs, communicate a sense of urgency,
while others, such as those that do not insist on
school health education about AIDS, reinforce
complacency.
In Senegal, soon after the first HIV/AIDS cases
were detected in 1986, the Senegalese government publicly acknowledged that HIV and AIDS
16 6

existed in Senegal and must be addressed urgently.
Its position was based on scientific evidence provided by well-known Senegalese researchers. The
studies carried out by Senegalese researchers in
collaboration with international partners helped
develop an indigenous, independent perspective
and gain greater political support.4 The Senegalese
scientific community, including researchers in the
social sciences, has enjoyed easy access to the highest government authorities since the beginning of
the epidemic.5 The fact that prevention messages
about AIDS were coming from Senegalese nationals helped lend credibility to these early announcements. Building credibility among the general public was especially important during a time when
the Western media were contributing to negative
reactions, such as denial, by portraying negative images of those infected and, in some cases,
suggesting racial links between HIV and African
populations.6
The Senegalese government swiftly set up a
national multidisciplinary AIDS prevention program that was one of the first to be developed
in Africa. The program was implemented by a
National AIDS Committee under the Ministry
of Health (MOH). During the early phases of the
epidemic, the committee organized meetings with
parliamentarians, researchers, religious leaders,
and other influential groups, such as members of
the media (e.g., editors and journalists), to provide them with information and training on HIV/
AIDS-related issues. In 2001, the National AIDS
Committee became the National Council for the
Fight against AIDS and was placed under the
authority of the prime minister. This change of status strengthened its multisectoral approach. The
committee included representatives from a large
variety of social and government sectors, as well as
associations of people living with HIV, members
of the private sector, and members of vulnerable
groups, such as women.

From the ground up: developing Pathways and Partnerships

Contextual Domain 2:
Socioeconomic Status
Socioeconomic status has a significant impact on
the success or failure of many public health interventions, even though it may not independently
explain disparities in health outcomes. Individuals
and communities that constitute the bottom rung
of the socioeconomic ladder are the most vulnerable to HIV/AIDS; they have the least power to
demand attention to their welfare needs and the
least access to health information and treatment.
They also tend to have poor nutritional status, have
limited access to routine health care, and be least
able to afford medical services. For these reasons,
socioeconomic status influences, to a great degree,
one’s vulnerability to HIV/AIDS.8 Government
policy in some countries has been shown to help
minimize a population’s vulnerability to HIV/AIDS
despite limited resources. Senegal’s approach is one
example of how this can be achieved.7
Senegal’s poor economic status (per capita
annual income of less than US$750)9 translates
into scarce health resources. In the context of HIV/
AIDS, scarce health resources translate into poor
health infrastructure and a high cost for ARV
drugs, making HIV treatment inaccessible for the
majority of the population. Between 1992 and 1996,
the government of Senegal invested in one of the
highest budgets devoted to AIDS in West Africa,
with about US$20 million being spent on prevention programs.4 In addition, the Senegalese government launched efforts to address the problem
of availability of ARVs, making support and care
of people living with HIV a national priority. The
process of expanding access to ARVs started with

the creation of the Senegalese Initiative of Access
to ARVs program (Initiative Senegalaise d’Accès
aux Antiretroviraux [ISAARV]) in 1998. At that
time, Senegal was the first country in sub-Saharan
Africa to develop a government-driven ARV treatment program for the general public. Senegal was
followed by two other African countries (Uganda
and Côte d’Ivoire) that started their programs
under the framework of the UNAIDS initiative for
better access to medicines.5
ISAARV was started in the context of limited
national resources and widespread poverty among
the general population. The cost of ARV treatments was extremely high, and the international
consensus, influenced by the donor community,
often recommended prevention rather than treatment for African populations and the populations of other developing countries.9 Some of the
major international institutions were reluctant to
finance access to treatment in sub-Saharan Africa.
However, after having conducted several biomedical and social operational studies, ISAARV
began implementing its own treatment program
in 1998 with the support of 250 million CFA francs
(US$500,000) in government funds. One such
effort was the country’s decision in 2000 to be
among the first countries to participate in the partnership program called Accelerating Access to HIV
Care, Support and Treatment.10,11 With the support
of participating pharmaceutical companies, the
price of ARV drugs in the country was reduced by
80%. This considerable reduction in drug prices
made it possible for some people (a small portion
of those in need) to obtain these drugs, while the
majority of people still were unable to afford or
have access to treatment. With these funds and a
program in place, ISAARV lobbied the pharmaceutical industry, which agreed (contingent upon
massive and coordinated purchases) to apply
preferential pricing for the Senegalese government.10 The Senegalese policy was informed by
Rolling Out and Scaling Up
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At the international level, the Senegalese government is known to have played an important
role in the mobilization of African heads of state
and members of the international community in
the struggle against the HIV/AIDS pandemic.7

studies5 that had succeeded in demonstrating that
the country had the required competencies to correctly administer treatments and that it could succeed in bringing about a reduction in the cost of
ARV drugs (resulting in a 90% reduction in price)
through appropriate purchasing strategies. Finally,
the initiative resulted in the adoption of a government decision in 2000 to make ARVs available free
of charge to all eligible individuals.
The Senegalese response to HIV/AIDS appears
to have benefited from the country’s health policies that were developed prior to the outbreak of
the global HIV/AIDS pandemic. Senegal had set
up a number of political, legal, and social arrangements aimed at controlling a number of infectious
diseases and also at improving health conditions
generally (policies for blood transfusion safety,
management of sexually transmitted diseases,
reform of the health system, support for women’s
and youth associations, etc.).4
The official policy on blood transfusion safety
was articulated in recognition of the fact that
Senegalese society has a tradition of active community involvement in health and development issues.
To face the HIV/AIDS threat, the policy was able
to initiate the mobilization of religious, women’s,
youth, and other community groups. According to
several studies,10 200 nongovernmental organizations (NGOs) were active in the fight against AIDS
in Senegal by 1995. Over 400 women’s groups, with
a total of half a million members, also supported a
wide range of AIDS-related activities.
In a case such as this, in which there is an urgent
need to respond to HIV and AIDS, it becomes even
more important to understand the cultural contexts of behaviors so that prevention strategies can
focus on multiple contexts and institutions.

Contextual Domain 3: Culture
The role of culture in understanding the contexts of preventive health behavior cannot be
16 8

overemphasized. Rather than focusing exclusively
on the negative aspects of culture as is often done
in intervention programs, we recommend beginning a program with the positive aspects of culture.
Culture is most important when health communicators understand and acknowledge the strengths
that reside in a particular community so that they
are able to identify the cultural strengths as they
examine cultural challenges (see the PEN-3 model
in Airhihenbuwa, 2007).12 The goal is to assess the
positive and negative aspects of a culture rather
than focusing solely on the negative.
Culture shapes an individual’s understanding
of health concepts, since the meanings of health,
drugs, treatment, and illness are all culturally constructed. Most people involved in HIV/AIDS communications have recognized the importance of
culturally appropriate communications. However,
efforts to ground HIV/AIDS prevention messages
in local culture are apparent in some contexts and
surprisingly absent in others.
Prevention efforts throughout Senegal are also
conceptualized so as to correspond to traditional
Senegalese culture. The president of the NGO
SIDA Service, E.D. Diouf, illustrated this point by
sharing the following story at the opening of the
1996 conference on AIDS and religion in Senegal:
The symposium, today, reminds me of the big
community meetings that former kings of the
Sine kingdom used to organize for their traditional religious leaders. When there were
signs that a big calamity was getting closer, the
Saltiguis (leaders) explained to the populations,
in big assemblies, the seriousness of the danger, revealed the fight they took to contain it
and recommended behaviors individuals had
to hold to protect themselves and especially to
safeguard the country.13
Along the lines of what Diouf refers to in his
address, the Senegalese national AIDS response
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of women and men should be understood and contextualized, as will be discussed in the case studies
at the end of this chapter.

Contextual Domain 4: Gender Relations
The impact of HIV/AIDS on women remains one
of the most challenging aspects of the pandemic.
Women are more vulnerable to HIV, more stigmatized, and the least empowered to control their
environment. Even though discussions of women’s
vulnerability tend to focus on women without equal
reference to men, the positive and negative roles
men play in women’s lives should be fully addressed.
Gender analysis should address both male and
female dynamics as they relate to HIV/AIDS communication. The notions of power and equality
come into play at this level. Gender roles influence
not only communication styles but also who has a
voice (the opportunity to speak and be heard).
UNAIDS reports that an estimated 23,000
women in Senegal were HIV-infected by the end of
2003, representing slightly more than half (53%) of
the total HIV cases in Senegal.11 While the overall
rate of female infections has remained steadily low,
in line with the country’s prevalence rates, the rate
among sex workers has been rising at an alarming rate. Nationally, the prevalence rate among
female sex workers grew from 1% in 1986 to 14%
in 2002.11 Despite this increase, the overall HIV
prevalence among sex workers in Senegal appears
to be relatively low in comparison with that of
many countries.9
Prior to the discovery of HIV/AIDS, the
Senegalese government had taken steps to decriminalize sex work. Laws provided protection and
medical follow-up under certain conditions. Those
provisions eventually helped spread awareness of
HIV/AIDS among sex workers.7
Efforts to implement prevention efforts with a
focus on gender roles include the work of community-based women’s associations in cooperation
Rolling Out and Scaling Up
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placed an emphasis on the familiar concept of
disoo, which literally means interacting around a
burden or challenge. Disoo refers to the images of
discussion and consensus building before making a
critical decision. The concept of consensus building is translated by the Wolof word degoo, which
literally means listening to each other in a collective
and interactive way. The consultations that built
Senegal’s national response to AIDS were described
as part of a process of peace building. The Wolof
word jamm refers to both peace and good health.
It is understood as a product of consultations and
processes aimed at reducing tensions, conflicts,
misunderstandings, and social exclusion.
The Senegalese case highlights the importance
of social communication in the processes of sensitization. Here, collective thinking and discussion were pursued as a prerequisite to consensus
building and integrating the response into social
relations and networks. Successful social communication strategies recognize that societies and
communities construct their own discourses, using
their own socially appropriate languages and symbolic systems. Using these systems to their maximum effect helps ensure that the values and representations likely to mobilize populations to face
the HIV epidemic are well understood and internalized by local populations.
The Senegalese response also highlights multiple forms of mobilization on the part of NGOs
and civil society interested in serving as extensions
to the national response. The approaches centered
around human rights and/or women’s rights managed to achieve a high level of success due to civil
society interventions.4 Structural responses and
legal provisions were worked out to protect the
rights of people living with HIV and to develop
responses to abuses of those rights.
HIV prevention efforts in Senegal also built on
the customary, popular, or traditional elements of
Senegalese culture. Within each culture, the roles

with the National Council for the Fight against
AIDS. The role of women’s organizations within
the National Council ensures that they actively
participate in implementing policies related to
women. In so doing, they can promote the inclusion of women’s concerns and issues related to
HIV/AIDS. In addition, the work of NGOs, such
as the Society for Women and AIDS in Africa
(SWAA) Senegal, is a great example of how the
capacity of women’s associations to communicate
can be reinforced. These larger organizations can
help generate a heightened awareness of the specific concerns and recommendations of women
with regard to HIV/AIDS. Traditionally, women’s associations serve as support networks (natt,
mbotaay, tuur, Dimbatulon, Kanyaleen)a and help
ensure that women hold preeminent roles in the
dissemination of information and the organization
of collective responses concerning issues relating
to sexuality and the health of women and children.
These associations’ roles are often recognized not
only as a source of social and economic support,
but also as a source of spiritual support. This leads
to our discussion of spirituality, another critical
aspect of communications and the last domain of
the framework being discussed.

Contextual Domain 5: Spirituality
Spirituality is a much broader and more inclusive
concept than religion, even though the two terms
are often used interchangeably. Spirituality embodies primarily values and beliefs and how they are
shared, and the rituals that accompany how the
sharing is expressed.13 Such sharing may take place
through tolerance, compassion, acceptance, support,

and faith. Aspects of spirituality include questions of
what is considered right and wrong and what constitutes fair and unfair. Evidence from HIV/AIDS
literature shows that there is a relationship between
spirituality and both positive and negative attitudes
toward HIV/AIDS.13 When attitudes are positive, a
supportive space is opened up in which persons living with HIV can feel accepted. When attitudes are
negative, an environment that breeds discrimination and stigmatization is created.
In Senegal, there is a high degree of religious
tolerance among religious leaders, despite differing beliefs. Muslims and Christians live together
peacefully and treat one another with mutual
respect. The existence of various religious groups
is recognized and legitimized by the Senegalese
government; major Muslim and Christian holidays are national holidays.13 Not only do religious
groups respect each other, they also collaborate
when necessary for the benefit of the country. In
several instances, Muslim and Christian leaders
have worked together to address national issues.
The process of mobilizing religious leaders
around HIV/AIDS started with surveys of Muslim
and Christian leaders.13 The findings from the surveys were used to produce appropriate educational
materials. Training sessions were organized to
help disseminate information in such a way that
HIV/AIDS prevention became a regular topic in
Friday sermons and in prayer sessions in mosques
throughout Senegal; preeminent, well-respected
religious figures even addressed the issue of HIV
prevention on television and radio.13
In March 1995, about 300 senior Muslim leaders
gathered for a conference on HIV/AIDS in Dakar,

Natt is a type of women’s group; the word natt literally means a contribution. Each woman gives an equal part, and the total is
given to one member of the group every week or month. Mbotaay is another type of organization that insists on the solidarity
of its members. The word can be translated as a group that is carried together on the back of one mother. Tuur refers to women
who meet in one house after another. The word refers to libation. Dimbatulon is a Manding word. Dimbas are women who do
not have children or who have difficulties with childbearing and maternal health. Dimbatulon is a group of Dimbas with their
activities in one neighborhood. Kanyaleen is a Diola word for the same type of women’s organization as Dimbatulon.

a
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that are considered to be success stories in HIV/
AIDS prevention, support, and treatment. During
the final phase of the development of the framework,1 the following conclusions were reached:
1. Changes in behaviors should be encouraged,
along with changes to the environments in
which behaviors are taking place, by focusing
on one or more of the five domains.
2. Interpersonal communication should be used
as a strategy to promote changes in social contexts and individual behaviors, since media
campaigns alone have not proven to be effective in changing behavior.
3. While the framework offers a broad direction,
as in a house, each country and region must
adapt it to its own particular methods to make
it a home.
Following the development of the framework,
an implementation process was developed to provide some direction for countries wishing to use
the framework.

Country Implementation
Process
The overall objective is for each country to develop
a communications strategy that focuses on contextual factors that promote positive individual
behaviors and that have the power to change negative behaviors.
Specific country-level activities include the
following:
• Identify a national HIV/AIDS plan or strategy.
Within this strategy, the role of communications
in prevention, support, and treatment should
be identified by listing activities in the plan that
require or are part of a communications strategy. As a part of the initial preparation, each
country should identify and document activities
(such as published or unpublished reports and
articles) that show the level and range of existing HIV/AIDS prevention, care, and support
Rolling Out and Scaling Up
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with the presence of the head of the state. Christian
leaders also attended major events during the conference. The conference firmly supported HIV/
AIDS prevention efforts. During the conference,
the religious leaders in attendance announced that
they did not consider HIV to be a divine retribution
for immoral behavior. They spoke in support of the
rights of people living with HIV, including the use
of condoms by married couples if one partner is
infected. They also recognized the right of people to
have access to full and accurate information about
HIV/AIDS.13 In January 1996, Christian leaders
gathered at another conference on AIDS, with the
presence of Muslim leaders at the major sessions.
The Catholic bishop of Senegal also attended. The
major result was a consensus that AIDS prevention
was a crucial national activity. Led by a Catholic
NGO, SIDA Service, the churches gradually developed a supportive outlook toward HIV prevention.
SIDA Service provided important counseling and
psychosocial support, and frequently referred people to alternative providers when the organization
itself could not meet needs, for example, for the
distribution of condoms.
The moral support provided by religious leaders allowed NGOs and health authorities to work
productively in providing specific HIV prevention services. The involvement of religious leaders
helped avoid potential controversies over the distribution and use of condoms and allowed activists and health officials to work toward providing
greater access to prevention, care, and treatment.
The experience in Senegal shows that even in
a country that did not adopt the UNAIDS framework for its national communications plan, all the
domains of the framework were both important
and relevant to the success of the country’s HIV/
AIDS efforts. This example reinforces the conclusion reached during the development of the framework that these domains are a reflection of what
has actually worked in countries, such as Senegal,

activities in each of the five contextual domains
of the framework.
• Key country partners, organizations, and collaborators should be identified. A country team
should typically include a research institution,
such as a university, that will provide institutional continuity for monitoring, evaluation,
and documentation; health communications
practitioners or HIV/AIDS information, education, and communication or behavior communication specialists who will be directly involved
in the implementation; local NGOs with experience in HIV/AIDS in at least one of the five
domains of the framework; representatives
from the national government to ensure ownership and sustainability; representatives from
United Nations agencies such as the United
Nations Children’s Fund (UNICEF), and/or
other UNAIDS co-sponsors; and representatives from other multilateral organizations.
• The country team should organize a two- to
three-day planning session that includes all the
partners identified above. Local and/or international experts (such as the UNAIDS communications adviser and UNAIDS consultant for the
framework) should be invited to provide technical expertise.
• At this meeting, participants should review,
discuss, and document activities in communications for HIV/AIDS in the country as they
relate to the five domains of the framework.
Any other relevant issues should also be cited
and discussed. An outline for a country framework should then be developed. The country
framework outlines strategies that will focus
on specific issues within the five domains
(and any additional domains identified) of the
UNAIDS framework. A timetable for implementation should be developed as a critical next
step. Strategies to be implemented may include
mass media and interpersonal communication
17 2
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approaches. Other issues to be addressed are
identification of resources and organizations to
serve as partners, identification of past national
successes in working on other health issues
within any of the domains, and any other strategic discussions and approaches that will enhance
the implementation process. During these sessions, consultation meetings should be scheduled with key organizations and institutions
with a focus on HIV, particularly those that are
not represented at the planning session.
At the end of the session, two or three of the five
contextual domains (or other relevant domains
that may have been identified as requiring
immediate attention) of the framework should
be identified as the priority focus for the first
phase of implementation.
Based on the agreed-upon priorities, an implementation plan should be developed to include
a budget, timeline, and strategies for monitoring and evaluation.
The next step is the implementation of the country framework, including the establishment of a
monitoring and evaluation mechanism. A monitoring and evaluation plan should be developed
as a part of the national implementation plan,
to ensure that the effectiveness and impact of
activities can be monitored and documented.
The communications strategy should be
integrated into other national HIV/AIDS
efforts, as well as, in some cases, larger development programs.

Experience from Ethiopia:
Implementing the Framework
Ethiopia is one of the countries most severely
affected by HIV/AIDS, accounting for roughly
9% of HIV infections worldwide. The disease has
spread among all population groups, with a growing concentration among young men and women
between the ages of 15 and 24. Ninety-one percent
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sexual practices. A major strategy of BCC has been
to focus on youth educating youth in the popular
peer-to-peer education approach, which was later
expanded to include adults in targeted population
groups such as sex workers and truck drivers. This
approach also became popular in mass media campaigns. However, these interventions, despite their
popularity, have not yielded the intended impact in
terms of reducing HIV incidence and prevalence.12
To address this problem, the HIV/AIDS
Prevention and Control Office (HAPCO) in Ethiopia
adopted the UNAIDS framework by focusing on
the five domains discussed earlier in this chapter.
Supportive guidelines were also developed for the
framework to facilitate easy implementation.
The UNAIDS framework continues to acknowledge the importance of individual behaviors and
decisions but does so in the context of the domains
identified. It calls for a multisectoral, multilevel
approach to communications strategies involving
many stakeholders, including but not limited to
specific ministries, local NGOs, community-based
organizations (CBOs), religious organizations, and
the private sector.
Both the government and NGOs have been
implementing communications interventions
among different target population groups using
the framework and the guidelines. Since the implementation, very encouraging results have been
documented in the last few years.15

Implementation Process
To facilitate effective implementation of programs at all levels within Ethiopia, the national
and regional AIDS councils, with their secretariats, have been used as coordinating bodies for the
implementation of the framework. At a grassroots
level, work is being done by the woreda (district)
AIDS councils and kebele (local) AIDS committees,
NGOs, CBOs, religious and traditional organizations, and others.
Rolling Out and Scaling Up
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of AIDS cases reported are among people between
the ages of 15 and 49, an age group that spans the
most productive years of human life. HIV/AIDS
has become not only a national health problem
but also a serious economic and social problem for
Ethiopia. The national adult prevalence rate is estimated to be 3.5% (4.0% female and 3.0% male),
with an urban prevalence rate of 10.5% and a rural
prevalence rate of 1.9%. There are 1.3 million
people living with HIV, and annual AIDS-related
deaths are estimated at 134,000 (61,000 males and
73,000 females). The number of pregnant women
testing positive for HIV annually is estimated to
be 106,000, with 30,000 infants testing positive for
HIV. The spread of the virus appears to be more
controlled in urban areas, where prevalence rates
have remained fairly steady at around 10.5% in
recent years (since 2002). In contrast, new infections have increased at an alarming rate in rural
areas, from 0.3% in 1990 to 2.6% in 2003, and are
projected to reach 3.4% in 2008. The number of
children living with HIV is estimated to be 135,000,
with annual deaths of 21,000. Those who need and
should receive ARVs number 43,000. The level of
care and support services for people living with
HIV is extremely low, reaching only 16,000 (1%) of
total people living with HIV (1.3 million).14
In response to the growing HIV/AIDS epidemic
in Ethiopia, various behavioral interventions have
been implemented based mostly on media campaigns to create awareness about HIV. It was
assumed that by changing attitudes and behaviors
such an approach would lead to a reduction in vulnerability and the risk of contracting HIV/AIDS.
After years of unsuccessful strategies, the limited
impact of these mostly media-based approaches
led to the acknowledgment that the approach
needed to shift to a focus on what became known as
behavior change communications (BCC). In BCC,
interventions are designed to target individuals to
change attitudes and behaviors, including risky

The process of adopting the UNAIDS framework began after a program manager from Pact
Ethiopia, an NGO, participated in the development of the UNAIDS framework and committed to
coordinate the adoption process in Ethiopia. With
technical and financial assistance from UNAIDS
and Penn State University, the NGO facilitated the
adoption process by taking the following steps:
• Discussed the project idea with MOH and
UNAIDS Ethiopia.
• Formed a task force with members from MOH,
the National Office of Population (NOP), Addis
Ababa University (AAU), UNAIDS, UNICEF,
and Pact Ethiopia.
• Held a consultative workshop with key stakeholders to introduce the UNAIDS framework
and identify domain-related issues in the
Ethiopian context. The workshop was facilitated by the UNAIDS Africa regional office,
Penn State University, and Pact Ethiopia.
• Held a second workshop to adopt the UNAIDS
framework and drafted a strategy for the framework to be piloted by NGOs. At this point, the
National AIDS Council and its secretariat came
into being and took over responsibility from
MOH for coordinating all HIV/AIDS-related
matters in the country. For this reason it took
some time to begin advocacy work to influence the National AIDS Council/Secretariat
(NACS).
• NACS subsequently decided to adopt the
UNAIDS framework as a national communications framework for HIV/AIDS instead of
piloting it with NGOs. A workshop was held
on the adoption of the framework with the
participation of broader stakeholders, including key actors such as NACS at the national and
regional levels, MOH, the Ministry of Labor and
Social Affairs (MOLSA), UNAIDS, UNICEF,
the Policy Project, the Centers for Disease
Control and Prevention (CDC), Family Health
17 4

International (FHI), faith-based organizations
(FBOs), NGOs, CBOs, and others.
• Launched in October 2002, the national communications framework was divided into three
regional clusters based on similarities in context. Having the framework in place, however,
was only the beginning. There was an expressed
need to develop regionally specific guidelines
for the use of the framework, and thus workshops were held to develop communications
guidelines for each of the three regions. The
guidelines contained an outline of concepts,
the framework, steps to follow in implementing
the framework, and instructions for monitoring
and evaluation of the communications interventions. These guidelines became the main
implementation tool for the framework.

Challenges at the Country
Implementation Level
The entire process of adopting the framework took
more than two years to complete, due to a variety of
factors. Some of the more notable are the following:
• Because the leading NGO, Pact Ethiopia, was
from civil society, the government offices
involved often slowed the process. It is typical
for an NGO-initiated national program to take
a long time to gain acceptance, although it took
longer than anticipated in this case.
• There was resistance to new communications
concepts among other international NGOs
employing different concepts, strategies, and theories. However, strong commitment at the individual and organizational level and persistence in
policy advocacy helped overcome this challenge.
• National priority programs, such as those targeting HIV/AIDS, must be anchored within
the relevant government bodies to ensure
sound overall coordination among stakeholders. However, it was difficult to coordinate and
obtain feedback from relevant government
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Ethiopia Case 1: Gender Relations,
Culture, and Spirituality
In the Kembatta district of the Southern Regional
State, an NGO called Kembata Women’s Help
Center led a process of identifying communication

problems and issues and from this helped develop
communication objectives and messages for different segments of the population, such as women.
This process involved identifying the proper channels for message transmission as well as monitoring and evaluating the activities of other partners
during the implementation process. Specifically, a
“community conversation” approach was used—
an approach that brought community members
together to identify the major problems and challenges the community was facing, prioritize issues,
and take action by setting and enforcing community laws themselves. During this process, harmful
cultural practices and related issues were identified
that affect the health of women. These problems
were then prioritized, and the community was
encouraged to seek common solutions. Female
genital cutting (FGC) was identified as a major
problem that exposes females to various health
risks, including HIV/AIDS. The issues identified as
being related to the problem of FGC were resistance
of males to marry uncircumcised females, support
and acceptance of the practice by community and
religious leaders, and dependence of circumcisers/
practitioners on circumcision for their livelihood.
During these community conversation sessions,
community leaders, male and female community
members, and circumcisers participated. These
sessions were complemented by targeted message
transmission in a variety of forums, such as live
drama performances, debates, and informal group
discussions during coffee ceremonies.a Messages
were targeted to reach different groups, including
males, females, circumcisers, community and religious leaders, and others. As a result of this intervention, the community has totally abandoned
FGC. At the beginning of the intervention, more
than 200 girls refused to undergo circumcision,

The coffee ceremony is a well-established cultural practice in Ethiopia. An invitation to attend a coffee ceremony is considered
a mark of friendship or respect.

a
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bodies on the use of the framework. Eventually
they were successful and the framework was
adapted to the Ethiopian context.
When the Ethiopia National Communications
Framework for HIV/AIDS, with consolidated
guidelines for its use, was in place, 11 regional/provincial HIV/AIDS secretariats formed HIV communications teams and started using the framework. As part of this action, the Southern Regional
HAPCO translated the framework into one of the
national languages (Amharic) and distributed it to
HIV/AIDS stakeholders in the region.
Pact Ethiopia, which led the communications
framework adoption process, has provided training on the use of the framework to more than 40
of its local NGO partners and youth associations.
The NGOs and partner associations have since
been using the communications framework and
guidelines for HIV and reproductive health communications interventions among different target
population groups (community leaders to address
cultural and traditional practices that aggravate the
problem of HIV/AIDS, urban and rural youth, sex
workers, employees of various companies, housewives, rural communities, etc.) through the use of
interpersonal and mass media communications.
In what follows, we present three case studies
from Ethiopia to illustrate the importance and relevance of the framework at the country level. Of
note is how one case is used to highlight the intersection of multiple contexts that may need to be
addressed at the same time.

men started marrying uncircumcised women, and
community leaders started penalizing families that
were having their daughters circumcised.

Ethiopia Case 2: Government Policy and
Culture
Stigma and discrimination against people living
with HIV is a significant problem throughout the
country. Losing one’s home and job, having trouble
accessing public services, and encountering difficulty in obtaining accurate health information are
just some of the problems that people living with
HIV and their families can encounter.
The African Initiative for Democratic World
Order (AIDWO)15 is an NGO involved in nonformal civic education. In 2003, AIDWO initiated
a pilot project on HIV/AIDS prevention using a
human rights approach in collaboration with the
NGO Pact Ethiopia. The main objective of the
project was to encourage behavioral and attitudinal change toward people living with HIV through
the provision of human-rights-based education on
HIV/AIDS. It was hoped that this type of education would help prevent the spread of HIV/AIDS,
as well as reduce stigma and discrimination against
people living with HIV.
The primary target populations were members
of traditional community groups such as the idir,a
youth in and out of school, women, and government policymakers in two districts of the Addis
Ababa region. AIDWO used its existing relationship with the district administration (developed
during the election period) and idir chiefs as an
entry point to reach the intended groups.
AIDWO’s drama group is widely used for advocacy work and has extensive experience in the
field of advocacy and lobbying. The group used
drama and songs, case presentations, testimonies

by people living with HIV, and panel discussions
on human rights in general and the rights of people living with HIV in particular—through mass
media and in mass gatherings—to sensitize the
target populations and open a dialogue on human
rights issues.
Forty drama sessions were staged, each followed by a group discussion. One drama dealt
purely with human rights, people living with HIV,
and AIDS orphans, while the others dealt with the
general issue of HIV/AIDS. Over 15,000 people in
different kebeles (local administration units) of two
districts attended the drama performances. The
communications strategies were found to be effective in bringing about the intended behavior and
attitudinal changes toward HIV/AIDS and people
living with HIV, both among the traditional groups
and local governments.15 Idirs are now empowered
to reorganize themselves from the local level to the
district level to perform development work and to
systematically address the problem of HIV/AIDS,
including the handling of funerals for people with
HIV, thereby working to curb the stigma and discrimination faced by children and other family
members of the deceased. Currently, support from
the Regional AIDS Council and local government
is being provided to the group for community
planning to deal with stigma and discrimination,
including support for orphans and people living with HIV in the two districts. As part of this
process, the community has been able to provide
support to AIDS orphans, including food, clothing, and school supplies, as well as protecting them
from physical attacks by other children.
The practice of supporting those in need is a
deeply rooted cultural belief of Ethiopians. Calls
for the continuance of this practice in the face of
HIV/AIDS is an example of the kind of culturally

Idir groups are traditional Ethiopian burial societies that help families after a relative dies.

a
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Ethiopia Case 3: Culture, Gender
Relations, and Government Policy
A local youth reproductive health association in
one district of the Amhara region began working
together with rural youth clubs in order to reduce
harmful traditional practices. The major objective
of the communications intervention was to reduce
early marriage among girls in a rural community
by changing attitudes and practices relating to
early marriage. Club members, in collaboration
with local government officials, used community
conversation to address the problems and issues
associated with early marriage and the benefits of
girls’ education.
After several sessions, the community issued
a law forbidding the traditional practice of early
marriage. According to this law, the penalty for
early marriage carried a maximum fine of US$50.
In addition, the local school, in collaboration with
the clubs, organized a girls club in the school that
assisted the girls in making their own decisions
about when to marry and whom to marry. As a

result, girls’ enrollment in schools has increased
dramatically and early marriage has been significantly reduced in the project area.16
An exemplary case is Gebeyehu Negash, now a
14-year-old seventh-grade student in the village.
When Gebeyehu was 13, her parents planned her
marriage without her knowledge. In their culture,
once the parents decide on their daughter’s marriage partner, the man whom they have selected
will come to their home and work on their farm for
two years. According to this traditional practice,
the man whom Gebeyehu was supposed to marry
came and started working on her parents’ farm.
One of her friends informed her that this man was
her future husband. Upon hearing this, Gebeyehu
went to her school and reported what was happening in her home. The school, in collaboration with
the local reproductive health club and local government administrators, discussed the case with
her parents and convinced them to change their
minds. Because of this intervention on her behalf,
Gebeyehu is continuing her education as a young
unmarried woman.

Looking Forward
The national communications framework and
guidelines are the foundations for promoting
interpersonal communication from a countryspecific perspective. Communications practitioners from the public and NGO sectors have been
using the guidelines to implement targeted communications interventions, and positive impacts
have been observed. However, wider use of the
framework and coordination of efforts at all levels is crucial. This can be achieved by building
the capacity of government coordinating offices
at various levels as well as communications practitioners from civil society in order to increase
their level of commitment, knowledge, and skills.
Conducting research and evaluation to measure
impact is also crucial.
Rolling Out and Scaling Up
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appropriate message that can help combat stigma
and discrimination based on a person’s HIV
status.
The following lessons were learned from this
experience:
•	Using existing relationships with local governments formed during the election period facilitated efforts to reach out to target populations.
• The existing government policy on freedom to
speak out on human rights issues helped the
education and advocacy process.
• People could act more effectively to solve their
problem when they were supported through
already organized traditional forums, such as
idir groups in this case. Traditional leaders, if
properly sensitized, can influence the community to take action or make needed changes in
behavior and/or attitudes.

Experience from Senegal:
HIV/AIDS Responses in the
Workplace
The response of the Senegalese workplace has
been in accordance with the following principles
established by the International Labor Organization (ILO):
• Recognizing HIV/AIDS as an important crisis
in the world of work and developing social dialogue to face the issue, namely, by establishing
healthy work environments and a continuum of
prevention and access to treatment and care
• Rejecting all forms of exclusion and discrimination against workers living with HIV, being
respectful of confidentiality of serologic data,
and rejecting test imposition or the use of test
results aimed at taking exclusionary or discriminatory measures against employees
• Applying principles of gender equality and
respect for women’s rights in order to reduce
their vulnerability to HIV and eliminate gender-based inequality in access to treatment
To develop this approach, tripartite commissions (the state, employers, and trade unions)
were organized by the government to coordinate
responses in the workplace. In the public sector,
an interministerial committee to combat HIV/
AIDS was established under the leadership of the
Ministry of Labor. This move increased capacity
for reinforcement programs and sensitization in
the ministries.
Partnership between the private sector, the public sector, and trade unions allowed for a synergistic approach to prevention and improved access
to care, not only for workers and their families
but also for other vulnerable groups throughout
the country. Some companies, such as those in the
chemical and mining industries, had pioneered initiatives to provide workers and their families with
ARV medicines as well as to invest in preventive
activities in surrounding rural and urban areas.
17 8

Company coalitions against HIV/AIDS were
created to reduce the risk of infection and protect the rights of people living with HIV, as well
as to supply treatment and care. Advocacy programs were undertaken by several companies in
the country. A Companies Against AIDS charter
was created in 2003, with the aim to reverse HIV
trends by translating the ILO Code of Practice on
HIV/AIDS and the World of Work into practice.
Currently, more than 80 companies have signed
the charter.
As indicated previously, the Senegal experience
has been used to illustrate each of the five domains.
Senegal continues to be hailed as an HIV/AIDS prevention success story, since the country has been
able to maintain low prevalence rates throughout
the years in spite of increasing rates in neighboring
countries. To demonstrate the strategies contributing to this success, we present two examples that
help reinforce previously cited experiences from
Senegal.

Senegal Case 1: Government Policy and
Socioeconomic Status
The condom distribution plan of the NGO
International Movement for Development in Africa
(Mouvement International pour le Development
en Afrique [MIDA]) is one example of a successful
HIV/AIDS prevention program.
HIV/AIDS prevention workers seeking to talk
to factory employees about AIDS can ask factory
supervisors to set aside work time or speak to the
workers during their breaks. When doing prevention work with individuals in the informal sector,
there is no such opportunity, as these informalsector workers are in business for themselves and
do not belong to any defined organizational structure. For MIDA representatives, this lack of formal structure meant that they had to rely on direct
communication. This involved making regular visits to places of work and busy corners and talking

From the ground up: developing Pathways and Partnerships

Senegal Case 2: Government Policy
This case study, which draws on interviews with
representatives from some of the more successful
programs undertaken in Senegal, highlights the
importance of understanding context in addressing an epidemic.
An understanding of context is illustrated by the
changes that occurred within the Senegalese government HIV/AIDS organization in 2002. Two years
later, in 2004, the organization changed from being
the National Program Against AIDS (Programme
National de Lutte contre le SIDA [PNLS]) to the
National Council Against AIDS (Conseil National
de Lutte contre le SIDA [CNLS]). A CNLS representative explained that this was not just a change
in name; it represented a new approach in the fight
against the AIDS epidemic in Senegal. PNLS was
a program of the Senegalese health ministry, but
HIV/AIDS was not only a health problem. If AIDS
was beyond the realm of the health ministry, the
national committee’s structure had to reflect this
reality. The program was thus restructured to be
under the leadership of the prime minister, who

then encouraged government ministries to take
ownership of the ways in which HIV/AIDS affected
their departments. According to the CNLS, not
everyone who should play an important role in
HIV/AIDS prevention work should be under the
minister of health. These individuals should have
their own programs and coordinate them with a
global, multisectoral vision.
The fact that this restructuring occurred in the
government agency leading all HIV prevention
activities in Senegal is very important. It shows that
even in a country that is praised globally for its success, the agency leading the efforts has not become
complacent. This change displays a continuous
commitment to maintain and even improve upon
strategies demonstrated to be effective.
Senegalese HIV/AIDS organizations often look
for new frameworks for activities and new areas in
which to direct their HIV prevention efforts. The
CNLS representative explained how the council
was always looking to identify new areas of focus to
strengthen its efforts. For example, he referred to
the new programs in Matam (northeastern region
of Senegal), an area with considerable emigration.
An SWAA representative provided another
example of the dynamism of the Senegalese HIV/
AIDS prevention organization. She explained
how one of their programs selected the region
of Ziguinchor because of its instability. SWAA
believed that donors had abandoned Ziguinchor
because of civil unrest in that area, and the organization wanted to make sure that the region was
included in prevention efforts.
Finally, an Environment and Development
Action in the Third World (ENDA) health representative revealed another example. He discussed
ENDA’s activities and showed how this NGO has
evolved in its approaches as it has learned more
about HIV/AIDS in Senegal. The HYGEA 1997
behavior survey4,9 showed that knowledge of HIV/
AIDS did not necessarily translate into a change
Rolling Out and Scaling Up
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directly to people such as the young man selling
sunglasses or the older woman selling umbrellas.
A challenge arising from this lack of formal
structure was to make condoms accessible to workers who did not have a physical office. MIDA’s representatives used the existing communication networks of informal workers. They asked questions,
such as, “Which workers communicate regularly?”
“Who are the most influential workers?” and “Who
are the most accessible workers?” Armed with this
information, MIDA chose to provide certain workers with condoms, making it possible for others to
easily access them (MIDA representative, personal
communication, August 2002). This use of existing
communication lines allowed MIDA to reach its
goal of making condoms available to individuals
who otherwise might not have received them.

in behavior. To respond to this finding, ENDA
integrated its strategies for strengthening community response. This involved preparing community
members to create their own prevention programs.
By doing so, communities had the opportunity
to gain ownership, and, as the representative
explained, “Sustainable action can only be created
by a population’s members.”
Dynamism in organizations was not limited
to these examples. In explaining their activities,
interviewees constantly gave examples of how
they adapted their programs and activities as they
learned more about HIV/AIDS, their community
members’ behaviors, and HIV prevention work
in general.
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Conclusion
The UNAIDS framework is becoming increasingly
relevant in the battle against HIV/AIDS. The successes achieved in Senegal and the embracing of
the framework in Ethiopia are just two examples
showing the importance of a contextual response to
HIV rather than a focus on individuals alone. With
both governmental and nongovernmental agencies
calling for an increased emphasis on communication for social change, the framework represents a
proven approach for assembling multidisciplinary
and multisectoral teams to collectively develop
effective strategies for reducing vulnerability to
HIV and providing greater access to treatment for
people living with HIV.
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The Growing Importance of
Community-Based Care
Joia S. Mukherjeea,b and Fernet Leandrec
Partners In Health, United States
Harvard Medical School, United States
c
Zanmi Lasante, Haiti
a

I

n 1981, when the mysterious
occurrences of Kaposi’s sarcoma and
Pneumocystis carinii pneumonia—which later
were known to be associated with AIDS—were
first reported in gay men in New York and San
Francisco,1 a wave of stigma began. In 1983, the
first cases of AIDS in children were reported as
occurring in “children born to promiscuous and
drug addicted mothers.”2 AIDS was thought to
be a gay men’s disease and a disease of the badly
behaved—an exceptional disease in exceptional
populations. The gay community rose above the
stigma to work together in an organized fashion
to both advocate for prevention and reach out to
those affected.3,4 Community organization was a
key factor in reversing the trend of new infections
in the early 1980s among the gay community, yet
this lesson was not translated as the epidemic
spread. Similarly, the reasons for the success of
the HIV-prevention programs in Thailand and
Uganda were not well understood and thus not
replicated or adapted in other settings.
Subsequently, in the 27 years since the discovery of AIDS, transmission of HIV, predominantly
through heterosexual relationships, has led to a
pandemic previously unknown in world history.

AIDS has gone far beyond the exceptional—it is
one of the most common causes of death in the
developing countries of sub-Saharan Africa.
Today, the disease affects millions of people. It
affects parents and children; it affects both urban
and rural communities. As AIDS prevention,5
treatment, and care are scaled up, it is imperative
that the availability of effective treatment reflects
the nature of the epidemic and as such is based in
the community—at primary health centers6 and
with community-based, participatory care.7,8

The Advent of Antiretroviral
Therapy: Access through
Clinical Trials vs. Real-World
Experience
The advent of antiretroviral therapy (ART) caused
AIDS mortality to plunge sharply in industrialized
countries. ART was first made available through
clinical trials in 1995 and 1996.9 In the United
States and Europe at that time, one had to be
enrolled in a study to receive this lifesaving therapy, which required living close to an academic
center so that frequent visits could be made and
specialists could administer all necessary care.10-12
These trials demonstrated significant success and
community-Based Care
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was responsible for changes in practice throughout the developed world.13
While trials taught us much about optimizing therapy for HIV, dramatically reducing both
morbidity and mortality, it was often noted that
the outcomes in real populations were less ideal.
The difference between real-life settings and clinical trials is that trials are performed in a setting
of exquisite follow-up and adherence. Studies
have shown that adherence (as estimated by selfreports and viral suppression) in clinical trials
often approaches 90% compared to 40%–75% in
the general population.14-26 As new information on
antiretroviral regimens was generated from such
trials, the responsibility for improving patient
outcomes fell to specialists in infectious diseases
rather than primary-care clinicians, and there was
little focus on methods to address adherence. Yet
it has been widely understood that adherence to
ART is critical in delaying the development of
resistance. When protease inhibitors were first
used in the United States, groups thought to be at
high risk for poor adherence were denied access to
ART based on the assumption that such individuals would develop HIV strains resistant to these
important drugs and that resistance would spread
to the “general population.”27 Similar arguments
were used as justification for not delivering ART to
those living in resource-limited settings—then, as
now, 90% of those affected.28

Movement to Deliver ART to
Resource-Limited Settings
Fully six years after ART had shown remarkable
benefits in the United States, Europe, and Brazil,
AIDS remained the world’s leading infectious cause
of adult death in sub-Saharan Africa and Haiti, and
ART was not available owing to the cost of the drugs
and the fear of drug resistance. In 1998, as a matter
of good medicine and justice, Partners In Health’s
Haitian program, Zanmi Lasante, began treating
18 6

patients who had advanced AIDS with ART. These
patients had in many cases been identified years
before but no longer responded to the treatment of
opportunistic infections. Because CD4 count and
viral load testing were not available to clinical programs in Haiti at the time, clinical criteria alone
were used to initiate therapy. The clinical response
of these patients to ART was no less remarkable
than it had been in New York, San Francisco, or
Paris. Patients demonstrated the “Lazarus effect,”
returning to health and productive life. Because
patients lived many hours’ walking distance from
the clinic and would now be receiving lifelong therapy, we employed a system of community health
workers (“accompagnateurs”) to provide daily visits
to supply medications, offer psychosocial support,
and evaluate side effects. Not only did this system
provide a large community support network, but
it also reassured the public-health world, concerned about the specter of drug resistance, that
our patients were receiving their medicines more
reliably than those in developed settings.

Decentralizing Care
The subspecialist-driven care used in Europe and
the United States is impossible to replicate in countries where doctors and nurses are in scarce supply.
Moreover, this model has not proven to be adequate in terms of assuring adherence to medications or retention in care. In the global pandemic,
many of those living with HIV reside in rural areas,
far from capital cities or “centers of excellence.” The
movement to scale up access to ART necessitated
a new approach that would take these challenges
into account.
First, it was necessary to move care from tertiary centers to the district and primary health-care
level. To do this, health-care workers had to be
trained in the triage of HIV-positive persons who
needed prophylaxis, treatment of opportunistic
infections, or ART. Generic-drug manufacturers

From the ground up: developing Pathways and Partnerships

Community Health Workers:
Testing, Adherence,
Accompaniment
Even with simplified care delivered at the district
level, the reach of ART is dependent on the utilization of services. Many studies have addressed the
utility of community health workers and peer counselors in HIV prevention programs.30,31 Yet community members also can have an important role in
increasing uptake of testing and utilization of services. In 2009, in most parts of sub-Saharan Africa,
many people do not have access to HIV testing and
do not know their status. The lack of uptake of testing has been attributed to lack of access as well as
social factors such as stigma and lack of knowledge
about HIV. Studies have shown that knowing one’s
HIV status enhances the ability to adopt targeted
prevention strategies, from both individual and programmatic perspectives. In Haiti, we quickly discovered that providing treatment with ART led to an
enormous increase in demand for voluntary counseling and testing. Many of our community health
workers and community educators are people living
with HIV and are on ART. These community members serve as powerful voices to encourage testing
and are a living testimony to the effects of ART.32

Community health workers engage in active case
finding, looking for families with HIV contacts who
have not yet been tested as well as referring people
who are ill to the clinic.
Peer counselors, community health workers,
and groups of people living with AIDS have a
critical role in many resource-limited settings in
promoting adherence to ART.33,34 In Partners In
Health’s project in rural Haiti, community health
workers—accompagnateurs—began supervising
therapy for TB in 1988 and soon saw the end of
deaths from that disease. A decade later, accompagnateurs began providing essentially the same
services for HIV by delivering ART for AIDS
treatment.35 Accompagnateurs serve as a vital link
between village and clinic, administering therapy
and ensuring adherence. They identify people
who are ill and who have not yet been evaluated, as well as alerting clinic staff to complications in patients already receiving therapy. The
accompagnateurs, who are members of the communities they serve, help attend to the pressing
social problems—including lack of access to food,
potable water, housing, and education—that the
vast majority of patients face. It is in this role of
“accompaniment” that they are most valuable
to the patients they serve. Our patients in Haiti,
Rwanda, and elsewhere describe their accompagnateurs as their angels, friends, and supporters.
When we have conducted focus groups of patients
and accompagnateurs in Haiti and asked if this
system is necessary, the large majority of patients
and accompagnateurs have expressed the belief
that those with a chronic disease need ongoing
psychological support.
At Partners In Health, the goal of the accompagnateurs is to promote social justice by ensuring
access to care and to provide solidarity by reaching out to members of the community who are
sick and vulnerable. As such, their work is focused
not only on their medical role but also on their
community-Based Care
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developed fixed-dose combination therapy—
specifically, the combination of stavudine, lamivudine, and nevirapine—which, given twice daily,
minimized the complexity and pill burden and
facilitated adherence. In 2002, the World Health
Organization (WHO) created a working group to
develop simplified and standardized ART recommendations for resource-limited settings.29 These
guidelines suggested first-line and second-line
regimens, which helped to streamline ART-related
procurement and training. Simplified regimens
helped move therapy closer to the community
level, as nonspecialist physicians, nurses, and clinical officers could be trained to administer ART.

role in the community at large. This includes community mobilization, education, destigmatization,
and work with communities of faith to reduce the
social isolation of affected individuals and households.36 Because accompagnateurs are very active
in reaching community members who might be ill
with HIV or family members or partners of known
HIV contacts, new HIV patients are identified
promptly, often well before they are extremely ill.
This affords them the chance to maintain health
and have a more effective response to ART, and
also allows the promotion of safe sexual practices
in couples where one partner is infected and the
other not. The follow-up provided by the accompagnateur has reduced the time between identification of an HIV patient’s need for ART and
actual initiation of therapy to just two weeks on
average, and few patients are lost to follow-up in
this critical period.
Lastly and of critical importance is the accompagnateurs’ promotion of individual patient adherence and retention in care. Our projects in Haiti,
Rwanda, Lesotho, and Malawi have an extremely
low lost to follow-up rate (approx. 2% per year),
and only 1%–2% of patients per year switch to second-line therapy. Given the chronic nature of HIV,
the cost of second-line therapy, and the morbidity
and mortality that is embedded in lost to follow-up
rates (as high as 40% per year in some projects), we
feel the integration of paid accompagnateurs is well
worth the cost.36 With each accompagnateur following roughly 5 to 10 patients, the added cost to
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an individual’s therapy is US$50 to $100 per year.
This represents a significant savings when compared to the cost of second-line therapy, increased
morbidity, and the enormous social costs of having
a chronically ill member of the community.37

The Growing Importance of
Community-Based Care
Although we first used this approach in rural
Haiti, the accompagnateur model has been successfully exported to slums in Peru and communities in Tomsk, Siberia, for the treatment of
multi-drug-resistant tuberculosis (MDR-TB),
and to inner-city Boston,37 Rwanda, Lesotho, and
Malawi for AIDS therapy. Our own experience
across these different sites permits us to argue that
this model may be adapted to work effectively in
widely diverse settings.
In the last four years (2003 to 2007) the movement to provide access to ART to those living with
HIV in resource-limited settings has succeeded in
providing lifesaving medication to over two million people. Since the majority of those living with
HIV often reside in rural areas with little infrastructure, moving care to communities is critical if
we are to reach the six to nine million people who
need therapy. This process is improved if the community is involved in providing a linkage to the
clinic through community health workers, treatment supporters, or peer counselors who can participate in active case finding, accompaniment of
patients, and adherence support.

From the ground up: developing Pathways and Partnerships
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Principles of Adult and
Pediatric Palliative Care
Kimberly Greena and Carla Horneb
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a

Although the world is full of suffering, it is full
also of the overcoming of it.
—Helen Keller

A

lthough palliative care is one
of the most important forms of care for
individuals with active, progressive, or faradvanced illness, it is frequently unavailable to those
who need it. Every year, millions live and die in pain,
or endure distressing psychosocial and spiritual suffering. Millions more struggle to care for sick loved
ones or grieve their loss. And while a vast number
of children need palliative care every year, pediatric
palliative care programs are even more limited in
their availability than are programs for adults.1

Reducing Suffering and
Increasing Quality of Life for
People Living with HIV and
Their Families
Access to better HIV care, including antiretroviral
therapy (ART), has meant that millions of people
living with HIV have been able to live longer with
their disease with strengthened immune function
and reduced morbidities. At the same time, many

people living with HIV, both those with and without access to ART, experience physical pain and
discomfort, aggravating symptoms from HIV disease or comorbidities, the fear of disability and
dying, discrimination, the side effects of medicines,
spiritual distress, and worries about the future—all
of which can lead to chronic suffering and a diminished quality of life.
In the past two decades, with the increasing
burden of HIV, cancer, and other life-threatening
diseases, there has been a revolution in the scope
and availability of palliative care services. Such
services are now available in more than 84 countries, both rich and poor.2 For many, however,
access to services remains limited due to a lack of
national policies and guidance, barriers to accessing essential palliative care medicines such as oral
morphine, and limited availability of pre- and
in-service training in palliative care. As a result,
millions go without palliative care despite the fact
that, as Pampallona and Bollini (2003) explain:
“Medical knowledge existing today can control
the suffering of most of the many millions of . . .
patients worldwide if that knowledge were applied
appropriately.”3 (p172)

community-Based Care
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Box 1. Definition of Palliative Care
Palliative care is an approach that improves the quality of life of patients and their families facing the problems associated with life-threatening illness through the prevention and relief of suffering by means of early
identification and impeccable assessment and treatment of pain and other problems, physical, psychosocial
and spiritual.
—World Health Organization4

Definition of Palliative Care
The World Health Organization (WHO) defines
palliative care as care that is focused on reducing
pain and suffering and increasing quality of life
for people with life-limiting illness, such as HIV,
and their families (see Box 1). Palliative care can be
provided to people living with life-limiting illness
from the time they receive their diagnosis until
death, and can be offered to family members during the illness of their loved one and through the
bereavement process. In many cases, people living
with HIV can now spend many years benefiting
from treatment that, while not curative, can delay
the onset of AIDS for an indefinite period of time.
When people living with HIV are relatively asymptomatic or doing well on treatment, their quality
of life can be enhanced through palliative care,
which translates into the relief of all forms of suffering, including side effects, opportunistic infections (OIs), and emotional and spiritual stress. As
these individuals fall ill, palliative care may become
increasingly important. The needs of the patient
and the affected family will vary over time, but
access to palliative care services over the course of
the disease enables both the patient and the family
to better anticipate and address these needs.

Principles of Palliative Care
The overall guiding principles for palliative care in
resource-limited settings are:
• Emphasis on quality of life. Quality of
life is defined by the individual, not by the
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•

•

•

•

•

service provider. Serious effort must be made to
improve quality of life, regardless of the stage of
illness or individual circumstances.
Respectful and participatory. Palliative care
services must respect the rights of the patient
and family to make choices, exercise their unique
cultural and personal values, receive confidential services, and be treated with dignity.
Holistic. Needs are viewed holistically, with
physical, emotional, spiritual, and social aspects
of care and support equally attended. Services
are provided by interdisciplinary teams, which
are better equipped to address diverse needs.
They support people living with HIV to shape,
lead, and provide services.
Family centered. The unit of care is the family (as defined by the patient). Providers involve
families in the care process, providing them
with needed confidence, information, and skills
to support their loved one with HIV.
Sustainable. The provision of services can be
accessed, sustained, and integrated into the local
system, community, and environment. Services
must strive to be cost-effective to ensure the
greatest benefit for all.
Integrated. Palliative care services are provided through existing health, psychosocial,
and spiritual support services, including HIV
and orphans and vulnerable children (OVC)
programs.
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Palliative care services are sometimes provided
in stand-alone facilities such as hospices or specialized palliative care units in tertiary hospitals.
While there is a place for these services, palliative
care can be more effective when it is provided in
combination with services that offer treatment of
OIs and underlying disease. This approach ensures
that care is holistic and helps people with HIV to
live both longer and better lives.
Increasingly, palliative care is being integrated
into existing HIV care services such as outpatient
clinics, inpatient departments, and home-based care
teams.5 This integration translates into pain and
other symptoms and psychosocial problems being
assessed and treated as part of routine HIV care.
Integration can be achieved through training
HIV care providers in palliative care and ensuring
they have the medicines needed to treat pain and
other symptoms.

What Are the Benefits of Palliative Care?
The benefits of palliative care to individuals with
life-limiting illness, their families, and society are
numerous. Several studies have documented the
impact of palliative care on physical, emotional,
social, and spiritual well-being, as well as macroeconomic advantages.
Improving Quality of Life
Addressing physical, emotional, social, and spiritual needs, and helping people achieve a sense of
peace and life meaning, can prevent end-of-life
suffering and despair. Studies show an intrinsic
link between the overall physical health of people
with HIV and their emotional, social, and spiritual well-being.6-8 Palliative care has demonstrated
improvements in quality of life through a variety
of services offered in diverse settings across high-,
middle-, and low-income countries.9,10 In Uganda,

a recent study on the impact of a linked outpatient
clinic and home-based care program for people living with HIV found that it improved social aspects
of quality of life.11
Promoting Better Health Outcomes, Adherence,
and Service Retention
Palliative care services can greatly enhance outcomes for people on ART. Recent studies in Malawi12
and one conducted in several HIV care programs
in Africa and the Caribbean13 found much lower
loss to follow-up rates (0.1% versus 5.2%; 2.6% versus 18%) among people living with HIV who were
enrolled in comprehensive programs (palliative
care plus ART) versus those enrolled in programs
with limited palliative care services. The Malawi
study also documented significantly lower deaths
among those enrolled in the comprehensive program (3.5% versus 15.5%). Another study among
a predominantly injecting drug user population in
Vietnam found that in a comprehensive palliative
care and treatment program in Vietnam, adherence rates of more than 95% were found in 98% of
participants.14
Reducing Stigma
Palliative care offers an opportunity for providers to help family members and neighbors better
understand HIV and learn how to provide care for
loved ones living with HIV. It has helped reduce
stigma and discrimination in some settings. For
example, in Cambodia, as a result of an integrated
palliative care and ART program, reported stigma
among people with HIV decreased from 10% at the
beginning of the program to 0% after one year. In
Vietnam, similar results were documented.14
Providing Cost-Effective Services
Comprehensive palliative care, where people have
access to inpatient and outpatient care and homebased care when they need it, has proved costcommunity-Based Care
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Where and How Is Palliative Care
Provided?

effective. The evidence also shows related improvements in daily adjusted life years, increased rational
use of health-care services, reductions in hospitalization, and improved quality of care.15-17

Palliative Care and HIV
Need for and Role of Palliative Care in HIV
Study after study shows that people with HIV, cancer, and other life-limiting illnesses experience
high rates of pain and other physical symptoms, as
well as psychosocial and spiritual distress. Between
53% and 97% of people with HIV will experience
pain that generally increases in frequency and
severity toward the end of life.18 Pain experienced
varies from country to country. In South Africa,
two studies among rural and urban palliative care
patients living with HIV/AIDS found the incidence of pain to be from 91% to 98%.19 Physical
symptoms, including pain, can also be experienced
early on in the disease process, during ambulatory
periods of disease, and while on treatment. Studies
show that pain is also prevalent in those on ART.20
Neuropathic pain, often as a side effect of certain
antiretrovirals (ARVs), is also common in people
living with HIV.21
While pain is prevalent among people living
with HIV, it is often underdiagnosed and therefore undertreated.22,23 Essential medicines to treat
pain are highly regulated, resulting in multiple
barriers for providers in accessing opioids such as
codeine and morphine to treat pain. Prohibitive
regulations regarding certain medicines to treat
pain include time limits on prescriptions, mandatory morphine ampoule recovery for pharmacies,
fines and removal of licenses for physicians who
are unable to account for ampoules or otherwise
transgress regulations, complicated licensing and
procurement regulations, and others, depending on the region. When regulations make it difficult for health-care workers to prescribe these
19 6

medications, the number of clients being treated
for pain is relatively limited and the supply of opioids dwindles. The chilling impact of these regulations can be seen in the quantities of morphine use
reported annually per capita. Only countries with
balanced opioid control and use laws and policies
report levels of consumption that indicate adequate
management of pain. In 2003, six developed countries accounted for 79% of the global use of opioids. Developing countries, which comprise 80%
of the world’s population, accounted for only 6%
of annual opioid consumption, despite morphine
being very inexpensive to produce and procure.24
The prevalence of other symptoms is also
high among people living with HIV. Distressing
symptoms can range from fatigue to nausea and
insomnia. The following symptoms are particularly prevalent in people living with HIV: anorexia
(63.1%), fatigue (60.1%), fever (47.6%), and cough
(37.5%).25
While it may be assumed that individuals taking ART no longer need palliative care, the reality
is that the need is just as intense. People on ART
experience multiple, distressing side effects, some
of which are major contributors to low adherence.
They also may experience immune reconstitution inflammatory syndrome, chronic pain due
to previous illness, other chronic illness such as
heart disease or cancer, or multiple psychosocial
issues.26 Depression and lack of social support are
associated with significantly reduced adherence.27
Among people on ART, studies show that reports
of pain vary from 30% to 60%.20,28
Psychological distress is also common. People
with HIV in the United States are three times more
likely to have psychiatric illness than are those who
are HIV-negative. Studies show that about 20% of
people living with HIV experience sadness, 20%
major depression, and 20% to 25% dementia.29,30 In
a recent study from Vietnam, 82% of people living
with HIV reported being unhappy or very unhappy
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Palliative Care Service Delivery Approach:
Offering a Continuum of Care
Palliative care is, in essence, a continuum of care
because it focuses on relieving suffering throughout the course of HIV and through all stages of life
(Figure 1). Therefore, palliative care services need
to be available to people with HIV at all levels of the
health-care system. This includes tertiary, secondary, primary, and community levels of care. As a
person moves through the continuum of care, palliative care must be available at each point to provide relief and support for the client and affected
family members.

The key to ensuring availability of palliative
care across the continuum is not to establish standalone services, although they have their place,
but rather to integrate palliative care into existing HIV care services. The need for integration of
palliative care into other HIV care services cannot
be overemphasized. Because palliative care covers
the continuum from diagnosis through death and
bereavement, it must also be integrated at every
service point relevant to each stage of disease
progression. Providing a holistic, palliative care
approach involves the use of all HIV interventions,
such as counseling and testing, ART, and prevention of mother-to-child transmission (PMTCT).
The family-centered orientation of palliative care
programs also integrates pediatric, adolescent, and
geriatric services.
The following sections provide guidance on
how palliative care can be integrated into various
essential HIV services.
HIV Counseling and Testing: A Bridge to
Palliative Care
Since palliative care begins at the point of diagnosis, individuals who test HIV-positive may need a
number of services to reduce suffering, including
counseling, help with disclosure, and links to HIV
care services. HIV counselors must at minimum
be trained in how to provide basic counseling and
know where to refer clients for HIV care services.
The earlier people with HIV are referred to palliative care services the better, since significant suffering can be mitigated through early identification
and treatment of pain and other symptoms and
psychosocial issues, and by ensuring that clients
are empowered and able to access care when they
need it.
To help relieve further suffering, other members of the family should also be offered HIV testing and counseling because children, spouses, and
others may go undiagnosed until they are already
community-Based Care
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most of the time.31 A growing body of literature
indicates that while ART increases immune function, reduces morbidity, and improves prognosis,
it does not always lead to major improvements in
psychosocial well-being, and in some cases leads to
reduced quality of life.28,32,33
Spiritual suffering has been documented as
a significant source of existential pain. Research,
including a spiritual well-being and palliative care
study conducted in 2003, has found a strong correlation between low scores in spiritual well-being
(i.e., lack of peace, feeling that one’s life does not
have meaning or purpose) and the desire for a hastened death, hopelessness, and suicidal ideation.34
Palliative care also encompasses end-of-life
care. While the needs of people living with HIV
and others may be different from community to
community, research findings on palliative care
needs during this time of life are strikingly similar. The following conclusion from a 2006 study
in Uganda on end-of-life needs among 178 people
living with HIV illustrates this: “A ‘good death’ in
a developing country occurs when the dying person is being cared for at home, is free from pain or
other distressing symptoms, feels no stigma, is at
peace, and has their basic needs met without feeling dependent on others.”35 (p194)

• Health posts
• Mobile services
• District hospitals
• HIV clinics
• Social/legal
support
• Hospice

Primary
health care

Secondary
health care

• NGOs/CBOs
• Faith-based orgs
• Volunteers

Community
care

HIV counseling
and testing

The entry point

Tertiary
health care

• Specialists and
specialized care
facilities

PLHIV

Peer support

Home-based
care

• Family
• PLHIV
• HBC teams

The continuum of care is a set of comprehensive and linked care, treatment, and support services provided at all levels,
from health facility to community to home. Services are provided by government, NGOs, community- and faith-based
organizations, PLHIV, and family members. Palliative care is offered throughout the entire continuum.
CBO = community-based organization; HBC = home-based care; NGO = nongovernmental organization;
PLHIV = people living with HIV

Figure 1. Continuum of palliative care
Source: Adapted from Van Praag and Tarantola.36

very sick. Home-based care teams in some areas
are equipped to test family members for HIV in
their homes. If home-based testing is not available,
providers can maintain a two-way referral relationship with the nearest testing site. If the testing site identifies patients in need of palliative care,
it makes a referral to the nearest program and/or
provider. Status disclosure counseling for patients
is another critical component of holistic palliative
care for HIV-positive patients.
19 8

HIV Outpatient Clinics: Nexus of Palliative Care
and Treatment
Palliative care and treatment are complementary
therapies that together enhance the quality of life
for people with life-limiting illnesses. Under no
circumstances should palliative care be provided
without available treatment of OIs and ART,
unless this is the patient’s choice. All people living with HIV have a right to receive both forms
of care.

From the ground up: developing Pathways and Partnerships

Treatment of underlying disease
Cancer: anticancer treatment
AIDS: antiretroviral therapy
Active medical treatment
Cancer: hypercalceaemia, fractures, GI obstruction
AIDS: opportunistic infections, malignancies
Symptomatic and supportive palliative care
• pain and physical symptoms, and psychological,
social, cultural and spiritual/existential problems
Diagnosis of symptomatic
incurable illness

Palliative Care
Bereavement
Support

Death

Figure 2. Integrated palliative care and treatment continuum

HIV outpatient clinics provide an excellent
opportunity for integrated care. Where a clinic
provides only treatment for OIs and ART, palliative care can be incorporated into the services the
clinic offers with training and some added medicines (e.g., oral morphine). The result is more
holistic care for clients, including more complete
clinical assessment and care for OIs, pain and
other symptoms, nutritional needs, and psychosocial concerns.
While palliative care and treatment must be
provided in tandem, the intensity of treatment versus palliative care needs will change over time. As
HIV progresses, patients may require more intensive support in managing pain and other physical
symptoms and in addressing spiritual concerns
around death and dying. Figure 2 illustrates this
relationship.
Providing Palliative Care through
Home-Based Care
In many countries, people with HIV prefer to
receive care at home at some point over the course
of their disease. The preference for care at home or

dying at home has been found to be common in
both developed and developing countries.31,38
Care in the home offers many advantages; it can
help people live comfortably in their home environments with their families through the ambulatory
stages of the disease to the end of life. Home-based
care is often provided by family members, sometimes with support from lay helpers in the community (religious workers, peer groups of people living
with HIV, women’s group members, etc.).
Home-based care teams are also an important
source of support to patients and families, providing them with a range of services and linking
them to HIV outpatient and inpatient care facilities. However, for home-based care teams to be
able to provide a minimum level of quality palliative care, they need to be trained, supervised,
and equipped with a basic supply of palliative care
medicines. The trained home-based care team
can provide many services such as basic nursing,
pain and symptom assessment and care, counseling, self-care empowerment, respite, and referrals to other community resources. Team members can also help reduce stigma in the family and
community-Based Care
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Source: Adapted from Woodruff.37

community, and encourage prevention of HIV
and disclosure within the family. Home-based care
staff are increasingly utilized in the important role
of promoting ART adherence. Home-based care
supplies should, where possible, include analgesics
for Step 1 and 2 pain management on the WHO
pain ladder as well as other medicines to treat mild
symptoms in the home. In Uganda and a few other
countries in Africa, home-based care teams are
directly administering oral morphine.39
Because of the comprehensive nature of palliative care, home-based care must also be supported by the community. The home-based care
staff are often volunteers or paid staff from community organizations. Teams are often comprised
of a variety of people with different and important
skills sets, such as people living with HIV, healthcare professionals, and social workers.
Palliative Care and OVC Services
Children living with and affected by HIV, like
all children, require special attention because of
needs unique to their physical and emotional
development. Children require a safe and nurturing environment for their well-being and survival.
Palliative care services can provide such an environment to ensure that children in a variety of circumstances receive appropriate help. Children can
require assistance when they are living with an ill
family member or when they are themselves HIVpositive, when they have recently lost a loved one,
or when they have been orphaned.
Palliative care services can address the needs of
these children through the application of a family-centered care approach. Examples of a family-centered care approach include (1) providing
HIV care to both parents and children in the same
facility so they are able to receive care together; (2)
training palliative care providers in the palliative
care needs of children and in how to communicate
with children; (3) ensuring that home-based care
200

teams are trained to be able to assess the needs of
the children in the household alongside assessment
of adults; (4) developing linkages with programs
and services in the locality of the palliative care
clinic or home-based care team that can help OVC
enroll and stay in school, provide legal support,
assist with providing alternative care if needed,
offer child protection and abuse aftercare, and so
on; and (5) helping parents plan for the future of
their children and prepare succession plans.
Whether or not both parents are seriously ill, it
is wise to discuss their wishes, together with their
children, and to assist them in writing their wills
stating a common agreement about where and
by whom the children will be taken care of in the
future. When plans have not been made for the
care of orphaned children, they may suffer serious consequences such as inadequate food, shelter, and education, with accompanying emotional
and social distress. The family can help its children
avoid these dire situations by preparing a will that
secures the family’s possessions for the children’s
future and appoints a guardian. Usually, guardianship of the children naturally falls to the remaining
parent. However, if both parents die, a guardian
will need to be appointed.
Palliative Care in Inpatient Settings
While it would seem natural that palliative care
be offered in inpatient settings (i.e., hospitals
or hospices), there may not be adequate training and support staff in these facilities or essential palliative care medicines to ensure that such
services are available. People who are being cared
for within hospital and hospice settings are often
there because they suffer from serious illness. Pain
management and symptom care, along with emotional, social, and spiritual support, are all essential
aspects of care for those who are hospitalized. At a
minimum, health workers should be trained in the
principles and practice of palliative care and efforts
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Palliative Care and TB/HIV Integration
TB is a major cause of serious illness and death
for HIV-positive people, including those on ART.
In many resource-limited settings, there is a very
high risk among people with HIV of acquiring
TB. Palliative care programs for people living with
HIV must link closely with TB clinics and provide
support for adherence to TB treatment, as well as
support family members, including children, in
being tested and treated for TB. Many palliative
care providers assist with TB treatment through
directly observed therapy short course (DOTS)
support and through community caregivers who
are trained in how to refer and support TB testing
and treatment.
Role of Palliative Care in HIV Prevention
All palliative care programs must recognize the primary importance of prevention in their work with
people living with HIV and their families. Strong
relationships between caregivers (family members
and/or health workers), people living with HIV,
and their families are an important opportunity for
sharing prevention messages and providing counseling, often during times when these services are
most needed.
Family caregivers should be offered guidance
on how to reduce the risk of infection in the home
(universal precautions). For people living with
HIV and their spouses or partners (regardless of

their HIV status), education on reducing the risk
of infection or reinfection should be offered, as
well as information on the reduction of mother-tochild transmission through PMTCT programs and
family planning. Needle and syringe exchange programs should be promoted for known or suspected
injecting drug users. For youth, involvement with
prevention programs targeted specifically to their
age group, if available, should be encouraged.

Palliative Care and Special
Populations
Injecting Drug Users
Palliative care services are oriented differently
according to the needs of the population they serve.
In regions or settings where the majority of people
living with HIV are injecting drug users, addiction
and addiction treatment must be linked and/or
integrated with palliative care services. Specialized
training and sensitization of health-care workers is
needed so that they can better understand issues
specific to injecting drug users living with HIV,
such as hypersensitivity to pain, how to manage
pain for injecting drug users on opioid substitution therapy (e.g., methadone), and fear related to
further addiction and medicine diversion. Despite
these additional considerations, substance users
should receive the same level of palliative care,
including pain control, as all other clients.

Care in Closed Settings
Care for populations living in closed settings,
such as prisons, rehabilitation centers, and refugee
camps, will also require special consideration. Since
HIV care services may not always be available in
closed settings, it is important that, where possible,
palliative care programs forge partnerships with
the staff or administration to build access to palliative care services. They can also support the families of prisoners and help them communicate with
community-Based Care
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should be made to ensure access to morphine. In
particular, the staff should feel adequately skilled to
communicate difficult news sensitively to patients
and families and to help them know what to expect
over the course of the disease.
The staff of inpatient care settings should work
closely with home-based care services so that people living with HIV have the option of transitioning back to their home or another care site if they
prefer to do so.

their loved ones. In some cases, it may be possible
for the care provider to help negotiate a compassionate release, especially if the person is extremely
ill and/or requires specialized care. Care providers can also help facilitate individuals’ reintegration
into the community after their release or return to
their home.
Other special populations, including sex workers, men who have sex with men (MSM), and
migrants, may have a number of specific support
needs that should be explored and adopted by palliative care programs serving these populations.

Training and Teamwork in
Palliative Care
Interdisciplinary Teams
Palliative care is patient-focused, helping people
living with HIV to address their needs at any given
point in time. As such, a diversity of providers is
needed since very few individuals will be able to
wear the many required “hats” at a level of effectiveness that ensures quality care and support.
Palliative care employs an interdisciplinary
form of teamwork. The care team consists of professionals representing different disciplines, as well
as lay caregivers and support workers who bring
in other expertise, viewpoints, and approaches. It
may not always be possible to have representatives
of all relevant disciplines on a care team, but it is
important to create strong linkages with people
who can provide input from a variety of disciplines
or backgrounds. For example, if a pharmacist is not
able to be a regular team member, a nurse may be
able to identify issues that require input from the
pharmacist and seek consultation for a particular
team concern. The possible members of an interdisciplinary team are as follows:
• Nurse
• Medical doctor, clinical officer
• Community- or home-based caregiver
202

• Pharmacist
• Person living with HIV, peer, “expert patient”
• Social worker, case manager
• Counselor
• Spiritual counselor (priest, monk, imam, etc.)
• Nutritionist
• Traditional healer
• Physiotherapist
•	Vocational counselor
• Substance use counselor
Palliative care is offered through a diverse range
of services, so where the team is based and who the
team is composed of is dependent on this factor.
The team can be part of a district HIV outpatient
clinic, a community health center, a communitybased nongovernmental organization (NGO), or a
tertiary hospital.

Patient and Family Caregivers in a
Leadership Role
The patient and family caregivers are part of the
care team. Patients are supported as they learn
about every aspect of care, diagnosis, and treatment so they are able to make decisions, prioritize
resources, and be involved as much as possible
throughout the course of their care. When a patient
is not able to make decisions, the family caregiver
or caregivers must have enough information to
make “good” decisions for the patient in line with
the family’s values, culture, and traditions. In situations in which children are the caregivers, the
palliative care team must offer as much support
as possible, including age-appropriate education
about care, prevention of infection, and emotional
and spiritual support.

Preparing and Supporting
Interdisciplinary Palliative Care Teams
Teamwork requires team building and clear
roles and responsibilities. It is important that the
team meet regularly, have the requisite skills and
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Training
Many organizations, regardless of their size, are
capable of providing palliative care training.
However, it is important that the information provided is in accordance with national guidelines and
that the curriculum is developed with the assistance of experienced palliative care professionals.
Training and certification should involve, if possible, a national program authorized to certify palliative care providers. A vast international network of
palliative care organizations is able to support comprehensive and appropriate palliative care training.
As much as possible, the training should include
hands-on experience and mentoring in addition to
didactic (classroom) learning.

Skill Sets
In 1998, WHO recommended a core training curriculum in palliative care for all levels of care that
has been used and adapted worldwide. The following are key subject areas for training, based on
these recommendations40:
• Philosophy of palliative care
• Ethics and human rights
• The continuum of care
• Interdisciplinary teamwork
• The family as the unit of care

• Personal attitudes toward HIV, pain, dying,
death, and bereavement
• Illness as a complex state with physical, psychological, social, and spiritual dimensions
• Communication
• Common symptoms and changes associated
with disease
• Assessment and management of pain
• Assessment and management of symptoms
• Assessment and management of psychological
problems
• HIV and ART
• Human sexuality and family planning
• Nutrition
• Drug and alcohol use
• Care of the caregivers
• Appropriate care of children and adolescents
• Spiritual support
• Future planning
• Social support
• Standard precautions
• Referral system and community resources
• Counseling / emotional support
• Death and dying
• Grief and bereavement
• Goal setting in physical, psychological, social,
and spiritual dimensions
• Development of a family care plan
• Monitoring of pain and symptom management
• Monitoring and evaluation
• Teaching caring skills to others
• Reporting

Supportive Supervision
Training is an ongoing process and should be a regular part of supervision and team meetings. When
much of the care is provided by trained community
caregivers, routine supervision should be provided
by a nurse or other health professional.
The interdisciplinary team should meet at least
once a week to focus on the following areas:
community-Based Care
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training, and agree on a consistent approach to
care. While access to formal training (e.g., a palliative care curriculum offered by a medical school)
may be limited in resource-limited settings, training should be encouraged and advocated for
as much as possible. Palliative care training and
information are the basis for quality care, and the
continuum of care relies on the depth of knowledge within the care team. All members of the
team, whether formally trained or not, must have
a basic understanding of the principles and practices of palliative care before working with clients
and their families.

• Assessments and initial care plans, including
presentation of new cases
• Workload
• Team debriefings of difficult cases, deaths, and
so on
• Education
• Information sharing
•	Ongoing care plan development
•	Ongoing reassessment of patients
• Team planning (visits, supplies, transport,
schedules, etc.)
• Problem solving (drug reactions, symptom and
pain management, family conflict issues, etc.)

Mentorship
Mentorship is an important way to build capacity
within the care team to provide quality palliative care
services. Mentoring can occur at both the individual
and organizational levels. Mentorship involves guidance, support, leadership, supervision, advocacy, and
training. The mentoring process should be a voluntary learning relationship between the parties that is
of mutual benefit. Care providers and organizations
new to palliative care should be encouraged to establish mentoring relationships with experts through
national associations, if available, or through international palliative care organizations.

Care of the Carer
Because of the intense nature of palliative care,
supervisors should look after the emotional, social,
spiritual, and physical well-being of all team members. Stress and the accompanying burnout must
be watched for and managed. Palliative care organizations must ensure that all members of the care
team have access to the resources required to carry
out their work (e.g., supplies for care and transportation for site visits and meetings). Similarly, conditions that can accelerate worker burnout, such
as understaffing and a high demand for services,
should be managed and addressed.
204

Basic principles for care of the carer include the
following:
• Realistic expectations
• Clear roles and responsibilities
• Regular supervision and emotional support
• Manageable workloads
• Skills and information to ensure competency
• Time off or respite
• Incentives and recognition
• Support for personal and interpersonal
problems
• Support in dealing with fears and feelings of
powerlessness
• Personal health and wellness
• Promotion of self-care by the client and family

The Role of Family in
Palliative Care
The patient and family (as defined by the patient)
is the primary unit of care. Because of the holistic nature of palliative care, all aspects of a person’s
life must be considered. The family represents the
main relationships that can support or hinder good
care in the home. In resource-limited settings, as
in most settings, the well-being of family members
depends, to large extent, on the patient’s quality of
life. Children are often required to provide care for
their ill parents, and the worry and stress of facing
a life-threatening illness is a shared concern.
When family-centered care is implemented
within the continuum of care, it can save the lives
of both parents and their children. It establishes
a system of care in which family members are
included in care assessments and in which their
needs are identified and acted upon in a timely
manner (e.g., referring a client’s sick child who has
not yet been tested for HIV).

Palliative Care for Adults
Establishing a standard of palliative care is essential to ensure a basis for quality care. Guidelines
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The Process of Providing Palliative Care
Assessment
A palliative care assessment (Box 2) addresses the
physical, emotional, social, and spiritual needs
of the patient and family. It is useful to think of
the assessment as focusing on three areas: the illness (physical), the whole person (emotional and
spiritual), and the situation and/or environment
(social), including how the illness is affecting the
other members of the family.
The assessment includes a thorough history to
identify past and presenting illness and symptoms.
Pain and other symptoms are routinely assessed,
and severity of pain is measured using a pain scale.
A nutritional assessment is also important, particularly in settings where food may be scarce.
Clinical depression, anxiety, dementia, and generalized anxiety disorder (GAD), as well as other
neurological and mental health problems, are very
common in people living with HIV but are often
overlooked. Conditions can change dramatically
over time and should be routinely assessed.
Assessment of ART treatment adherence, as
well as adherence to other treatments, is another
important part of the assessment. If a person is
about to be started on ART, a holistic ART readiness assessment should be conducted, with particular attention given to the supportive environment in the home, community, and workplace.
Assistance with disclosure to significant others is
a step toward treatment readiness and is an important role for the palliative care provider or referred
resource persons.

Box 2. Initial Palliative Care Assessment of
People Living with HIV41
History
n Present illnesses and treatments
n Past medical history, including all comorbidities
(e.g., TB), HIV-related complications, other major
illnesses, hospitalizations, surgeries, and date
of HIV diagnosis
n Medication history (including past history of ART
exposure)
n Drug allergies
n Substance use and dependence history,
including treatment
n Family history
n Social history
n Social resources
n Spiritual support
n Financial issues
n Nutrition
n Current symptoms (pain, weight loss, anorexia,
fatigue, lack of energy or weakness, fevers, night
sweats, insomnia, sadness, anxiety, dyspnea,
cough, nausea/vomiting, diarrhea, etc.)
n Chronology of symptoms
n Exacerbating and relieving factors
n Current medications or other treatment for
symptoms
n Cause, type, and grade of pain
n Symptom cause, type, and characteristics
n Impact
• of symptoms on functional capabilities
• of symptoms on each other
• of specific therapies on each symptom
• of symptoms on patient’s quality of life
n Mental health history and treatment (e.g., depression, anxiety disorder, delirium, psychosis) and
any current mental health problems
Physical examination
Full clinical examination
n Systems review, including:
• constitutional (fatigue, anorexia, fevers,
weight loss)
• neurological
• mental status
• dermatological
n

Other examinations and investigations as required
Assessment including differential diagnosis
Development of care plan
community-Based Care
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and standard operating procedures (SOPs) for palliative care should be available at a national level.
If these are not available, WHO, as well as many
countries and organizations, has developed quality
guidelines and SOPs that can be adapted for use in
other settings. The following is a summary of the
process of providing palliative care.

In addition, the psychosocial needs of the patient
are reviewed and actions for how to address these
needs are included in the care plan.
Care Plans
Care plans help address the care needs identified
during the assessment. Care plans are developed
either by the interdisciplinary care team (ICT) or
by a health-care worker who may receive input
from the ICT. Care plans are always developed with
the patient’s input and recognize the priorities and
preferences of the patient and family. In addition to
the steps to be taken, the care plan will also define
who is responsible for each step, including family caregivers. The plan includes mention of any
problems identified during the assessment process
and any important physical, emotional, social, and
spiritual issues.
Referrals
A strong referral system is essential to the success
of a palliative care program. Primary palliative care
providers, including home-based care teams, HIV
outpatient clinics, or hospices, will need to initiate
and support a strong referral system that includes
referral forms, focal people, a feedback system, a
resource directory, and a referral network. Links
with essential supportive services should be formalized and maintained with the help of supervisory staff. Designated palliative care staff should
serve as members of the local referral committee,
or, if one is not available, a referral network committee should be developed. This will help promote
stronger, more effective relationships with referral
agencies and partners.
Client confidentiality must be maintained for
all referrals. While services such as home-based
care and social services are important and helpful to people living with HIV and their families,
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these services must only be provided with the
explicit consent of the patient and/or affected family members.
At a minimum, referral relationships should be
established with the following:
• HIV outpatient clinics
• Interhealthcare facility services (e.g., inpatient
departments, tuberculosis inpatient department
[TB-ID], maternal and child health [MCH] /
antenatal clinic [ANC], sexually transmitted
infections [STIs], pediatrics, lab, radiology, RH/
FP, and other relevant services)
• Tertiary general and specialty hospitals (e.g.,
infectious diseases, MCH, TB, cancer)
• Support groups for people living with HIV
• Home-based care teams
• Hospice (if any)
• Faith-based organizations (FBOs)
• Social welfare agencies
• Child care and protection organizations
In addition, referral relationships should be
pursued with the following:
• Economic support / employment services (e.g.,
skills training, job placement, microfinance)
• Substance use–related services (e.g., needle and
syringe exchange/distribution, 12-step programs, opioid substitution therapy)
• Legal aid
• Transportation assistance
Essential Palliative Care Medicines
In order to provide a minimum quality of palliative
care, essential palliative care medicines must be
available. At the request of WHO, the International
Association for Hospice and Palliative Care
(IAHPC) recently updated the essential palliative
list to address the most prevalent symptoms of cancer and HIV. This list, which includes 33 medicines,
can be accessed through the IAHPC Web site.42
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Figure 3. Numeric pain intensity scale

Clinical Care
Symptom Management
Patients with HIV may experience a wide range
of symptoms, involving virtually every major
organ system, as a result of specific OIs, malignancies, comorbidities, medication toxicities,
substance use, or HIV infection itself. The prevalence of symptoms generally increases as the disease advances.
State-of-the-art practice in palliative medicine
includes training and equipping providers with
standard palliative medicines to be able to assess,
prevent, and treat distress-causing symptoms such
as pain, fatigue, nausea, and diarrhea. Providers
should follow national or WHO palliative symptom care guidance in these cases.
Clinicians should assess patients on ART for
pain and other symptoms, just as they would with
other clients, paying special attention to ART side
effects and immune reconstitution inflammatory
syndrome. Symptom care applies to the management of discomfort caused by the many potential
side effects of ART.
Symptoms interact with one another. Treatment
of all symptoms together can result in greater relief
of suffering than can treatment of only some of
the patient’s presenting symptoms. Pain and fever,
in particular, exacerbate discomfort from other
symptoms and their underlying causes.

Pain Management
The goal of pain management is freedom from
pain and prevention of the recurrence of pain.
Successful pain management is achieved when the
patient feels no more pain, is comfortable, and is
able to carry out the normal activities of his or her
daily life. At the end of life, pain relief allows the
patient to die in peace. Palliative care respects and
recognizes the patient’s assessment of his or her
own pain, based on the belief that “pain is what the
patient says it is.”
All patients should be assessed for pain during
each clinic visit (Box 3). Pain is very common in
people living with HIV and can result in extreme
suffering, but it is often overlooked because clinicians do not ask about it. The onset of pain cannot
be predicted. If a patient presents without pain on
previous visits, this does not mean he or she will be
without pain at the subsequent visit. All patients
who are suffering from pain must be treated to
relieve their pain and improve their quality of life,
regardless of the stage of their illness. Depression,
anxiety, fear, or stress can exacerbate the pain
experienced by people living with HIV. Pain management must always pay attention to psychological, social, and spiritual issues, in addition to the
physical.
Care providers in community- and homebased care teams, outpatient clinics, and hospital
community-Based Care
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Source: WHO.43

Box 3. Process for Assessing and Treating Pain
n

n
n

n

n
n

n

Ask the patient to describe the location, duration, timing, quality, aggravating or alleviating factors, and
intensity of his or her pain (using a 10-point pain scale).
Based on this assessment, determine whether the pain is nociceptive or neuropathic.
Individualize the treatment; the correct dose is the dose required to effectively manage the individual’s
pain. If neuropathic pain is identified, use indicated adjuvant treatment to help control pain.
Start with a low dose, taking into account the patient’s history of analgesic use and substance use, and
increase gradually until the patient is comfortable. If the patient has a higher tolerance to pain medications,
titrate the dose up.
Closely monitor the response to treatment to maximize the benefits and minimize the side effects.
Tailor the analgesic regimen to sleep patterns whenever possible (i.e., do not require the patient to wake in
the middle of the night to take his or her medication).
Administer around-the-clock pain relief, using a fixed dosing schedule to ensure that medication is taken
before the effects of the previous dose have worn off.

Use the numeric pain intensity scale and WHO three-step ladder (see Figures 3 and 4) to guide
treatment decisions and prescription as follows:
n

n

n

Mild pain (1 to 3): Non-opioid (e.g., ibuprofen, indomethacin, acetylsalicylic acid, paracetamol); can use with
adjuvanta pain drugs
Moderate pain (4 to 6): Weak opioid (e.g., codeine, hydrocodone) plus non-opioid; can use with adjuvant
pain drugs
Severe pain (7 to 10): Strong opioid (e.g., morphine, oxycodone, methadone, hydromorphone, fentanyl) plus
non-opioid; can use with adjuvant pain drugs

Note: Not all analgesics will be available in all health settings.
a
Adjuvant analgesics are a diverse group of drugs that have a primary indication other than pain but are used to enhance
analgesia in specific circumstances. Adjuvant medications are particularly helpful with neuropathic pain, and include amitriptyline, imipramine, gabapentin, carbamazepine, and valproic acid.

inpatient departments all need to be skilled in using
pain scales (Figure 3) and the WHO pain treatment ladder (Figure 4) as tools in assessing and
treating pain. The standard pain assessment will
also determine the character, duration, and location of the pain.
Management of pain can be conducted in
medical facilities, at home, and in the community. Pain treatment therapies should be flexible
so patients can manage their pain in their preferred location of care. It is also recommended
that any available, culturally acceptable alternative therapies, such as massage or acupuncture,
be provided. While alternative therapies can provide relief, it should be established that they will
not interfere with any treatments the patient is
currently receiving.
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Certain analgesics and opioids (e.g., codeine
and morphine), in particular, may be difficult to
access in district health-care settings either because
of Ministry of Health regulations restricting access
or lack of supply due to infrequent assessment of
pain in the health-care setting. The role of the prescribing clinician is to work within analgesic prescription regulations while actively ensuring that
all legal medicines for pain treatment are available
in the hospital, clinic, or home setting.

Emotional Care
An essential component of palliative care is assessing and attending to mental health needs among
patients and families. HIV care providers working in home-based care and in- and outpatient
care services can be trained in basic mental health
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Figure 4. Three-step analgesic ladder for treating pain

assessment and care provision, including how to
make appropriate referrals to specialty services.
Support can also be provided by family members, neighbors, friends, or other people living
with HIV. Support groups for people living with
HIV are a critical resource that helps the patient
and family members respond to problems causing
distress and suffering.

Spiritual Care
Spirituality is defined as a belief that provides
individuals with a sense of meaning and importance in their lives.45 Life-limiting illness often
brings up painful questions associated with facing death, losing faith, or reconnecting with
one’s belief and/or support system. An important
aspect of spiritual care is assuring the patient and
family that their spiritual beliefs and traditions
will be honored, especially at the time of death
and during funeral arrangements. Developing a
relationship that allows for open communication is a basic tenet of palliative care and enables
important conversations about spiritual issues to
take place.

Social Support and Referrals
Many people living with HIV and their families
struggle with inadequate financial resources, especially when the breadwinner has been ill for some
time and then dies.
They may be without enough food to eat; face
stigma, discrimination, and isolation; or be unable
to work. An essential part of coping is making
plans for the future in an attempt to address these
challenges. Palliative care providers should assist
patients and families in preparing future plans
that address more immediate survival needs, and
in preparing wills and other legal arrangements,
deciding how to say good-bye to friends and family, appointing a guardian for children, and determining end-of-life care arrangements.
It is also important for palliative care programs
to establish linkages with social service providers,
such as the following:
• Legal services to assist with succession planning, inheritance rights, and legal documentation (such as a living will or power of attorney)
• Government grants, housing, or health-care
agencies
community-Based Care
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Source: WHO.44

Box 4. General Recommendations for Working with Patients’ Families in End-of-Life Care
n
n

n

n

n

n
n

n

n

Encourage communication within the family.
Be compassionate and supportive; communicate clearly and honestly with the patient and the family
regarding prognosis.
Provide the patient and his or her family with information about signs and symptoms to expect during the
dying process (Table 1).
Teach the family how to provide physical comfort in the home, including around-the-clock management of
pain and other symptoms.
Discuss worrisome issues such as custody of children, family support, future school fees, quarrels, and
funeral costs.
Let the patient know he or she will be loved and remembered.
Talk about death if the person so wishes. Find out if the patient has ever seen anyone die and ask about his
or her own fears about death. Make sure the patient gets help in addressing any feelings of guilt or regret.
Respond to spiritual needs as the patient requests, providing connections with the spiritual counselors or
religious institutions of the patient’s choice.
Provide palliative care and comfort measures by means of the following:
• Moistening the patient’s lips, mouth, and eyes
• Keeping the patient clean and dry
• Treating fever and providing pain relief (around the clock if necessary); substance users should have their
pain fully managed (opioids can be used to manage moderate to severe pain)
• Controlling other symptoms and relieving suffering with medical treatment as needed
• Providing liquids and small amounts of food as the patient desires
• Providing physical contact.

• Food support
• Income-generation programs
•	Organizations working to increase community
awareness of HIV care, treatment, and prevention and to strengthen affected households and
communities

End-of-Life Care
It is very helpful for family members to understand
and anticipate some of the medical, emotional, and
spiritual changes that can occur during a person’s
last months of life as part of the normal process
of dying. The health-care team can play an important role in educating family members and other
caregivers about end-of-life issues. A regular family meeting may be useful to identify the fears and
worries of the patient and family. Talking with the
patient to establish his or her understanding and
prognosis of the disease is important (Box 4).
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Table 1 presents a general prognostic time
frame for approaching the end of life, describing
typical patient features and interventions that may
be helpful during this time.

Grief and Bereavement
Bereavement support is required as the patient
and family pass through the various stages of disease progression. People experiencing anticipatory
grief (i.e., knowing that loss is imminent) require
emotional support prior to a loved one’s death.
Bereavement does not occur over a set period of
time or according to a certain course, but varies greatly from one individual to the next, even
despite similar circumstances. Bereavement support should be individualized and culturally sensitive. Support for children is just as important as
support to a surviving spouse or adult member of
the family.
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Table 1. Clinical Care Issues in End-of-Life Care46
Last Months

Physical

n
n
n

n

Increased fatigue
Increased sleep
Decreased interest
in eating
Increase in pain or
other symptoms

Last Weeks
n
n
n

n
n

More time in bed
Insomnia
Less interest in
food and drink
Decreased energy
Difficulty walking

Last Days
n
n

n
n
n

n

n

Incontinence
Sleep pattern
reversal
Sweats
Confusion
Cognitive
failure
Changes in
skin (pallor)
Respiratory
changes

Last 24–28 Hours
n
n
n
n

n

n

n
n
n

Emotional

n

n
n

n

Increased need for
closeness, talking,
physical contact
Social withdrawal
Increased sadness,
crying
Seeking closure,
expressing feelings
of love

n

n

n
n

n

n

Spiritual

n

n
n

n

Increased interest
in spiritual matters
Prayer
Desire for contact
with religious/
spiritual leader
Questioning of faith

n

n

n

Desire to talk
about funeral
arrangements
Periods of intense
emotional
expression
Bargaining
Life review, discussion of past events
Desire to reassure
family
Fear of sleep

n

Dreams or visions
of deceased loved
ones
Increased faith in
God
Periods of quiet
reflection

n

HIV brings with it many levels of complication
related to grief and bereavement. For example,
HIV is largely associated with sexual transmission. In many cultures and communities, sex is a
taboo subject. HIV and death is another potentially controversial subject. Stigma in any form can
seriously compound the grief associated with HIV
by preventing people from being open about what

n

n

n

n

Greater
peacefulness,
quiet
Increased
communication
Signs of closure/saying
good-bye
Increased
anxiety

n

Increased
clarity in
thinking and
emotions
Increased
sense of
peace and
transcendence

n

n

n

n

Somnolence
Restlessness
Agitation
Gradual or sudden loss of
consciousness
Further changes
in skin color
Periodic
breathing
Gurgling
Moaning
Delirium
May be unresponsive or minimally
responsive
Confusion, delirium, inability to
express emotions
clearly

Perception of
other dimensions
of experience
Increased sense
of peace
Deep, peaceful
sleep

has happened. As a result, they are unable to talk
to others and can miss out on this vital source of
support.
When a family is affected by HIV, people are
often experiencing multiple losses. In some cases,
both parents and one or more members of the
extended family (brothers, sisters, aunts, uncles)
are living with HIV. Multiple losses are not only
community-Based Care
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Type of
Manifestation

difficult because of the amount of grief but also
because of the frequency of occurrence; one death
may come right on the heels of another, leaving
little or no time to complete the bereavement process before losing another loved one. This creates
a very heavy psychological burden and can lead to
unresolved grief.
Surviving family members need to be encouraged to take care of their health, as grief can take a
heavy physical and emotional toll. With HIV, disclosure of one’s HIV-positive status prior to death is
helpful, so that appropriate emotional and physical
support can be provided to surviving family members. Other known or potentially HIV-positive family members should be monitored and encouraged
to receive appropriate medical attention or testing.

Palliative Care for Children
and Adolescents

members of the family, as the child is dependent on
the support of the family for survival.
Children are unique; they do not have the communication skills of adults and express much of
their suffering through action or inaction (e.g.,
silence, refusing to eat, or crying). Children require
different clinical interventions appropriate to their
stage of development. Nutrition is a vital component of healthy growth, and safe infant feeding must be promoted to ensure HIV prevention.
Table 2 provides brief guidelines for the different
stages and reactions of children and adolescents to
illness. Children may regress developmentally as a
result of illness. Because children will experience
different aspects of the health system, their care
must be given within a continuum of care, with
strong linkages between different providers (e.g.,
PMTCT, ART, MCH, outpatient clinics, immunization, nutrition).

Parents

Adolescents

Parents and caregivers need to receive support
when a child is ill. Parents will vary in their level
of ability to cope with their child’s illness or death.
Parents should be allowed to cope in their own
way and be offered clear information about their
child’s illness and what they can do to help. It is
also important to provide support to other family
members, including siblings, grandparents, aunts,
and uncles. Often parents may be ill at the same
time as their children. This creates many layers of
stress, and the palliative care program helps support the parent and child together through a familycentered approach.

Adolescents with HIV are a diverse population.
Some may have been infected from birth, while
others may have acquired HIV through sexual
abuse, their own sexual activity, blood transfusions, or drug use. For the HIV-infected adolescent, the family or caregiver must help make a plan
to discuss disclosure of the individual’s HIV status.
Clear information about HIV must be provided so
that the adolescent is able to make informed decisions about his or her health and other important
areas of life.
Adolescents in need of palliative care are
assessed in a similar manner to adults, but with
involvement of their parents or guardians and consideration of their stage of development and maturity level. Maturity levels vary enormously, and
emotional, mental, social, and spiritual needs may
be very complex. Referrals for social, spiritual, and
psychological support should direct young patients

Children
Children require special consideration in the provision of palliative care. Providing comprehensive
palliative care for a child must include care for the
mother or primary caretaker as well as for other
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Clinical Care
Adolescents
Palliative care for adolescents is the same as for
adults, including the management of pain and
other symptoms, with the important exception that
weight changes must be monitored to adjust dosing of medicines as needed. As noted above, the
adolescents must be respected and included in the
decisions affecting their health and general wellbeing.
Children
It is important to diagnose children with HIV as
soon as possible. Comprehensive care and treatment for HIV-positive children must be delivered
in a timely manner, as the disease progresses much
more rapidly in children than in adults. Care and
support must be in line with their developmental
stages, which will also determine their ability to
cope with illness, as outlined in Table 2.
Symptom Management
Children and adolescents living with HIV/AIDS
can suffer from a number of preventable and/or
treatable symptoms. Certain symptoms are more
common in children, including skin disorders,
mouth sores, and convulsions. Table 3 addresses
some common symptoms.
Pain Management
Pain is often not diagnosed or is underdiagnosed in
children because of communication gaps between

adults and children, fears about giving children
medications (e.g., potential side effects, overdose,
addiction), and denial. In addition to taking medication, children who are in pain can be helped by
being comforted through the company of others.
The principles of pain management for children
follow the WHO analgesic ladder, as in pain management for adults. Aspirin should generally be
avoided in children.
To assess pain in a child, it is useful to
• ask the parents or caregivers what signs or
symptoms they have noticed;
• ask the child, if he or she is old enough, to show
where it hurts and describe the pain and what
makes it better or worse;
• ask the child to draw a picture of the pain or
use a faces scale (i.e., smiling, frowning, crying);
and
• observe the child and note irritability; crying;
wincing; changes in mood, sleep pattern, or
appetite; or lack of interest.

Emotional Care
Depending on their developmental stage, children
may need much more comfort and nurturing than
adults, as they have much less life experience and
emotional maturity with which to cope with difficult situations. Older children and adolescents
who are already dealing with issues of self-image
and self-esteem will find it harder to cope with the
additional burden and stigma that HIV presents.
Openness with children relieves their fears,
as they often make irrational links between their
actions and illness. Answering their questions, giving age-appropriate information, and offering help
in a nonjudgmental manner will allow them to ask
questions and express feelings that they may find
difficult to verbalize. For children of all ages, nonverbal means of expressing feelings through play
or the creation of art can be very helpful.

community-Based Care
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toward services particularly targeting youth, when
available.
Adolescence is a time of rapid change and development. The care plan for adolescents will need to
be reassessed frequently in order to stay relevant.
Many adolescents are also parents and will need
information about caring for their children.
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Major Fears

n

n

Separation
Strangers

Sensorimotor (birth
through 2 years)

Cognitive Age/
Stage

Potential distortion
of differentiation of
self from parent or
significant others

Achievement of
awareness of being
separate from significant others

n

n

Impact of Illness

Developmental
Task

Infant

Interference with or
loss of developing
sense of control,
independence

Initiation of
autonomy

n

n

Separation
Loss of control

Preoperational thought
(2–7 years):
n Egocentric
n Magical
n Little concept of
body integrity

n

n

Toddler

Table 2. The Illness Experience for Children and Adolescents

Interference with
or loss of accomplishments such as
walking, talking, controlling basic bodily
functions

Creation of a sense of
initiative

n

n

n

n

n

Bodily injury and
mutilation
Loss of control
The unknown
“The dark”
Being left alone

Preoperational thought:
n Egocentric
n Magical
n Tendency to use and
repeat words they
don’t understand, providing own explanations and definitions
n Literal translation of
words
n Inability to abstract

n

n

Preschooler

Potential feelings of
inadequacy or inferiority if autonomy and
independence are
compromised

Development of a
sense of industry

n

n

n

n

Loss of control
Bodily injury and
mutilation
Failure to live up to
expectations of important others
Death

Concrete operational
thought (7–10+ years);
beginning of local thought
but tendency to be literal

n

n

School-Age Child

Potential alteration or
relinquishment of newly
acquired roles and
responsibilities

Achievement of a sense
of identity

n

n

n

Loss of control
Altered body image
Separation from peer
group

Formal operational thought
(11+ years):
n Beginning of ability to
think abstractly
n Existence of some magical thinking (e.g., feeling
guilty for illness) and
egocentrism

n

n

Adolescent
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n

n

n

n

Provide consistent
caretakers
Minimize separation from parents
or significant
others
Decrease parental
anxiety, which is
projected onto
infant
Maintain crib or
bed as “safe place”
in which no invasive procedures are
performed

N/A

n

n

n

n

n

n

Minimize separation
from parents or significant others
Keep security objects
at hand
Provide simple, brief
explanations
Explain and maintain consistent limits
Encourage participation in daily care,
etc.
Provide opportunities for play and play
therapy

Phenomenism (2–7
years):
n Perceives external,
unrelated, concrete
phenomena as
cause of illness, e.g.,
“being sick because
you don’t feel well”
n Contagion
n Perceives cause of
illness as proximity between two
events that occurs by
“magic,” e.g., “getting a cold because
you are near someone who has a cold”

Toddler

n

n

n

Provide simple, concrete explanations
Advance preparation
is important: days for
major events, hours
for minor events
Verbal explanations
are usually insufficient, so use pictures,
models, actual equipment, and medical
play

Phenomenism:
n Contagion

Preschooler

community-Based Care

Source: Data obtained from Bibace and Walsh47 and Armstrong-Dailey and Zarbock.48

Interventions

Concept of
Illness

Infant

Table 2. The Illness Experience for Children and Adolescents (continued)

n

n

n

n

n

Provide choices
whenever possible to
increase the child’s
sense of control
Stress contact with peer
group
Use diagrams, pictures,
and models for explanations because thinking is concrete
Emphasize the “normal” things the child
can do, because the
child does not want to
be seen as different
Reassure the child that
he or she has done
nothing wrong and hospitalization, etc., is not
“punishment”

Internalization:
n Perceives illness as
having an external
cause but being located
inside the body, e.g.,
“getting a cold by
breathing in air and
bacteria”

Contamination:
n Perceives cause as a
person, object, or action
external to the child
that is “bad” or “harmful” to the body, e.g.,
“getting a cold because
you didn’t wear a hat”

School-Age Child

n

n

n

n

n

n

Allow adolescent to be an
integral part of decision
making regarding care
Give information sensitively, since this age
group reacts to the
content of information
as well as the manner in
which it is delivered
Allow as many choices
and as much control as
possible
Be honest about treatment and consequences
Stress what the adolescent can do for himself
or herself and the importance of cooperation and
compliance
Assist in maintaining contact with peer group

Psychophysiologic:
n Realizes that psychological actions and attitudes
affect health and illness

Physiologic:
n Perceives cause as malfunctioning or nonfunctioning organ or process
n Can explain illness in
sequence of events

Adolescent

Table 3. Common Symptoms of HIV Infection in Children and Adolescents: Causes and
Management
Symptom

Causes

Management

Nausea and
vomiting

Drugs, gastrointestinal
infections, fever

Small frequent feeds; fluids between meals; offer cold foods;
give food before taking medications; provide dry foods; avoid
sweet, fatty, salty, or spicy foods

Sore mouth

Herpes simplex, aphthous
ulcers, thrush, gingivitis

Keep mouth clean (clean with soft cloth or gauze in clean salt
water); give clear water after each feed; avoid acidic drinks and
hot food;
give sour milk or porridge, soft and mashed; ice cubes may help;
give ice cream or yogurt if available and affordable

Chronic
diarrhea

Infections, malabsorption, malignancies, drugrelated

Rehydration; diet modification (e.g., yogurt rather than fresh
milk); micronutrient supplements; oral morphine can alleviate
intractable diarrhea

Persistent
cough

Infections, LIP,
bronchiectasis

Nebulization with physiotherapy; low-dose morphine

Severe
dermatitis

Infections and infestations, hypersensitivity,
malignancies

Emollients, antihistamines, antiseptics, topical steroids; keep
nails short to minimize trauma and secondary infection from
scratching

Convulsions

Infections and infestations, encephalopathy,
malignancies, PMLE,
metabolic disorders

Anticonvulsants, dextrose, mannitol, steroids

Wounds

Infections, pressure,
malnutrition

Wound dressing; metronidazole powder to control odor; honey
applications on clean wounds

LIP = lymphoid interstitial pneumonitis; PMLE = progressive multifocal leucoencephalopathy
Source: African Network for the Care of Children Affected by AIDS.49

Spiritual Care

Social Support and Referrals

When children and their families face an illness
that cannot be cured, they search for answers to difficult questions, such as, “Why?” “Where is God?”
“What is the meaning of this life?” and “What happens when I die?” Spiritual beliefs help people make
sense out of their place in the world. It is important
to talk about spiritual issues with everyone affected
by HIV, including young children. Because children may not always speak about things the way
adults do, adults may miss the chance to discuss
spiritual concerns with them.

Schools
Schools are an important institution in most communities and can play a pivotal role in supporting
palliative care interventions with children and their
families. Many children are given the daunting task
of becoming carers for their ill parents. Other children may be HIV-positive and on ART and/or dealing with their own health problems. For children
of school age, school and friends are an important
social support system. If teachers and pupils can
become aware of how to support bereaved children,
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Referrals
Referrals to appropriate providers, especially social
welfare services, provide necessary support for children and their families. Children who have been
orphaned and are in the care of an elderly relative
are particularly vulnerable, as are children who are
left to fend for themselves. Orphan-headed households should always be referred for social support
from government and nongovernment providers.

End-of-Life Care
What Parents and Others Are Likely to Feel When
a Child Is Dying
Giving parents information about HIV helps them
understand and face the reality of their child’s situation. Knowing what to expect as the disease progresses and knowing what they can do to help will
ease, but not eliminate, their stress. Parents or caregivers may have fears about how the illness will develop
and about how their child will die. It is important
to help every person in the family talk about his or
her experience. This will help each individual identify what help is needed. Of course, alleviation of the
child’s suffering through palliative care, particularly
through pain and symptom management, is vital in
reducing the parents’ level of stress.
Parents of HIV-positive children need a great
deal of support, especially because they often feel
that a child’s illness is their fault. These feelings
of guilt can be especially difficult for the mother,
who may feel responsible for passing the virus to
the child at birth. This is where it is vital to provide

counseling and support throughout the continuum
of care for mother and child through counseling
and testing, ANC, PMTCT, MCH, and ART.
What a Dying Child Is Likely to Feel
Children will have different feelings about dying,
depending on how old they are, how much they
understand about death, and how much they have
been told. It is helpful to talk with children about
dying and what to expect so they do not feel alone
and become frightened or confused.
Very young children will not be able to say how
they feel, but they may be unsettled and insecure,
sleeping badly, and not wanting to be left alone.
An older child may have fears about the illness and
what is happening to his or her body. Leading a
normal childhood during this time can be difficult.
Teenagers can feel bitter and angry when they realize that they will not have time to accomplish their
goals. Sometimes they may take chances with their
lives, as though they are trying to “control” death.
For instance, they may refuse to take medicines or
eat healthy food.
Angry children need help to put their feelings
into words. Anger may be felt toward a parent who
passed on the virus, toward someone who abused
them sexually, or toward God. Because there is often
stigma about HIV/AIDS, a child may feel guilty and
ashamed about the illness. Palliative care providers need to be sensitive to these issues and provide
appropriate information and emotional support.
Allowing for the expression of feelings and answering questions should be supported by open communication between parents, caregivers, and the child.
Grief and Bereavement
Children will pass through all the stages that adults
encounter as part of the bereavement process, but
the expression and depth of their grief will vary
greatly depending on their developmental stage.

community-Based Care
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children whose parents are ill, and/or children who
are HIV-positive, it will make a very positive difference to those children and their families. Simple
information about the issues they face and the reactions or behavior that such children may exhibit can
give teachers and heads of schools an understanding that could curtail further problems.

Table 4. Children’s Developmental Stages of Grief
Age

Thoughts

Feelings

0–3 years

Actions
n
n
n

3–5 years

n

Loved one will
return; loved one
is just away

n
n
n
n

n
n

6–9 years

n

n

n

9–12 years

n

n

Wonder if loved
one can return
Believe deceased
can still function
Believe their
actions or words
caused the death

n

Understand finality and irreversibility of death
Believe their
actions or words
caused the death

n

n
n
n

n
n

n
n
n
n
n

Confused
Anxious
Fearful
Separation
anxiety
Sad
Angry

n

Confused
Anxious
Fearful
Separation
anxiety
Sad or angry
Fearful they
might die too

n

Sad
Confused
Anxious
Withdrawn
Lonely
Guilty

n

n
n
n
n

n
n
n
n
n

n

n

n

12–18 years

n

n

Understand finality, irreversibility,
nonfunctionality
of death
Believe their
actions or words
caused the death

n
n
n
n
n
n

Sad
Confused
Anxious
Withdrawn
Lonely
Guilty

n

n

n

n

Cry
Cling
Exhibit regressive
behavior

n

Cry
Temper tantrum
Nightmares
Regress
Cling

n

Cry
Temper tantrum
Nightmares
Regress
Cling
Difficulty in
concentrating

n

Exhibit aggressive or impulsive
behavior
Engage in risky
or dangerous
behavior
Obtain worse
grades at school
Have difficulty
concentrating

n

Exhibit aggressive or impulsive
behavior
Engage in risky
or dangerous
behavior
Obtain worse
grades at school
Have difficulty
concentrating

n

Source: Reder.50
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n

n

n

n

n

n

n

n

n

n

n

Hold the child
Reassure calmly

Provide extra attention
Reassure calmly

Provide extra attention
Tell the truth
appropriately
Reassure (not responsible for death)
Encourage physical or
artistic expression of
grief
Provide extra attention
Tell the truth
appropriately
Reassure (not responsible for death)
Encourage physical or
artistic expression of
grief
Maintain structure,
limits, and rules
Seek community and
school support
Maintain structure,
limits, and rules
Encourage physical or
artistic expressions of
grief

Support for Children of Ill Parents and
Siblings
All children facing serious illness in their family
need information, reassurance, and opportunities
to express their feelings. This information must be
appropriate for each child’s level of understanding.
It is important to not leave children out, as they
are able to cope once they have an understanding
of what is happening. The information does not
need to be given all at once but it must be given
before a parent dies. Reassurance in the form of
acknowledgment that they will be taken care of is
comforting. However, giving false assurances that
their parent or sibling will not die sets them up for
more acute feelings of loss and distrust. Many brief
conversations between the child and a person with
whom he or she has a close relationship will give
the child the chance to ask questions, share feelings, and take in information. With information,
reassurances, and sharing, the child can develop
his or her own way of coping. If at all possible, children should be included in decisions about their
future, such as who will care for them, and so on.

Design of Local Palliative
Care Programs and Advocacy
for a National Palliative Care
Response
This section describes local-level models of care
and the essential components of a national-level

palliative care program, which needs to be in place
to enable access to palliative care on a broad and
sustained basis.

Models of Palliative Care
A range of palliative care models are available in
resource-limited countries, but the best systems
of care are often found where the public healthcare system has integrated palliative care throughout some or all levels of care—tertiary, secondary,
primary, and community—and where NGOs, support groups for people living with HIV, FBOs, and
communities are working together to complement
these services.
No matter what model is implemented in a particular setting, the comprehensive nature of palliative care (see Figure 5) requires that there be a
continuum-of-care network in place in the locality
that links services together, adding up to a comprehensive package of services.
The following section describes four common
models of local palliative care service delivery.
Community-Initiated Model
In the community-initiated model, the community
identifies a need for palliative care and organizes
services and care for people living with HIV in that
locality. The catalyst for starting services can be
support groups for people living with HIV, local
religious leaders, or families of patients. There are
usually no or few paid providers, and funds to provide palliative care come directly from the community. The coverage or reach of these services tends
to be limited, but the services are culturally appropriate and accessible. Community models that
are long lasting usually mobilize funds from local
government, business, or churches to help sustain
their efforts. These services can be more sustainable than NGO-led services but they need to be
well linked to health-care facilities providing HIV
palliative care and treatment in order to ensure that
community-Based Care
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Palliative care providers must be aware of these
important developmental differences (see Table 4).
It is important to encourage all children to
express their grief and to include them in family
rituals. Death will bring up fears and insecurities,
and children may seek reassurance and support
from family members, peers, teachers, and other
children. Other relatives may need to step in to
help the grieving child, as the parents may be too
overwhelmed with their own grief.

PP

IVE
ORT

POL ICY & SOC IAL ENVIR
ONM

E

NT
Clinical care (medical & nursing);
Treatment, pain & symptom management, VCT,
prevention & treatment of OIs (TB, malaria, STIs, etc.),
OI prophylaxis, nutritional support, adherence to therapy
(ART, cancer), end-of-life care
Psychological support:
Social care support:
counseling, emotional support groups,
affected households & communities
memory books/succession planning,
Adults &
—legal services, practical family support,
identification & treatment of related
Children
respite, material & economic security,
psychiatric illness, stigma & discrimination
Affected by
food security, clean water, income
reduction, bereavement preparedness
generation, PLHIV networks, OVC
HIV/AIDS
& care activities for affected
support & life skills
families & caregivers

SU

Spiritual support: exploration of spiritual concerns
including life review & assessment, counseling
of hopes & fears, meaning, purpose, guilt,
forgiveness, & life completion tasks

P R E V E N T I O N
ART = antiretroviral therapy; OIs = opportunistic infections; OVC = orphans & vulnerable children;
PLHIV = people living with HIV; VCT = voluntary counseling & testing; STI = sexually transmitted infections;
TB = tuberculosis

Figure 5. Model for comprehensive palliative care
Source: Family Health International.51

patients receive all the essential services they need.
An example of this model is the Neighbourhood
Network in Palliative Care (NNPC) in Kerala,
India, where the community donates most of the
funds for home-based palliative care and the government recently has begun contributing a small
amount to this successful program.52
NGO/FBO-Led Model
In the NGO/FBO-led model, an NGO or FBO is
responsible for the continuum of care for patients
and their families. The coverage of these services
may be broader than that of community-driven
models. Services, which can include outpatient
care, drop-in centers, respite for caregivers, and
220

home-based care, are generally provided by a team
that consists of health-care workers, a social worker,
people living with HIV, a project coordinator, and
volunteers or community caregivers who are based
at and supported by the organization. The NGO or
FBO acts as a coordinating structure for services
provided to the families through networks and
partnerships with other organizations and sectors,
such as education, business, health, social welfare,
and other community-based organizations and
NGOs or FBOs. These models place special focus
on developing linkages with hospitals where HIV
palliative care and treatment are provided; however,
they may not be able to ensure access to these services, as they may not exist or the hospital may not
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Hospital-Led Model
In the hospital-led model, a hospital that is providing palliative care develops a comprehensive
package of patient services, including homebased care. This model usually develops organically based on the needs of clients. The quality
of these services tends to be high, but access is
limited to those who live nearby. An example
of a comprehensive hospital-based model is Dr.
Soetomo Hospital in Surabaya, Indonesia. The
palliative care unit started with a focus on cancer inpatient care in 1995 and then expanded to
include outpatient care, home-based care, a daycare and respite center, and a 24-hour hotline for
patients and families.54
Comprehensive Integrated Model
The comprehensive integrated model focuses on
linking together and building the capacity of all the
best possible providers of palliative care at different levels. The leaders of this approach tend to be
from the local health system or hospital, working
in partnership with NGOs or FBOs and support
groups for people living with HIV. Integrated palliative care programs utilize the existing health system and the community to provide a continuum of
care. An example of a successfully integrated HIV
palliative care program is the Lighthouse Centre
(hospice) in Malawi, which describes its services as
a “circle of care.” Palliative care is provided through
the district hospital outpatient clinic and inpatient
clinic, and through home-based care teams. The

responsibilities of the nurses who provide homebased care include administering morphine to
patients in their homes to treat pain and providing
ART adherence follow-up and side-effect care.55

Need for a National Palliative Care
Program
In order for quality palliative care to be available
on a large scale and over the long term, its development must be led by national and local government. WHO endorses a national program strategy
that requires a three-part process for the development of an effective national palliative care program.56 The three prongs are as follows:
1. Governmental policy. National or state policy emphasizing the need to alleviate chronic
HIV/AIDS-related pain through education,
drug availability, and governmental support or
endorsement
2. Education. Appropriate training for healthcare professionals (doctors, nurses, pharmacists) and others (health-care policymakers,
health-care administrators, drug regulators)
3. Drug availability. Changes in health-care regulations and legislation to improve drug availability (especially opioids)
Former WHO cancer chief Jans Stjernsward
further defines several essential steps to take in
developing a national palliative care program57:
• Establish a national palliative care policy specific for the country or culture.
• Establish commitments to educate and train all
health professionals by including palliative care
in the curricula for physicians, nurses, pharmacists, social workers, and others.
• Develop advocacy and education programs for
the public. Define freedom from pain as a basic
human right.
• Ensure the availability of affordable drugs for
pain control and symptom management and
their use by appropriately trained professionals.
community-Based Care
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have the resources to ensure quality or sustained
palliative care services. A very successful example
of this approach is The AIDS Service Organization
(TASO) in Uganda, which leads the development
of a continuum of palliative care services for clients
while linking with government-based HIV palliative care and treatment and receiving support from
the government to extend its services.53

• Ensure that pain and palliative care programs
are incorporated into the country’s health-care
system.
• Provide interdisciplinary and multidisease
approaches to health care.
All of the above are necessary and must be
incorporated into a strong national effort that
involves people living with HIV and cancer and
other life-limiting diseases, families, and civil
society. At the government level, given the legal
challenges related to the use of opioids, narcotics
control officials and public security should also be
involved in developing a national palliative care
policy. It is important to ensure that palliative
care is included in the national health strategy.
This can lead to better integration of palliative
care into the health-care system and increased
resources for operationalizing a national palliative care program. These and other important
efforts can be led by a national palliative care task
force, in collaboration with a national palliative
care association.
In many countries, technical support is provided
to ministries and other state bodies to develop and
implement HIV care services. Building on these
collaborative relationships, international and
national palliative care technical support assists
governments in
• assessing and quantifying palliative care gaps
and needs,
• developing national palliative care guidelines
and policies,
• reforming narcotic control laws to accommodate access to narcotics for pain relief, and
• piloting innovative palliative care services from
which policy and regulatory bodies can learn
and adapt current laws and programs.
Some examples of effective partnerships in
establishing national palliative care programs can
be found in Uganda, Romania, and Vietnam.24,58,59
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Access to Essential Palliative
Care Medicines and Supply Chain
Management
An essential component of a national palliative
care program is access to essential palliative care
medicines. Most countries include some of these
medicines in the national Essential Medicines
List (EML).60 Palliative care advocates can identify which medicines are missing from the list and
those that are difficult to access even though they
are on the list and advocate with their national drug
authority and ministry of health for better access to
these medicines. The IAHPC recently updated the
essential palliative list, which can be used as a reference document in advocacy with governments.42
In most countries it remains a challenge to access
morphine—oral morphine in particular. The process of ensuring that morphine is readily available
can very complicated but is essential for a quality
palliative care program. In addition to advocating
for medicine availability, palliative care providers
can also help the ministry of health estimate the
annual need for these medicines.
Generic medicines should be used whenever
possible, with drugs produced in-country being
preferable as long as internationally accepted quality controls are in place. While most generic palliative care medicines are relatively inexpensive,
import costs and the cost of brand-name medicines
can be prohibitive. Some countries have taken the
approach of importing raw materials to produce
essential analgesics. Uganda imports raw morphine
and prepares oral morphine of different strengths
within the local health-care system for prescription
in hospital, community, and home settings. Other
countries, such as Vietnam, are exploring the possibility of producing long-acting morphine.
In addition to drugs, basic supplies for managing
wounds, supplies for skin and mouth care, gloves,
and other items necessary for managing conditions
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International Narcotics Control Board
Opioid use is monitored by the International
Narcotics Control Board (INCB). This body provides an overall legal framework for the national
regulation of narcotics. The INCB has called on
governments to ensure that opioids are available and used to treat pain and dyspnea. It has
requested that governments assess the regulatory
impact on opioid access and, based on their findings, initiate a process of reforming regulations to
increase access to opioids for medical purposes.
This process has been successfully undertaken in
several countries, including Uganda, Romania, and
Vietnam, and has resulted in an improved balance
between narcotic control and access for people in
pain or with other health conditions requiring opioids for treatment.24,57,59

Networks, Linkages, and Patient
Advocacy
Community Mobilization and Leadership
No palliative care service can address all the needs
of its clients. It is essential that linkages are made
with services that clients need to ensure a continuum of care. As each community is unique, the
composition of the comprehensive support for palliative care will vary. Each community needs to
design its particular “model” for the most appropriate and effective delivery of palliative care. The
development of referral protocols, service directories, and other tools to facilitate ease of referral for
clients is essential for a successful program.
To build community support for people living
with HIV, palliative care programs can implement community sensitization and mobilization

activities aimed at reducing stigma and discrimination and improving community support for people
with HIV and their families.
Several localities have instituted continuum-ofcare coordination committees, which are a forum
for bringing together many different organizations, government services, and other partners to
plan services and mobilize resources.61 These committees develop referral guides, referral protocols,
service mapping, and annual work plans. Most
importantly, they have worked to mobilize support services such as social welfare, scholarships,
and small business development for people living
with HIV.
Advocacy for Patients and Families
Advocacy by palliative care providers is essential.
Whether it is advocating for services or benefits,
it is a critical element in the effort to ensure that
patients and their families receive the help they
are entitled to receive. Sickness, emotional strain,
and poverty are intertwined and often leave an
otherwise strong person in need of an advocate.
Stigma and discrimination create added barriers.
Interceding with employers, government agencies,
family members, and bureaucracies is a large part
of providing holistic care services.
World of Work
For adults, the world of work is a key part of life.
Being unable to work or having to adjust to different work or limited energy levels is very difficult for employed clients. Discussing their health
situation with an employer is often very difficult
and risky. As with other types of disclosure, discussions with a palliative care provider help the
patient know what to expect and identify the best
approach to take.
With permission, the care team can support discussions and adjustments to the work environment

community-Based Care
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and controlling infection need to be available to providers. Many countries’ standards for home-based
care include a list of basic commodities required for
supporting care at the c ommunity level.

that could make the difference between losing a
job and finding a temporary adjustment that satisfies both parties.
The support of the palliative care team could
also be required to relieve part of the burden of
care through respite care, which could make a big
impact on other family members’ ability to cope
and continue working.

Measuring the Impact of
Palliative Care
Monitoring and evaluation (M&E) enables palliative care programs to make decisions about how
to improve their programs, identify and address
problem areas, and identify what is working well
and how to continue to support it. These activities
should be an ongoing part of the work of palliative
care teams, who must be trained to use data collection tools and systems. The monitoring system
should include continuous patient care planning
and care activity monitoring, caregiver supervision, and technical support.
Supportive supervision and the use of quality
assurance / quality improvement (QA/QI) tools
are vital to ensuring quality care. Routine participatory assessment of quality, if done properly, will
empower local providers to continually improve
the quality of their services. Each program should
develop a supportive supervision system and QA/QI
tools based on local needs and definitions of quality,
while reflecting national standards and guidelines.
Different models of evaluation can be used for
palliative care programs, depending on what the
leadership or management team would like to learn:
• Formative evaluation is conducted during the
planning of the program and answers questions about the need for palliative care, how
many families would benefit, where and how
the program should be implemented, and what
resources are required.
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• Effectiveness evaluation assesses how well the
palliative care program is reaching its objectives. It addresses the outcome and impact
of the program, how well the program has
improved quality of life, and how much of a
difference it has made to the beneficiaries of
the services. Quality-of-life questionnaires can
be an effective tool for this type of evaluation
exercise.
• Process evaluation is designed to help ensure
that the planned activities are carried out correctly, effectively, and efficiently, with the given
resources. The program can discover, for example, the degree to which families are satisfied
with the services, how well the volunteers or
caregivers are supported by their supervisors,
and whether the team has the appropriate skills
and materials required to do the job.
• Program cost analysis speaks for itself—it is an
evaluation of the costs of the different components of the program, the use of resources, and
the sustainability of the way resources are garnered or used.

Indicators
Indicators for the palliative care program could
include the following:
• Number of people living with HIV receiving
palliative care
• Number of people living with HIV treated for
pain
• Number of people living with HIV receiving
social support services
• Number of health-care workers trained in palliative care (pain, symptoms, psychosocial
support)
• Number of palliative care providers trained in
home-based palliative care
• Number of palliative care providers equipped
with medicines to treat pain and symptoms
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Research
There is an urgent need for more research in all
areas of palliative care, particularly in defining
what approaches are best in resource-limited
settings. 2,3 Priority research areas include the
following:
• The impact of palliative care–related policy
change on provider practice and palliative care
outcomes for people living with HIV and their
families
• Tracking trends in the consumption of opioids
and other essential palliative care medicines

• The impact of the introduction of pain assessment in HIV ambulatory care settings
• Identifying the quality-of-life and adherence
outcomes of palliative care models
• Comparisons of the quality-of-life and adherence outcomes of services that provide only OI
treatment and ART with those that integrate
palliative care, including community- and
home-based care
• Evaluation of specific palliative care approaches
(e.g., community- and home-based care)
• Costing and comparing the cost-effectiveness of
different palliative care models
• Identifying the emotional, social, and spiritual
support needs of people living with HIV and
effective approaches to addressing these needs.
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• Number of palliative care teams formally linked
to a hospital HIV care, treatment, and support
service (e.g., outpatient clinic)
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Provision of Palliative Care in South
Africa: Lessons Learned from the
Hospice Palliative Care Association
Kath Defilippi and Sue Cameron

T

he focus of this chapter is on
lessons learned by members of the Hospice
Palliative Care Association (HPCA) during
25 years of palliative care in South Africa. The mission statement of the HPCA—“To promote quality of life, dignity in death and support in bereavement for all those living with a life-threatening
illness by supporting member hospices and partner organizations”—is based on the World Health
Organization (WHO) definition of palliative care.
This mission is carried out by HPCA member hospices that care for patients and families in their
homes and, on occasion, in health-care facilities.

The Origins of Palliative Care
in South Africa
The catalyst for the establishment of hospice programs in South Africa, which were the predecessors
to palliative care programs, was a 1979 lecture tour
to the country by Dame Cecily Saunders. Saunders,
a British national, was a prominent Anglican nurse,
physician, and writer best known for her role in the
birth of the hospice movement, which emphasized
the importance of palliative care in modern medicine. South African hospice programs were initially
modeled after programs in the United Kingdom

and provided care almost exclusively to patients
with advanced cancer. In 1988, 14 hospices came
together to form a national association. The key
reasons for establishing what was then called the
Hospice Association of South Africa (HASA) were
• to draw together and share scarce professional
human resources,
• to promote collaboration,
• to strengthen advocacy and public relations to
introduce and promote the concept of homebased hospice care throughout South Africa,
• to develop standardized training programs at a
time when South Africa was excluded from the
international arena due to apartheid, and
• to accommodate funders who preferred to
donate to a national organization.
The name of the association was changed from
HASA to HPCA in 2003 to reflect the changing focus from end-of-life care for terminally ill
patients (i.e., hospice care) to a broader, life-long
approach made necessary by the arrival of HIV/
AIDS (i.e., palliative care). Hospices had begun
to recognize the need to provide palliative care
beginning at the time of HIV diagnosis, which at
that time was still considered a death sentence for
most people (as antiretroviral drugs [ARVs] were
community-Based Care
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prohibitively expensive and not available at publicly run health facilities).
Today HPCA has 70 member hospices, with an
aim to ensure access to palliative care resources
in each of South Africa’s 174 health subdistricts.
HPCA member hospices operate in a wide range
of settings throughout the country, including
hard-to-reach remote towns and rural villages
(some of which are only reachable on foot), as
well as sprawling metropolitan areas with both
well-resourced suburbs and informal settlements.
Programs vary in size from those caring for more
than 1,000 patients to small services caring for as
few as 30 patients. Access to skilled professionals
and material resources, which are generally more
readily available in urban areas, varies widely.
Despite the diversity of programs, all HPCA member hospices are required to comply with the comprehensive HPCA hospice palliative care standards
that apply to the services they deliver.

The Changing Face of
Palliative Care in South Africa
As mentioned previously, hospice programs in
South Africa were initially adapted from models in
the U.K. and cared almost exclusively for patients
with advanced cancer. Yet before long, the devastating and far-reaching impact of HIV/AIDS
throughout the country—on patients, families, and
the community—fundamentally changed the way
hospice care, and subsequently palliative care, were
being delivered. With the arrival of HIV/AIDS, palliative care providers were confronted with a wide
range of different client needs, and programs had
to adapt to meet these new challenges.

Increased Demand
The demand for palliative care has increased dramatically in recent years, threatening to overwhelm
available resources. By mid-2006, it was estimated
that roughly 5.4 million South Africans were living
230

with HIV and over 700,000 people were in need of
ART.1 While antiretroviral therapy (ART) is now
officially available throughout the country, widespread poverty and limited infrastructure mean
that treatment still remains beyond the reach of
many who need it.
In many South African hospice home-care programs, the increasing number of clients is outpacing
available human resource capacity, requiring the
restructuring of services, the employment of additional staff, and strengthened networking. In some
cases, this gap has been addressed by the development of satellite programs or the closing of inpatient units so that all resources can be focused on
home-based care. In rural areas, where large distances must be covered, care teams are organized
and home visits planned according to a roster that
determines the area to be visited each day, to achieve
maximum coverage despite resource constraints.
Since the majority of South African hospices
are nongovernmental organizations (NGOs) reliant on donor funding, they are often unable to pay
competitive salaries, making it difficult for them
to recruit professional staff qualified in palliative
care and to cover other rising costs. These difficulties are compounded by the fact that many South
African health-care professionals have emigrated
to other countries, lured away by the promise of
better wages and living conditions.

Changing Patient Population
Hospices are now faced with a younger patient
population requiring a different type of care over a
longer period of time. The large number of people
living with HIV in South Africa mentioned earlier
in this chapter highlight the enormous number of
young adults in the 15- to 24-year-old age group
who are HIV-positive, the majority of whom are
female. An additional challenge is that many of
these young women are single mothers with children who themselves are HIV-positive or face the
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Integrated
communitybased home care
Community
Other
organizations

Referral

Children’s team

Assessment of child
and family

Child-care workers observe
context and relationships
of children

Placement agency will
then have own social
worker do a screening
evaluation with potential
foster parent(s)

Child-care workers refer
family to relevant
placement agency

Child ideally placed in
foster care according to
the Child Care Act under
supervision of
placement agency

Child-care workers continue
relationship with child. Any
problems (e.g., abuse, including
misuse of foster grant)
discovered will be referred
to social worker from
placement agency

Community
social worker will
do a pre-evaluation
if necessary

community-Based Care

Child-care workers talk to
parent about whom they
would like children to go
to upon their death

Community
social worker
follows up delay in
formalizing foster
placements

Figure 1. Sample flowchart for placement of vulnerable children
Source: Carter J. Placement process. KwaZulu-Natal, South Africa: South Coast Hospice; 2004.

possibility of being orphaned. In this context, the
need for social and emotional support is every bit
as important as the provision of medical care.
It is important to identify potential orphans and
foster parents or caregivers as early as possible so
that care support can be put in place while the parent
is still alive but too ill to care for young dependent

children. It is common to see children as young as
10 years old being forced to take on responsibilities
far beyond what is appropriate for their age, including managing households, caring for dying parents,
and taking responsibility for siblings. When a child
is forced to leave school to assume family responsibilities, this can have a far-reaching impact on his
community-Based Care
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or her future options, limiting the child’s ability to
grow into a self-sufficient adult.
A family conference is a good way of identifying
available support so that plans can be made to keep
children within an extended family. It is important that both the family and child be part of this
decision-making process, as they can lend insight
into the family structure that would otherwise not
be available to the care team. It is also important
to assist the parent in making a will in order to
prevent family members from taking possessions
that rightfully belong to the children. Knowing
that their children will be well cared for can be very
reassuring for parents or other caretakers who are
in the process of dying. Figure 1 contains a sample
flowchart for child placement in the context of a
parent or caretaker who is terminally ill.
While providing palliative care within the home,
it is important for care providers to recognize the
ways in which the client’s health condition may be
affecting the children in the household—as well as
the serious challenges that may arise should that
client die. It is therefore necessary to find ways of
empowering children to cope so that they can effectively deal with these difficult issues. It is usually
best for the child to remain at home, so every effort
should be made to provide support to the household and for the home-care program to strengthen
the local safety net and referral network.

Catering to the Needs
of Children
Health-care providers have the added emotional
burden of caring for children who are both living
with and/or affected by HIV. Most hospices are
involved in ensuring that plans are put in place
for the care of orphans and that grants or other
forms of support can be accessed. Recognizing
that caring for children requires specialized
skills, the HPCA recently established a pediatric palliative care portfolio to provide guidance
232

and support to individual hospice programs in
the care of children. A pediatric training program has been established to ensure that those
caring for children at all developmental stages
are equipped with specific skills, including those
relating to communication, pain management,
and bereavement. Advocacy for children’s HIV
care and treatment is another important activity
undertaken by palliative care programs at both
the local and national level; advocacy is needed
since ART programs are primarily designed to
accommodate adults, and therefore often overlook the needs of children.
Naturally, a key intervention to ensure the
health and well-being of HIV-affected children is
to prolong the life of HIV-positive mothers so that
they can continue to look after their own children.
This involves promoting ART among mothers,
assisting them with treatment compliance, and
offering nutritional support. Many hospices have
established day-care programs for children who
are on ART or whose parents are being cared for
by the hospice. These programs provide an opportunity for drug-adherence monitoring, nutritional support, educational stimulation, play, and
improving school preparedness. In most cases the
children’s program forms part of a comprehensive
service that includes adult care, but there are currently a few HPCA member hospices that care only
for children, both of which have inpatient, homecare, and day-care facilities.

Building Resilience in Children
In order to effectively cope with their own HIVpositive status and/or that of a parent or caregiver,
children need to make sense of and find meaning in the difficulties they are experiencing. This
is directly related to developing resilience, which
one author describes as “the human capacity to
face, overcome and be strengthened by or even
transformed by the adversities of life.” 2 While
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Essential Components of
Comprehensive Palliative Care
The following sections summarize some of the key
areas where palliative care programs can positively
impact the lives of people living with or affected by
HIV. Specific examples are provided from program
activities within the HPCA network.

Reducing Stigma
HIV/AIDS-related stigma often causes people living
with HIV to delay seeking treatment and can break
down traditional support systems. Hospices have a
key role to play in promoting and facilitating disclosure, in encouraging people to access counseling and
testing services, in advocating for ART, and in monitoring treatment adherence. A number of hospices
have run workshops on HIV/AIDS that include
comprehensive information on ARVs to promote
community literacy and reduce fear and stigma.

Linking Palliative Care to ART
A few of the larger faith-based hospices in South
Africa have managed to secure funding to establish
separate, but linked, ARV clinics where patients are
assessed, medication is given, and drug adherence
and progress are monitored and evaluated on an
ongoing basis. Many of the hospices with inpatient
units are using these facilities to admit patients with
extremely low CD4 lymphocyte counts who have
been started on ART and who require intensive nursing care and nutritional and psychosocial support.
In KwaZulu-Natal, several hospices have developed
close collaborative relationships with ARV clinics in
the formal health-care sector where the promotion of
drug adherence and monitoring and treatment of side
effects are incorporated into home-care programs.
Most pediatric day-care programs run by hospices
fulfill a similar role. One program in the Western
Cape has established an after-hours clinic providing
HIV counseling, testing, and adherence support to
cater to the needs of those who are employed and
community-Based Care
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adults may want to protect children from the
seriousness of the issues affecting them, honest
communication helps children cope and may give
them a greater sense of control and understanding of their circumstances.
The following approaches may contribute to
the development of resilience in children and are
recommended for anyone involved in the care of
children affected by HIV:
• Providing a safe, nurturing environment in
which the child’s needs are met
• Spending time with the child, listening and
showing interest in what she or he does, thinks,
and feels
• Teaching children how to communicate
• Allowing for mistakes
• Involving the child in day-to-day activities
• Teaching the child family routines
• Praying with and for children
• Acknowledging children for what they are, not
only for what they do
• Demonstrating trust
Developing resilience is also about allowing,
even facilitating, the expression of grief and loss.
Memory boxes or books are valuable tools to
ensure that even very young children are able to
stay connected to their roots, particularly when
children are separated from their siblings after
the death of a parent. In South Africa, a typical
memory box would contain copies of birth and
inoculation certificates, a “Road to Health” chart
issued by the primary health-care clinic that
shows whether the child’s growth and development are within normal percentiles, family photographs, a letter from the deceased parent, and
other precious mementos that hold importance
for the child.
Specially trained community caregivers who are
well versed in the local culture are usually directly
involved in the creation of memory boxes under
the supervision of a social worker.

cannot access clinic or support services during working hours. Support groups, which are run either by
hospices or by networking partners, play a vital role
in providing ongoing information and encouraging
disclosure within a safe environment. These groups
are usually run by HIV-positive people themselves
and are powerful resources in promoting the rights
and needs of participants.

Training
ART, as well as treatment for opportunistic infections, now forms a vital part of palliative care. Many
health professionals and community caregivers
were trained before the advent of ARVs. As ART
became more widely available, hospices recognized the need to ensure that community caregivers received the necessary information and skills to
care for those living with HIV. The HIV epidemic
has been the catalyst for the development of a wide
range of training programs for doctors, nurses,
social workers, and lay caregivers and counselors
on HIV prevention, care, and treatment. There are
currently HPCA-supported Centers for Palliative
Learning (CPLs) at 10 member hospices, providing
training for hospices, community partners, tertiary
institutions, and the formal health-care sector. One
of the key objectives of a current donor-funded
HPCA program, involving 52 member hospices,
is providing palliative-care training for nurses at
more than 300 primary health-care clinics.

Health Promotion
Health promotion has become a vital part of holistic palliative care, and each home visit provides an
opportunity to promote the health of the patient
and to teach the family and the community how
to prevent the spread of infection. In many cases,
family members are cared for by children or the
elderly, and it is especially important to work with
these vulnerable groups so that they have the necessary skills to cope with caring for a loved one
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and to protect themselves from infection. Training
programs for community caregivers should also
include sessions on methods for teaching families
how to care for a client at home and how to keep
accurate medical records. Particularly in areas of
high unemployment and poverty, hospice homecare programs help families establish food gardens
and network with agricultural organizations that
can provide training and, at times, plants, seeds,
gardening equipment, and fencing.

Poverty Alleviation
When providing holistic care for people living with
or affected by HIV, the associated social issues of
poverty, unemployment, and domestic violence
cannot be ignored. For example, women in abusive and/or disempowering relationships may not
be permitted by their partners to seek treatment,
often resulting in devastating health outcomes for
both themselves and their children.
It often becomes necessary for the family member of someone who is ill to stop work or cut back
working hours, resulting in a loss of income. At
the same time, household expenses can increase
due to the costs of visits to the clinic, hospital, or
traditional healer; food and food supplements; and
transport costs.
Many hospice programs have developed locally
appropriate income-generating projects such as
food gardens, bead making, and sewing to help
needy families survive. For example, one program
within the HPCA network teaches orphans how to
make beaded necklaces, bracelets, and badges, while
another program teaches men and women who are
members of a support group how to make beautiful embroidered cushions. For any such program,
the ongoing challenge is finding outlets to sell the
items that are produced. Hospice social workers
also play a vital role in helping patients access any
available financial assistance such as child care, foster care, or disability grants. They facilitate these
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Care for the Homeless
An added challenge in the delivery of palliative care
is providing care to those who are homeless and live
on the streets and/or who are illegal immigrants
and have no access to treatment via the formal
health-care system. To address this challenge, one
hospice program in the center of Johannesburg has
a mobile clinic that takes care to the city’s migrant
population, and a number of programs have established shelters either for temporary or end-of-life
care for homeless people, including street children.

Care within a Prison Environment
A number of hospices have developed innovative programs that focus on providing training to
enable prison inmates to care for one another and
to establish support groups. Often care is complemented by weekly visits from the hospice palliative
care team.

The Changing Role of the
Professional Nurse
The role of the professional nurse has had to
expand in the face of a variety of challenges associated with long-term HIV/AIDS care. In resourcelimited settings the nurse is often the primary or
sole health-care professional, advocate, educator,
and social support resource for the client and family. Given the growing number of patients requiring palliative care and the distances to be covered
in providing home-based care, basic nursing care
is increasingly being provided by trained community caregivers. When this shift occurs, nurses
are freed up to fulfill more of a supervisory/management role. Yet despite the added productivity
that can be achieved through this “task shifting”
approach, nurses may frequently find that the
previous training they received did not prepare
them for this new role. Additionally, many hospices may find it difficult or impossible to hire
and retain highly experienced nurses due to limited budgets and human resource shortages, forcing them to rely heavily on retired nurses who
may have difficulties adapting to an expanded
role. Regardless of what strategy is used to address
human resource shortfalls, additional training
may be required to support nurses in taking on
increased responsibilities.

Care for the Caregiver
Van Den Berg et al make the point that “it is our
humanness that makes us worthy carers, but it
is that same humanness that also makes us vulnerable to burnout.” 3 Caring for caregivers is
an integral part of any successful palliative care
program. The three key components of effective
caregiver support are: (1) training and education (i.e., empowering the caregiver), (2) providing support and supervision, and (3) encouraging self-care and early recognition of burnout
or distress.
community-Based Care
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often protracted processes by providing the necessary information to state social workers.
There are a variety of ways that families can
be supported to improve their quality of life, and
each program must respond appropriately to the
local conditions and available resources. With the
help of networking partners, some hospice programs make and distribute food parcels containing enriched maize meal to patients and families in
need of nutritional support, and community caregivers are trained to give advice on optimal nutrition. In some cases, needy families are provided
with hens, with the eggs providing an additional
protein source. Partnerships are a key strategy for
providing adequate means of support. For instance,
a hospice program in rural KwaZulu-Natal, where
the rate of unemployment is estimated at 70%,
has developed a collaborative relationship with an
NGO that provides micro-credit lending schemes
to assist community entrepreneurs in starting
small businesses.

Specific organizational strategies to prevent and
manage caregiver burnout should be well planned
and purposeful. They can include the following:
• Preselection interviews that include a careful assessment of the applicant’s own circumstances, support, and coping skills
• Paying a living wage that minimizes workers’
financial anxiety
• Monitoring patient and task allocations to prevent overload
• Ensuring that caregivers are not expected to
work unreasonable hours (40 hours a week is
considered the norm for full-time employment), that they routinely take their leave, and
that leave is accumulated only in exceptional
circumstances
• Providing individual and group support sessions where caregivers are encouraged to talk
about their personal difficulties and distress
• Creating career pathways so that skilled caregivers can be promoted within the organization
and/or be given opportunities to gain formal
qualifications (For example, a number of hospices have provided opportunities for those
who were previously unemployed to finish their
schooling and go on to obtain qualifications in
nursing or social work.)
• Providing team-building and self-growth
opportunities (One program, Wilderness
Therapy, takes caregivers away for a weekend
that includes time for them to assess their own
feelings, values, and dreams, so that they return
to work with renewed energy.)

The Integrated Community
Home-Based Care Model
In order to meet the need for holistic palliative care
in the context of rising numbers of people living
with HIV, collaboration and networking at all levels of activity are essential. The magnitude of the
HIV epidemic in South Africa makes it impossible
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for any one organization to adequately respond
to the needs of all those affected. In order to provide a continuum of care from HIV diagnosis
through to end-of-life care and bereavement, it is
necessary to involve a wide range of stakeholders,
including primary caregivers in the home, health
professionals, community caregivers, traditional
healers, NGOs, and community- and faith-based
organizations (CBOs and FBOs). The flexible and
evolving integrated community-based home care
(ICHC) model described here promotes formal
collaboration between local nongovernmental
hospice home-care programs, government hospitals, and primary health-care clinics. The scope
of integrated programs is varied and dynamic in
response to the diverse needs of the communities
being served. For instance, it is not uncommon for
an ICHC program to perform a wide variety of
activities, including advocacy on behalf of hospice
patients in need of ART, the provision of adherence support, as well as the timely recognition
and treatment of side effects. Formal health-care
partners are increasingly being accredited to provide ART, which is in fact the best possible form
of palliative care for HIV-positive people who are
severely immunocompromised and symptomatic.
Hospices that have inpatient units are now playing
a vital and often lifesaving role in providing intensive nursing care for patients who initiate ART
with a CD4 count of less than 50 cells/mm3.
In 1996, South Coast Hospice developed a collaborative model of integrated community-based
home care that involved the collective efforts of
many organizations working together (Figure 2).
An NGO, such as a hospice, works closely with
government hospitals and primary health-care
clinics. In so doing, the hospice or other entity
ensures that community caregivers are trained,
and then supervised and supported. Existing community and faith-based initiatives are drawn in
and strengthened by means of active networking
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Figure 2. Integrated community-based home care model
Source: Uys LR. A model for home based care. In: Uys L, Cameron S, eds. Home-Based HIV/AIDS Care. Cape Town, South Africa: Oxford University
Press; 2003:5-6.

and the enhancement of services that result from
noncompetitive mutual support. This system
allows for trust to be built between all stakeholders,
an essential step in the formation of an effective
referral system.

The needs of the person living with HIV and his
or her family are central to the ICHC model, with
the goal of all activities being to provide the client and their family with access to a continuum of
care. Activities span the time from pre-diagnosis
community-Based Care

237

Box 1. The Palliative Care Trainers Declaration of Cape Town – November 13, 2002
Palliative care is an approach that improves the quality of life of patients and their families facing the problems associated with life-threatening illness. This includes prevention and relief of suffering by means of
early identification and effective assessment and treatment of pain and other physical, psychosocial, and
spiritual problems. It uses a multidisciplinary team approach to address the needs of patients and their families, including dignity in dying and bereavement support. Palliative care has only recently been recognized in
Africa, which has a great need. It is therefore an essential component of health care in Africa today in light of
the epidemic of HIV/AIDS and increasing cancers. The provision of palliative care requires policy, drug availability, funding, and education focused on the patients and family and integrated into the existing health services and the continuum of care.
The first meeting of palliative care trainers in Africa was held in Cape Town. Thirty participants attended from
five African countries—Kenya, South Africa, Tanzania, Uganda, and Zimbabwe—along with representatives
from the World Health Organization and the Diana Princess of Wales Memorial Fund.
At the end of the meeting the group made the following declarations:
1. Palliative care is a right of every adult and child with a life-limiting disease. Therefore, palliative care
should be a part of national health-care strategies, making it accessible and affordable for all in subSaharan Africa.
2. The control of pain and symptoms is a human right, and therefore, appropriate drugs should be available
in every country in sub-Saharan Africa as part of the essential drug list, including opioids such as morphine.
These drugs should be available and accessible at all levels, including the community.
3. In order to provide high-quality palliative care, all members of health-care teams and care providers need
training. It is therefore crucial to establish training programs at all levels (i.e., undergraduate and postgraduate, preregistration and postregistration), for community workers, caregivers, and volunteers. This should
be provided for all members of the multidisciplinary team providing care.
4. Palliative care should be provided at all levels—primary, secondary, and tertiary. This necessitates a career
structure for all those specializing in palliative care and in the integration of palliative care at the university
and national departmental level in each country.
Source: The Palliative Care Trainers Declaration of Cape Town – November 13, 2002. J Palliat Med. 2003;6(3):339-340.

onward, crossing a variety of care settings that
may range from home to hospital and incorporating a collaborative network of community care.
The links between care, prevention, and, more
recently, treatment of HIV infection are a key focus
of the ICHC model. The specifics of the model are
adapted in line with the needs and resources of
particular geographic areas, but in every instance
the model is characterized by extensive networking and an emphasis on strengthening privatepublic partnerships.
In addition to collaboration within South Africa,
there is a need for collaboration and affiliation
among palliative care programs across Africa and
beyond. Web-based technologies have made many
types of collaboration more feasible by facilitating
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in-depth, immediate, and frequent communication. These partnerships and collaborations have
involved a broad variety of associations and have
required consistent efforts that allow them to
evolve over a period of time.4

The African Palliative Care
Association
Since it officially came into being in 2004, the
African Palliative Care Association (APCA) has
made significant progress toward meeting the
objectives set out in the 2002 Cape Town Palliative
Care Trainers Declaration (see Box 1). This declaration has informed APCA’s stated mission, which
is “to promote and support affordable and culturally appropriate palliative care throughout Africa.”
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Lessons Learned
Sound Management
Something that many CBOs overlook is the need
for sound management, which is essential to sustain the provision of home-based palliative care.
Human resources, sound financial and administrative systems, and strategic planning must underpin
any successful program providing HIV/AIDS care.
HPCA is involved in supporting the efforts of hospices and CBOs and FBOs to incorporate sound
management principles into their programs.

Maintaining Focus
Given the challenges involved in adapting to the
changing face of palliative care, there is the danger of losing the distinctive focus on palliative care
within a hospice or palliative care program and
developing additional services that may be established according to donor interests rather than
patient needs. Income-generating projects, food
gardens, and so on are certainly important, but
the key elements of palliative care, as outlined in
the WHO definition, including pain and symptom
management and emotional support, must remain
the primary focus.
The needs in resource-limited communities
with a high prevalence of HIV can be overwhelming. Hospices that have established credibility
within the community and then attempt to branch
out into the provision of other services or activities may risk taking on more than they can realistically manage, thus jeopardizing the quality of care

they are able to provide. In hospices where there is
sound management, efforts should be concentrated
on building the capacity of partner organizations
that can become strong networking partners able
to provide complementary services.

Standards and Mentorship
Even though there is a wide range of palliative care
settings within South Africa, it is important that
patients be assured of a uniform standard of care.
HPCA is committed to supporting its member
hospices and helping them develop into key palliative care resources in their communities. Two
tools that play a key role in achieving this goal are
mentorship and accreditation. There is a comprehensive set of HPCA / Cohsasa (Council for Health
Services Accreditation of Southern Africa) standards that cover all aspects of care, governance,
and management. These standards were recently
given recognition by the International Society for
Quality in Health Care (ISQua). Improving quality
is an ongoing process, and the standards, survey
processes, and accreditation are more about developing a culture of quality within each hospice than
meeting external requirements.
Mentorship is provided to help hospices progress from initial acceptance as HPCA members
to established hospices. Once hospices are able to
meet the criteria outlined in the standards, they can
in turn provide support, guidance, and mentorship
to newer hospice programs or CBOs with limited
resources. Once a survey to assess compliance
with the ISQua standards has been conducted by
a team of HPCA surveyors, the report then forms
the basis of an individualized hospice development
plan drawn up by hospice staff and the regional
mentor. This plan identifies the key areas needing
additional work and specifies agreed-upon time
frames to monitor progress.
Achieving the goal of full accreditation, which
is valid for two years, requires a great deal of work,
community-Based Care
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The organization is committed to enhancing both
coverage and quality and is currently compiling
guidelines for palliative care. These guidelines will
be circulated to emerging national palliative care
organizations together with the APCA African
Pos, a palliative care outcome scale that measures
patient and family perceptions of care.

time, and commitment, but there are significant
benefits. These include the development of excellent systems to ensure that patients and families
receive quality palliative care, increased opportunities to access donor funding, an enhanced reputation, and improved staff morale.
All fully accredited hospices are awarded
Mentor Hospice status, which means that HPCA
recognizes their key role in mentorship. The mentorship and accreditation program is a significant
milestone on the road to establishing HPCA member hospices as recognized palliative care resources,
positioning them to ensure that a further cascade
of quality occurs in the geographic area where
they are situated and making a major contribution
toward the realization of HPCA’s vision.

treat opportunistic infections. In many instances,
however, there are strong links between community
programs and the local primary health-care clinics; nurses at these clinics are often overburdened
and unable to perform home visits, and the community caregivers therefore represent an important
additional source of support. Within this context,
HPCA is piloting a project to explore the viability of
expanding the reach of professional palliative care
supervision by a professional hospice nurse to community caregivers at four nonhospice CBOs. If the
model is found to be successful, its replication in
other settings could significantly extend the coverage and quality of palliative care for people living
with HIV and their families.

Managing Change

A number of hospices have made providing access
to quality palliative care in their local state hospitals a priority. In some instances, hospices have
facilitated the establishment of palliative care
wards, with the agreement that these be staffed and
maintained by the hospital and that palliative care
expertise be provided by the interdisciplinary team
from the hospice. In other cases, hospital palliative
care teams are supported by input from the hospice
staff. For example, one faith-based hospital has
become a member of HPCA and is working toward
applying palliative care principles throughout all of
its health-care services.

Change management is a key aspect of development that must be regarded as a priority area
for all hospice programs. Rapid change, moving
beyond the comfort of the familiar, and increased
expectations can be perceived as threatening and
result in resistance.

Looking to the Future
Expanding the Reach of Palliative Care
within the Community
Given the magnitude of the HIV epidemic, it is
unrealistic to expect that hospices will ever be in a
position to meet all the palliative home-care needs
in the communities they serve. Communities have
responded by developing programs to support those
on ART, including the provision of supportive homebased care. In most cases, these programs are run by
community caregivers with basic home-care skills
and without professional nursing supervision. While
these caregivers are able to provide valuable help
and support, they are not equipped to manage pain
and other distressing symptoms or to recognize and
240
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Conducting and Publishing Research
There is currently very little documented evidence
to reflect the wealth of clinical, educational, and
organizational skills and experience of palliative
care programs in South Africa. As professor Irene
Higginson points out, “So that we can all learn
from present efforts and ensure that the maximum
benefit is gained from resources, encouragement
needs to be offered to engage in monitoring and
research, and especially to document work.”5 The
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Conclusion
Palliative care in South Africa has undergone radical changes in the last 25 years, with the demands of
the HIV epidemic forcing a shift in focus to include

the long-term care and support of those living with
HIV. The realization of the need for greater collaboration and networking, together with the parallel
processes of mentorship and the implementation of
standards, has led to the development of a collaborative model of care that has expanded the reach
of palliative care expertise and skills throughout the
country. It is hoped that the lessons learned in South
Africa will be of benefit in helping organizations in
other HIV-high-prevalence settings cope with the
ever-increasing demand for palliative care.

community-Based Care

recently validated APCA African Pos, which will
soon be widely implemented in South Africa to
assess patient and family satisfaction with palliative
care received, will provide an excellent opportunity for published research, as will the results of the
pilot study mentioned earlier.

community-Based Care
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Peer Education in HIV/AIDS Care
and Treatment Programs
Miriam Rabkin

P

eer education is the transfer
of knowledge and skills that occurs when
members of a social group are trained to
provide education and support to others. Used in
programs seeking to shape health behaviors at the
individual level and health-seeking norms at the
family or community level, peer education includes
a range of educational approaches such as counseling, formal classroom-based teaching, one-on-one
instruction, and informal group facilitation.
Peer education can be used to accomplish a
variety of goals. Examples include youth educating
other youth about how to prevent HIV infection,
mothers counseling new mothers about breastfeeding, patients receiving antiretroviral (ARV)
drugs helping others take their medicines consistently and correctly, and men speaking out against
domestic violence to other men.
Although peer education programs vary in
content and structure, most share the following important characteristics: peer educators
are trained laypeople; peer educators undertake
specific and clearly defined activities with the
clients and communities they are targeting; the
peer educators’ goal is to foster specific behavioral practices among the individuals, families,
and communities they are working with; and peer

educators are used to complement, not to replace,
the work of professional staff.

Why Use Peer Education?
There are several reasons to add peer education to health programs. First, it seems to work.
Although evidence is limited, the data suggest
that strong peer education programs can improve
health-related behaviors and outcomes in a variety
of settings. Second, peer educators bring unique
characteristics to health programs. For example,
peer educators may be more influential within a
social group than people outside it and, as a result,
may have a greater potential to effect change. Peer
educators can also act as liaisons between program
Box 1. Definition of Terms
Site: Location of clinical care. May be a clinic,
hospital, health center, or other venue.
Site staff: All professional, paid staff of the
treatment site (doctors, nurses, medical officers,
counselors, etc.).
Patients: HIV-positive people receiving care and
treatment at the site.
Peer educators: Patients who carry out educational
activities with other patients.
Peer clients: Patients who receive education from
peers.

community-Based Care
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participants and program staff, and can provide
insight into the style of communication and types
of messages that are appropriate for the target
group. Additionally, as a member of the group, a
peer may be more aware of the group’s priorities
than someone outside the group.
Peer education can provide lasting benefits to
peer educators themselves, as well as to their clients, their communities, and the programs they
support. For instance, clients have the opportunity to discuss their personal circumstances in
a safe, comfortable environment with someone
who can relate to their situation. This, in turn,
can support clients’ adherence to medication and
care, and their ability to navigate the health system. Peer educators can also play a role in community mobilization, helping to decrease stigma
and increase support for patients enrolled in care
and treatment.
Working as a peer educator can increase selfefficacy, leading to behavior change among peer
educators as well as their clients, and empowering them to take better care of their own health
and that of their families. The training and work
experience that peer educators receive may also
improve their future job opportunities in the formal economic sector. In addition, by providing a
mechanism for program participants and staff to
communicate with each other, peer educators can
help improve the overall quality and effectiveness
of health-care programs.

medication adherence—are paired with peer educators who can assist with those specific issues.
Generally, treatment peer education programs
strive to
• increase treatment literacy;
• provide practical and emotional support;
• maximize adherence to care (attending appointments, tests, following instructions);
• maximize adherence to medications, especially
ARV treatment;
• support internal linkages within health facilities (e.g., assisting patients as they go from the
HIV clinic to the TB clinic, or between the HIV
clinic and the laboratory or pharmacy);
• support external linkages between health facilities and community-based resources (e.g.,
assisting patients enrolled in HIV clinics to
access nutrition support services in the community, or assisting individuals in the community
to identify which health-care facilities provide
HIV services); and
• encourage healthy behaviors and positive living, including secondary prevention of HIV
transmission (i.e., “prevention with positives”).
Peer education can bring many additional
benefits to treatment programs, such as reduced
stigma and discrimination in the community,
mobilization of community resources to support
people living with HIV (e.g., food resources, social
grants), and strengthened links between treatment
programs and the communities they serve.

Use of Peer Education in HIV
Care and Treatment Programs

Peer Educators’ Activities

When care and treatment programs include peer
education initiatives, HIV-positive individuals enrolled in the program work with patients in
similar circumstances. In some programs, patients
newly enrolled in care and treatment work with
peers who are more experienced. In others, patients
with specific problems or challenges—such as
244

Peer educators in HIV care and treatment programs generally perform a variety of tasks related
to patient care and support. These may include:
• organizing and facilitating one-on-one and/or
group sessions to educate patients, family members, and caretakers about aspects of care and
treatment such as medications, adherence techniques, and side effects;
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organization (NGO), community-based organization (CBO), or faith-based organization (FBO)
meeting hall or other location. Patients from the
treatment site are referred to this location.
Combination: The peer educators are based at
the treatment site but spend a great deal of time
on home visits or community-based work, such as
leading support groups or advocacy efforts in the
community.
As a rule, the peer education program design
will reflect the particular needs, priorities, and
resources of each treatment program. The following section reviews ways in which program planners may choose to select peer education models.

Peer Education
Program Models

As with any other type of program, the first step is
to assess needs. This will ensure that the program
is designed to meet the real needs of its stakeholders, as identified by the stakeholders themselves.
There are generally three key stakeholders in treatment peer education programs, in addition to the
peer educators: patients enrolled in HIV care and
treatment (sometimes called “clients”) and their
families or caretakers, treatment site staff, and the
surrounding community. The goal of the needs
assessment is to find out how the program can best
serve each group. Needs that can be addressed by a
peer education program include the following:

Treatment peer education programs generally fall
into one of three design categories: facility-based,
community-based, and combination models.
Facility-based: The peer education program is
based at the clinic, health center, or hospital where
the treatment is provided. This is where the program supervisor and peer educators work and
carry out their activities.
Community-based: The peer education program is based at a site in the community other
than the treatment site, such as a nongovernmental

Designing a Peer Education
Program
Designing a peer education program generally
involves five steps: (1) assessing stakeholder needs
and priorities, (2) defining program goals and
objectives, (3) determining what peer educators will
do and how they will be supervised, (4) identifying
program resources, and (5) finalizing the program
design. Through these steps, the treatment program
will gather the information it needs to determine
what peer education model is most appropriate.

Assessing Needs

community-Based Care

245

community-Based Care

• providing patients with information and practical tips for “system navigation” and optimal use
of program resources;
• providing specialized support to pregnant
women and new mothers enrolled in prevention of mother-to-child transmission (PMTCT)
and/or care and treatment services;
• organizing and facilitating patient support
groups;
• Providing counseling and support for disclosure, “prevention with positives,” and couples
counseling, as well as assistance with referrals of
family members (partners, children) to testing
and treatment services when necessary;
• providing education regarding treatment
options for substance abuse and alcohol abuse;
• conducting home visits to support patients, or
when patients miss appointments;
• conducting community outreach activities to
raise awareness about the treatment program
and mobilize community resources in support
of the program;
• referring clients to psychosocial support services; and
• fostering dialogue between patients and treatment site staff by maintaining regular communication with both.

• Patients (clients) and their families or caretakers
may have a need for
– improved understanding of HIV care and
treatment, including the need for prophylaxis for opportunistic infections (OIs),
regular clinical and laboratory monitoring,
and ARV treatment when eligible (treatment
literacy);
– improved understanding of clinic protocols
(system navigation);
– adherence skills, techniques, and role
models;
– someone to talk to who understands what
they are going through; and
– information on where to go for services such
as counseling, home-based care, and food
assistance and/or social grants, when these
are available.
• Program (treatment site) staff may have a need
for
– liaisons between staff and patients;
– help in promoting attendance at scheduled
appointments;
– people to conduct home visits to follow up
on facility-based care;
– laypeople who can participate in or lead
support groups; and
– experienced patients who understand
HIV and its treatment and can explain it to
others.
• The community around the treatment site may
have a need for
– more information about HIV treatment;
– more information about the HIV services
being provided at the treatment site;
– people to be open about their HIV status and
speak out against stigma and discrimination;

– assistance with integrating issues of traditional medicines and cultural beliefs about
HIV/AIDS with new information regarding
prevention, care, and treatment; and
– advocates for more treatment-related
resources.
Needs assessment tools include surveys, interviews, and focus group meetings with stakeholders.
Each program must determine the type of needs
assessment most appropriate to its setting. For
some programs, this process will be relatively brief
and informal. For others, especially for larger initiatives, this process may be quite lengthy. Periodic
reassessments are strongly recommended, as needs
evolve over time.

Defining Goals and Objectives
After the needs assessment is complete, the next
step is to define the program’s specific goals and
objectives. This will ensure that staff and participants understand exactly what the program is trying to accomplish, and will help clarify expectations and focus planning.
By definition, the patients receiving support
from peer education initiatives linked to HIV
care and treatment sites are all HIV-positive. The
emphasis of these programs, therefore, is generally on care and treatmenta and on ensuring that
patients get the most from their participation
by supporting treatment literacy and adherence.
Another focus is on secondary prevention of HIV
infection—that is, preventing the transmission of
infection from clients to their sexual partners or, in
the case of pregnant and breastfeeding women, to
their children. Peer educators also promote healthy
behaviors and “positive living” as well as family
and community involvement and support.

Care and treatment services include but are not limited to counseling; education; adherence support; regular clinical and
immunologic staging; prophylaxis of OIs; preventive measures such as the provision of insecticide-treated bed nets and clean
water; early diagnosis and treatment of OIs, including tuberculosis; nutritional counseling and support; palliative care; and
ART when indicated.
a
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The specific activities carried out by peer educators will vary from program to program and will
be based on the needs assessment and objectives
of the individual program and on the resources
available. For example, if the program finds that
patients need treatment education, the peer educators may organize individual and/or group educational sessions. If the needs assessment finds that
many patients are missing appointments, the peer
educators’ activities might include home visits to
remind patients of upcoming appointments or to
follow up on missed appointments. Although a
detailed plan is not required at this stage, a general
idea of peer educator activities is required prior to
finalizing the program design.

and supervise the peers (see the “Supervision”
section later in the chapter)?
• If so, can a significant amount of his or her time
be dedicated to the initiative? If not, how will
you recruit and support such an individual?
• Are the staff members at your site interested in
starting a peer education program?
• Does your clinic or hospital have sufficient
physical space for the peer educators and their
clients to hold peer education activities?
• Are other organizations or groups in your community working on HIV/AIDS care and treatment issues? Are they already conducting peer
education activities that could be built upon?
• If so, are any of these organizations better
equipped to house the peer education program
(e.g., do they have more staff time, physical
space, active counselors and peers, etc.)? Are
they potential partners?
These questions will help the treatment site
determine what resources are available and which
program model is most appropriate (clinic-based,
community-based, or combination).

Identifying Resources

Finalizing the Program Design

The fourth step in designing a program model is
to review the resources available for a peer education initiative. In addition to direct financial support, programs should inventory staff time, as well
as physical space and community assets. Existing
patient support groups, advocacy programs for
people living with HIV, home-based care programs,
and organizations providing support to people living with HIV can all be important building blocks
for a peer education program.
Useful questions about resources for a program
planner to consider include the following:
• What funds are available to support the
project?
• Is there a member of your staff with the skills
needed to manage a peer education program

When finalizing the program design, it can be helpful to ask the following questions:
• What are the main needs identified by
stakeholders?
• What are the goals and objectives of the
program?
• Who will supervise the program?
• Where will the peer educators be based?
• What will the peer educators do? How often?
• How will the peer educators be incorporated
into the larger treatment program? What will
their role be?
• How many peer educators are needed?
• How will treatment site staff (other than the
supervisor) be involved in the peer education
program?

Determining Peer Educator Activities

community-Based Care
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The reason to carefully define goals and objectives is that these will directly inform program
monitoring and evaluation. For more information
on how to evaluate a peer education program, see
the “Monitoring and Evaluation” section later in
this chapter.

A Peer Educator’s Story: Experience Working in HIV/AIDS
Program Management and Advocacy as an HIV Peer
Counselor in Nigeria
Mary Ashie
International Center for AIDS Care and Treatment Programs, Nigeria

M

y personal experience was what
prompted me to start working in the
field of HIV/AIDS and to later become
a peer counselor. I lost my baby boy, Ovie, in the
year 2000 to HIV. He was six months old. He
had been ill and was tested for HIV without my
prior consent. The result was disclosed to my
boss, who fired me soon after. The stigma level
was very high at that time, mainly due to a lack
of information. I found myself in the situation
many young people living with HIV have found
themselves in shortly after they have been diagnosed with HIV: with very little support and
sometimes without a job or a home. There was
also little access to antiretroviral therapy (ART)
in Nigeria. Much of the misinformation available was that antiretrovirals (ARVs) did not
work, and that people died soon after starting
treatment. When I saw how well I was doing
on treatment, despite a very difficult emotional
period, and also knowing that many people
were receiving the same negative information I
had when I was first made aware of my diagnosis, I decided to give a positive face to HIV.
I began by joining a support group for people living with HIV (AIDS Alliance in Nigeria),
and then began to volunteer within the group in
2001. After participating in a counseling workshop organized by Family Health International
(FHI) in August 2002, I became much more
confident about offering peer education and
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support. I provided group counseling at a
nearby maternity home as well as at the Lagos
University Teaching Hospital (LUTH), where I
also received care and treatment.
I have been an active member of the
Treatment Access Movement (TAM) in
Nigeria since 2002. It is a coalition of people
living with HIV and members of civil society
and the media who have fought for free access
to ART in Nigeria—and achieved this in principle in December 2005. Since January 2006,
there has been access to free care and treatment in almost all the states in Nigeria.
I joined the Nigerian Community of
Women Living with HIV/AIDS (NCW+)
in 2002, which provides group counseling
for pregnant women attending the antenatal
clinic at the Nigerian naval hospital at Ojo
Barracks in Lagos state. In January 2003, with
funding from the Center for Development
and Population Activities (CEDPA), we
started a peer counseling and support group
for women and vulnerable children. As the
field supervisor / counseling coordinator for
this project, I met with vulnerable women of
different backgrounds. Some were widowed
and at the mercy of their husbands’ relatives
and feared losing their homes due to stigma
and discrimination. Many were afraid to disclose their status to their spouses for fear of
being thrown out of their marital homes, and
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• What funds will be used to support the program?
• Will the treatment site collaborate with any
other community organizations? If so, how?

Managing a Peer Education
Program
This section provides a very brief overview of some
things to consider when preparing to manage a

their support groups. My job also involves recognizing and managing obstacles to the provision of adherence counseling within the systems
that operate at sites, and implementing a framework that addresses these problems so advisers
can problem solve on their own
I recently received the Workplace HIV/AIDS
Best Practice Award for workplace HIV/AIDS
stigma reduction from the National Action
Committee on AIDS (NACA). It is a national
award that has practically impacted how HIV/
AIDS is viewed in the workplace. Through the
recipients of this award, organizations all over
the country have now come to provide peer
health education in the workplace and encourage counseling and testing among workers.
They have also ensured implementation of
policies on HIV in the workplace, including,
for example, the prevention of termination
of employment when a worker is determined
to be HIV positive. I continue to advocate for
organizations to amend employment policies
to include noncompulsory screening for new
employees, with the option not to disclose the
results to the employer, while accessing care
and treatment when necessary. I have been
able to achieve all this because I received peer
support from my support group and met other
people living with HIV.
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so would not access prevention of mother-tochild transmission (PMTCT) services, resulting in their babies becoming infected, getting
sick, and even dying.
These experiences have contributed significantly to my growth and development
as a peer health educator/counselor, supporter, and HIV/AIDS advocate. I worked
with Médecins Sans Frontières (MSF) for
three years as a peer educator and adherence
counselor. Currently, I work with Columbia
University’s International Center for AIDS
Care and Treatment Programs (ICAP) as the
central adherence adviser in Nigeria.
As the central adherence adviser, with technical support from my supervisors, I have developed and implemented the adherence counseling and peer education services for all the
ICAP-supported sites in Nigeria. I continue to
provide comprehensive adherence counseling,
mentoring, supervision, and technical assistance
to the health teams at the facilities where we
work; included in this is periodic training and
continuous mentoring of site adherence supervisors who report regularly to me. My other
key responsibilities include the initiation and
facilitation of support groups for mothers and
children, in addition to the provision of psychosocial support to HIV-positive mothers through

peer education program. It is intended to give program developers a sense of what types of challenges
may arise, what measures can be taken to avoid and
mitigate these challenges, and what activities can
be undertaken to ensure that the programs implemented are of the highest quality. The information
is based on experience and lessons learned from
peer education programs.
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Supervision
Ongoing supportive supervision of peer educators
is critical to program success. Although peers are
often effective proponents of behavior change, it is
important to remember that they are laypeople, not
professional counselors or clinicians. As a result,
good supervision is beneficial to both the peer
educators and the program as a whole, and lack of
supervision is one of the most common reasons
that peer education initiatives fail.
It is not sufficient to appoint someone who
already has a full-time workload to supervise the
peer education program in addition to his or her
other work. The supervisor must have dedicated
time for the peer education program. Experience
has shown that it is preferable to have at least one
staff person from the supervising organization
(either the treatment program or NGO/CBO) who
can dedicate at least half of his or her working
hours to supervising the program.
In many programs, the supervisor is a nurse or
counselor, but advanced training is not required to
be an effective supervisor. Qualities that program
developers may want to look for in a supervisor, in
addition to knowledge of HIV care and treatment,
are enthusiasm, patience, flexibility, resourcefulness, training skills, knowledge of community
resources, a belief in the importance of involving
people living with HIV, and the ability to communicate well with both peer educators and multidisciplinary team members.
Supervisory duties in peer education programs
may include some or all of the following:
• organizing and/or facilitating peer educator
training sessions;
• creating peer educator schedules and work
assignments;
• ensuring that peer educators have the supplies they need and that they are restocked as
needed;
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• managing budgets and finances and overseeing
peer educator reimbursement and stipends;
• supervising peer educators’ work, providing
feedback, and meeting regularly with peer educators, both individually and as a group;
• answering questions and providing practical
and emotional support to peer educators;
• scheduling and facilitating meetings between
peer educators and the multidisciplinary team;
• collecting and compiling monitoring and evaluation data; and
• corresponding with donors and partners.

Recruitment and Retention of Staff
Prior to recruiting patients to work as peer educators, it is important to be clear about what their
activities and scope of work will be. One recommended approach is to detail roles and responsibilities in a simple “terms of reference” (TOR) document. This TOR can then inform a description of
preferred and required qualifications, which will
vary depending on the needs of individual peer
education programs. The qualifications of peer
educators should include being HIV-positive and
enrolled in the care and treatment program. Many
programs specifically recruit individuals who are
on and adherent to ARV treatment. Individual
programs will have varying needs—some sample
criteria are listed in Box 2—but most attempt to
develop a varied team of peer educators, recruiting
both men and women and attending to issues of
race/ethnicity, language skills, and age.
Since enrollment in care and treatment is a prerequisite, recruitment activities will often take place
at the clinic itself and at affiliated CBOs. Counselors
and staff can generally recommend patients who
are articulate and involved proponents of the program. Clinic receptionists can systematically inform
patients of the opportunity, and written job postings
may also be useful in some settings.

From the ground up: developing Pathways and Partnerships

1. Local resident enrolled in HIV care and
treatment
2. Good communication skills
3. Basic literacy and numeric skills
4. Open-minded
5. Able to work independently
6. Motivated
7. Open about HIV status
8. Encouraging to others
9. Has support of friends and/or family to participate in the program

Box 3. Setting Realistic Expectations
1. Be clear while recruiting.
2. Review the terms of reference (TOR) during
training.
3. Have a meeting with each educator to review
the TOR.
4. Have an “agreement form” for educators.
5. Hold a meeting with staff to explain peer
educator roles.

Setting Realistic Expectations
When starting any new program, it is important
to ensure that participants clearly understand their
intended roles and tasks (Box 3). Peer educators
have an unusual position in treatment programs, in
that they are both clients and service providers but
are generally not clinic staff. Educators and program
staff alike will benefit from clear and very specific
descriptions of the intended activities and responsibilities of peer educators and their supervisors. It
will be important to address the following issues:
• tasks (i.e., what exactly the peer educators will
be expected to do, where, and how often);
• scheduling (i.e., who will be responsible for
arranging meetings and visits);
• compensation (i.e., stipends, salary, transportation allowance—see “Compensation” section);
• number of hours of work expected or required;

• supervision (i.e., role of the supervisor, availability, responsibility);
• peer educator monitoring, evaluation, and
feedback;
• role of peer educators in making decisions about
the peer education program; and
• peer educators’ role in the larger treatment
program.
The key to setting expectations is communicating early and often with peer educators. It is best to
begin this communication during recruitment and
training and to continue it throughout the duration of the program.

Compensation
By definition, peer educators are laypeople, not
formally trained health-care professionals. There
is no reason to assume, however, that peer educators are volunteers, or that they should work
without appropriate compensation. Decisions
regarding peer educator compensation can be
difficult and are best made at the local program
level. In some settings, peer educators receive
a stipend based on hours worked or tasks completed. In others, transportation allowances, uniforms, training, meals, and/or other benefits are
all that can be offered.
While it is important to keep long-term program sustainability in mind, we recommend that
programs make every effort to pay peer educators
for their work. Peer educators can have a significant impact on treatment programs and should be
rewarded for their contributions. Peer educators are
also less likely to drop out of the program if they are
compensated. Conversely, peer educators are more
likely to feel exploited and unhappy if they are not
compensated for their work.
Decisions regarding peer educator compensation should be consistent, clearly communicated to
participants, and periodically reassessed.
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Box 2. Sample Peer Educator Qualifications

Training and Staff Development
Because peer educators are laypeople who play a
unique role in treatment programs, peer educator
training is an important factor in program success.
Three main elements must be considered when
developing a training program: content, design,
and timing.
Content
Although peer educators are not meant to become
or replace HIV treatment experts such as doctors,
nurses, and counselors, it is important that they
know the basics of HIV/AIDS and issues relating
to treatment. It will be up to individual peer education programs to decide exactly which topics
to address during training. Examples of training
topics include:
• basic concepts of HIV transmission, prevention, and disease progression;
• using medications to prevent OIs (e.g.,
cotrimoxazole);
• using medications to delay HIV disease progression (e.g., ARV drugs);
• supporting patients’ ability to attend scheduled
tests and appointments and to avoid loss to
follow-up;
• supporting treatment adherence, and its
importance;
• program “navigation” (e.g., how to make
appointments, communicate with program
staff, deal with problems, etc.);
• nutrition and food and water hygiene;
• condom use and secondary HIV prevention;
• communication skills (i.e., listening, asking
questions, speaking to groups);
• organizing and running treatment support
groups;
• the role of the peer educator; and

• processes for carrying out peer education
activities.
Design
Several elements should be considered when designing a training program. These include how many
days the training program will last, how the sessions
will be structured, what kinds of activities will be
included, and who will facilitate the sessions. There
are several reasons to recommend against formal
“didactic” training—that is, training structured
around slide-based lectures or lengthy written materials. Counseling skills are best taught by role-playing,
practice, and reflective observation, not PowerPoint!
While each peer education program will design the
training according to its own needs, expertsa recommend the use of interactive sessions rather than lectures, as well as the inclusion of activities such as case
studies and role-playing, in which participants can
practice using skills. The use of different facilitators
for different sessions—such as nurses, doctors, social
workers, nutritionists, counselors, pharmacists, and
other peer workers—can provide an opportunity for
participants to hear directly from the experts themselves. After classroom-based training, a supervised
practicum can help peer educators transition into
their “jobs” and continue to build skills. Finally, as
with all training, regular (daily) opportunities for
feedback and evaluation of the training methods
and content ensure that adjustments can be made to
improve the overall quality of training.
Timing
When planning recruitment and training strategies, it is important to remember that peer education programs generally have high turnover rates.
Anticipating the need to train and initiate new educators is prudent, and may be required to ensure

These were adapted from Peer Support for HIV Treatment Adherence: A Manual for Program Managers and Supervisors of Peer
Workers, produced in 2003 by the Harlem Adherence to Treatment Study at Harlem Hospital, New York.
a
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Materials
Many programs use materials to support the work
of the peer educators. Informational and behavior
change communication materials can help reinforce knowledge and skills learned in training, and
can also help peer educators transfer knowledge
and skills to patients and their family members.
Some examples include using posters or flip charts
with drawings to inform and educate low-literacy
audiences; handing out informational pamphlets or
brochures in the clinic and/or community; showing videos to demonstrate certain skills to clients;
distributing condoms for secondary prevention;
and using pill boxes, treatment logs, and calendars to assist clients with adherence. Materials are
most useful when they are developed or adapted
within the local context, preferably with input from
people within the target group—in this case, clients
receiving HIV care and treatment services.

Staff Turnover
As mentioned above, one characteristic of many
peer education programs is a high turnover rate.
Peers leave the program for many reasons. Some
transition to the formal economy. Others have
competing priorities, including illness in the family or worsening personal health status. Inadequate
supervision and/or a lack of consistent support
may also result in frustration with the peer education program itself.

It is important for programs to be prepared for
turnover among peer educators. Programs can do
this by recruiting peer educator candidates regularly, offering the peer educator training course on
a regular basis, communicating regularly with peer
educators regarding their feelings about the program and future plans, and having alternate peer
educators available to step in and help out if someone leaves the program or is temporarily absent.
Program features that can encourage peer educators’ ongoing involvement include adequate financial and other compensation, linkages to community
resources, recognition of work performance and
achievements through awards and prizes, flexible
work schedules, opportunities to make meaningful
contributions to the treatment program, and opportunities to interact with other staff members and
other peer educators at the treatment site. When a
peer educator does leave the program, it is important to document the date and reason he or she is
leaving. This will give the program a formal record
that the person is no longer a peer educator and help
determine whether the reason for leaving is related
to the program itself or to external circumstances.

Monitoring and Evaluation
The only way to determine whether the peer education program is achieving its goals and objectives is to monitor program indicators and evaluate
program effects. Monitoring the program involves
tracking and documenting what is being done. For
example, programs generally monitor the number
of peer educators receiving and successfully completing the training, the types of activities peer
educators have carried out, the quantity and type
of contacts educators have had with clients, the
number of hours per week or month educators are
working, and retention rates (i.e., how many educators have left the program).
Evaluation involves assessing whether the program has been successful in achieving the results it
community-Based Care
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that the program has a steady supply of active peer
educators. Some programs conduct training activities every three months, others every six months.
While specific schedules will be program-specific,
most programs will need to conduct repeat trainings in order to sustain the peer education program. Ongoing or “refresher” training courses can
also be important tools to help peer educators reinforce their skills, add new or advanced skills, and
maintain enthusiasm for the program.

aims for. For example, if one objective of the peer
education program is to decrease the workload of
the treatment site staff, an evaluation would seek
to find out whether that actually happened by surveying the site staff. Two levels of evaluation are
generally used in peer education programs: basic
evaluation and intermediate evaluation.
Basic evaluation includes assessment of measures such as satisfaction with the program on the
part of clients, peers, and program staff; the effectiveness of training in preparing peer educators to
do their work; and the proportion of clients being
reached by peer educators. Most peer education
programs conduct this type of evaluation. Examples
of specific measures that may be looked at include
• proportion of clients reached by peer education
services;
• peer educators’ satisfaction with their training
(via interviews or questionnaires);
• peer educators’ knowledge (via written or oral
examinations);
• peer educators’ skills (via observational checklists, interviews with clients, etc.); and
• client, peer educator, and/or staff satisfaction
with the peer education program (via interviews
or questionnaires).
Intermediate evaluation includes more complex evaluation techniques, such as those designed
to determine whether the program impacted
psychosocial measures such as perceived stigma,
social isolation, and/or depression; whether clients were successfully referred to other services;
whether the program increased clients’ knowledge
and improved attitudes toward care and treatment;
and whether the program had an impact on clients’
behaviors, such as adherence. Examples of specific
measures that may be looked at include
• client knowledge, attitudes, or self-reported
behaviors before and after implementation of
peer education services (via interviews, questionnaires, focus groups, etc.);
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• client and/or peer educator utilization of HIV
services before and after implementation of
the peer education program (via interviews,
questionnaires, appointment logs, registration
records, and/or medical charts);
• client and/or peer educator adherence to medications (via interviews, pill counts, pharmacy
records) before and after implementation of
peer education services;
• client and/or peer educator self-efficacy before
and after implementation of the peer education
program (via interviews);
• impact on staff workloads (via interviews); and
• impact on stigma in the community (via focus
groups, etc.).
Rigorous evaluation includes measures that
can only be evaluated using scientifically rigorous
methods, such as randomized controlled trials.
Most peer education programs will not conduct
evaluations at this level due to resource and time
constraints.
Several tools can be used to monitor and evaluate peer education programs. These include surveys (written and oral), in-depth interviews, focus
groups, supervision notes and checklists, clinic
records, peer education logs/records, attendance
records, and program entry/exit forms.

Funding and Sustainability
As with any program, securing funding to sustain a peer education program can be a challenge. Ongoing costs associated with peer education programs include training, peer educator
stipends or salaries, supervisor salaries, travel,
materials and uniforms as well as space and basic
overhead costs.
There are several ways to raise funds and ensure
that the peer education program is financially sustainable. These include
• incorporating the peer education program into
the clinic / treatment program budget;
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Formal partnerships with CBOs can also be beneficial to all involved.

Conclusion
Peer education initiatives can enhance HIV care
and treatment programs by providing valuable
input, perspective, and services. Clearly identifying specific program goals and objectives;
designing programs to achieve these outcomes;
and ensuring careful attention to training, supervision, compensation, and support will maximize outcomes for programs, peer educators, and
clients.
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• developing income-generating projects that
directly support the peer education program;
• working with existing local NGOs, FBOs, and
CBOs that are likely to have a sustained community presence and low operating costs; and
• securing funding from private foundations,
other donors, local businesses, or other community support channels.
One creative approach to promoting program
sustainability is to provide skills training and
seed money to peer educators and their clients,
enabling the creation of income-generating projects such as sales of beadwork and other crafts.

community-Based Care
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Mobilizing the Community to
Expand Access to HIV Testing,
Care, and Treatment
Peter Mugyenyi, Cissy Kityo, Francis Ssali, and Augustin Muhwezi

A

s massive antiretroviral therapy (ART) scale-up efforts continue, so too
will the associated challenges. For instance,
millions of additional people will require HIV testing and counseling so that those in need of treatment can be identified. This first step alone necessitates large investments in infrastructure and
human capacity in order to respond to the greater
demand for services, stretching already overburdened national health systems. Among the main
bottlenecks preventing effective scaling-up of ART
are poor logistics, especially for efficient management of drugs and laboratory supplies, resulting in
limited absorptive capacity of national health systems in many middle- and low-income countries.
Another major obstacle is the shortage of human
resources in the health sector, often referred to as
human resources for health, which exists across the
entire spectrum of care providers including doctors,
nurses, pharmacists, laboratory technologists, counselors and support staff. These shortages continually
prove to be a formidable obstacle to providing effective ART services in resource-limited settings.1
Despite these shortages, many donors prefer not
to support human resource costs, especially salaries
to assist national health systems in retaining staff

and increasing manpower, as part of their overall
funding packages. Additionally, many donors fail
to encourage and support governments to invest
adequately in the health sector, and do not encourage changes to national policies that restrict critical
activities (e.g., dispensing, prescribing, laboratory
analyses) to specific cadres of health personnel, so
as to allow task shifting to lower cadres of staff or
laypeople. For instance, Malawi has only 2 doctors
and 56.4 nurses per 100,000 inhabitants.2 The ratio
recommended by the World Health Organization
(WHO) is 20 doctors and 100 nurses per 100,000.
With such severe shortages of trained health staff,
even a massive scale-up of efforts over the next few
years will still fall short of what is needed to save
millions of people from dying a preventable death.
Brain drain of health-care providers from
Africa and other less developed regions to wealthier nations has been a recognized problem for
decades. However, a new form of internal brain
drain has evolved more recently, as multiple donorassisted programs compete for the few remaining
in-country and regionally trained professionals.
Adding to this problem is the naturally occurring,
unequal geographical distribution of health staff
within provinces or districts (rural versus urban).
community-Based Care
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Joint Clinical Research Centre, Uganda

HIV-related stigma has also, in some cases, resulted
in reluctance on the part of health professionals to
care for people living with HIV.3
Because of these difficulties, task shifting is not
only urgently needed but is an absolute necessity
if the timely scale-up of quality services is to be
achieved. Prevention and treatment in the era of ART
implies lifelong case management, which requires a
new set of support services, such as ongoing behavioral and adherence counseling. Most health-care
systems will have to shift away from an acute-care
model, in which many of the tasks are currently performed by nurses and other paramedical staff, to a
chronic-care model, in which laypeople play a significant role. Elements of this shift to chronic care
have already been implemented in some countries,
including Malawi, where the government has created a new cadre of staff called health surveillance
assistants (HSAs), who after only 10 weeks of training are responsible for counseling and testing, as well
as other routine health activities including immunization. Formal assessors agreed that these HSAs
could also be trained to dispense antiretrovirals
(ARVs) to ease the burden on the formal health-care
system, but a national policy permitting such activities has thus far not been established.4 In addition to
training laypeople to perform some forms of care,
there is a growing realization of the critical need to
develop innovative ways to educate, prepare, and
engage communities in HIV prevention and treatment, especially to provide long-term adherence
counseling and other forms of support necessary for
life-long ART.

Addressing Human Resource
Constraints in Scaling up
HIV Care
Efforts to address human resources and service delivery in scaling up ART should not be focused only
on the formal health-care delivery system. Because
resources are too scarce to reach all in need, it is
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therefore necessary to go beyond a focus on health
professionals and established service providers and
beyond facility-based service provision to include
laypeople, families, people living with HIV, and
community organizations in treatment services.5
For example, WHO recommends deployment
of people with a wide variety of skills ranging from
psychology, social sciences, nursing, and other
health sciences, as well as lay health workers with
relevant training, for the provision of HIV counseling. Many sites in Africa choose to enlist nurses
to perform counseling, although in developed
countries, trained psychologists usually undertake
this task. Unfortunately, trained psychologists are
not available in sufficient numbers in most countries to meet the counseling needs of people living
with HIV. More commonly, social workers, even
those with no medical background, or individuals
trained in community service are trained to undertake counseling. One successful training model
developed by The AIDS Support Organization
(TASO) in Uganda trains people from diverse
backgrounds, with or without any clinical training,
as HIV counselors and treatment supporters during a six-month training program.6
Another significant shift in tasks can be
observed in the growing role of lay counselors and
adherence support workers. Traditionally, nurses
have provided the bulk of psychosocial counseling, patient education, and adherence support.
However, nurses take longer to train and are not
available in sufficient numbers. A growing number of programs have begun using or are preparing
to use lay counselors trained in patient education
and adherence promotion, as well as other skills,
to provide these time-intensive services. At most
stages of HIV/AIDS disease, counseling takes more
time than direct clinical activities, so reassigning
these duties to nonclinical staff can significantly
free up limited nursing resources. For example, the
government of Tanzania estimated that treatment
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HIV Testing
HIV counseling and testing (CT) is a crucial
component of effective strategies for HIV/AIDS
prevention and care. As the entry point for ART,
CT is a critical step for a range of other interventions in HIV/AIDS prevention, care, and support.
Gradually, CT is being integrated into other existing health services in order to increase uptake. For
instance, some countries have introduced routine
antenatal testing or opt-out testing. These developments have increased the demand for services,

yet available manpower has by and large remained
constant, and in some cases even declined. Perhaps
owing to this trend, the available data suggest that
the global coverage of HIV CT remains unsatisfactorily low. Demographic and health surveys
in 2005 in 12 high-burden countries (accounting
for 47% of adults and children living with HIV/
AIDS worldwide) in sub-Saharan Africa showed
that among the general population, the median
percentages of men and women who had been
tested for HIV and received their results were 12%
and 10%, respectively.8-11 Although these figures
have since improved, there is still an urgent need
to scale up testing.
A wide spectrum of CT program models
and approaches have been piloted and successfully implemented in resource-limited countries.
However, in light of the current health-care worker
shortages, these approaches cannot be sufficiently
scaled up unless many routine tasks are shifted to
laypeople who have undergone short-term training. Some strategies for pretest counseling that
have utilized laypeople have included group counseling and hotline services that provide detailed
HIV/AIDS information along with relevant referrals. Community outreach methods, including
home-based voluntary counseling and testing
(VCT), have successfully employed lay counselors,
expert patients, and individual or groups of trained
people living with HIV for peer counseling. This
has proven to be a successful strategy, especially
for providing counseling services to hard-to-reach
populations.12 Various nongovernmental organizations (NGOs) and institutions, like TASO in
Uganda, have developed simple, practical curricula
for the training of lay counselors while ensuring
rigorous follow-up training and peer support.6
Included is a brief summary of the different
models of CT service provision, along with a table
highlighting the potential role for lay counselors
in each model.
community-Based Care
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and lifestyle counselors will spend an average of
630 minutes in year one for an individual on ART
with a CD4 count of less than 200 cells/mm3, and
620 minutes in year two; but prescribing and
evaluating clinicians spend 90 and 150 minutes,
respectively, in year one, and only 40 minutes each
in year two.7 Therefore, the number of patients
started on ART could be increased dramatically
by shifting scarce nurses away from counseling to
patient evaluation and prescribing, while lay counselors could perform the bulk of the counseling.
A number of programs have already reassigned
nurses to evaluate patients for ART and prescribe
ARVs and other drugs in uncomplicated cases. In so
doing, they have shifted counseling and education
from nurses to lay counselors and trained peer support workers. It is important to note that the transfer
of responsibilities needs to be accompanied by thorough training and supervision of all involved, as well
as ongoing monitoring and evaluation to inform
continuous program improvement. Countries like
Malawi and Rwanda have begun to develop a certification process for some of these tasks to help ensure
standards, quality of treatment, and sustainability.2
It is important to keep in mind that any system with
a heavy reliance on nonprofessionals needs to be
supported by higher-level personnel, such as physicians, for routine supervision, consultation, and
management of complicated cases.

Free-Standing VCT Services
Free-standing VCT services were the first CT
model to be introduced in many countries before
the widespread availability of ART. In this model,
CT services are offered apart from other health services but involve frequent referrals of patients to
additional care and support services. They have the
advantage of having focused staff, flexible hours
of operation, and strong community linkages.
However, this stand-alone, specialized approach to
VCT has challenges of accessibility and availability,
since the centers are usually situated in urban areas.
In addition, they do not always offer clients quick
and smooth referrals to the treatment centers, a
situation that may lead to loss of follow-up or delay
in accessing other health services or ART for those
who need it. The centers may also be associated
with stigma, which may limit attendance.13

Integrated VCT
CT services are usually integrated into existing
health-care settings, such as general in- and outpatient departments, sexually transmitted infection (STI) clinics, TB clinics, and family planning
and mother and child health services. Integrated
VCT offers the advantage of ease of cross-referrals
and is less costly to operate. However, this model
may not appeal to certain groups such as young
people and men, who normally do not routinely
visit health facilities.

Routine or Opt-Out CT
In this model, HIV testing is offered as part of routine medical tests that are requested during the
patient’s clinical visit. Pretest counseling is offered
in groups, with more emphasis put on posttest
counseling. Patients who refuse the test are considered to have opted out. This model has been implemented in many countries as part of other, related
health activities, such as those for prevention of
mother-to-child transmission (PMTCT), TB, and
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STIs, as well as within general medical wards.14
Routine testing has been recently recommended
by the Centers for Disease Control and Prevention
as one of the ways of increasing early diagnosis
of HIV.15 Botswana has initiated routine testing at
clinics and hospitals nationwide. With routine testing of inpatients in pilot projects in Uganda, acceptance rates were as high as 96%. Overall prevalence
rates among family members were 30%, far above
national seroprevalence rates, indicating that this
model was efficient in reaching and identifying
HIV-positive individuals.16

Diagnostic CT
In this model, a health worker initiates HIV CT
as part of the diagnostic workup for patients who
present with symptoms or signs that could be attributable to HIV disease. CT is indicated whenever
a person shows signs or symptoms that are consistent with or suggestive of HIV-related diseases.
This is particularly important in TB clinics, where
up to 60% of new cases may also be coinfected with
HIV. In fact, HIV and TB services should be integrated or closely linked whenever possible due to
the associated high risk of mortality if coinfections
are not promptly and effectively treated.17

Mobile or Community Outreach
CT may be offered from a van, motorcycle, bicycle,
or other mobile means like a donkey, which may be
used to access hard-to-reach populations. Mobile
CT improves access and can link identified patients
to care and treatment services. Extensive community mobilization is required to ensure uptake on
the designated service date.

Home-Based VCT
CT is a powerful tool for providing information,
education, and communication (IEC) on HIV/
AIDS and serves as an entry point to treatment.
For this reason, various ways to maximize the
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Counseling and
Testing (CT) Model

Characteristics

Potential Role(s) for
Laypeople

Free-standing
voluntary counseling
and testing (VCT)

Stand-alone, not part of formal health facilities
Attractive to clients who find public-sector services
inconvenient
Relies upon high level of public awareness of
benefits of VCT
Depends on referrals for enrollment in treatment
and other medical services

Advocacy and community
mobilization
Pre- and posttest counseling
Ongoing counseling in posttest
clubs
Adherence and other follow-up
treatment support

Integrated VCT

Services are integrated into existing health-care
settings, such as general in- and outpatient
departments

Pre- and posttest counseling
Adherence and other treatment
support

Routine CT

Testing is offered as part of routine medical tests
during patient’s clinical visit
Counseling is offered in groups, with more
emphasis on posttest counseling

Pre- and posttest counseling

Diagnostic CT

A health worker administers or refers to CT as part
of the diagnostic workup for patients who present
with symptoms or signs suggestive of HIV

Pre- and posttest counseling
Adherence and other treatment
support

Mobile or community
outreach (e.g., homebased CT)

Health workers travel to communities or
individual homes to offer on-site CT to
hard-to-reach populations

Community mobilization
Pre- and posttest counseling
Ongoing counseling and
psychosocial support

number of people utilizing these services have been
examined. One of these approaches involves homebased VCT, whereby services are taken directly to
individual homes or neighborhoods. In a number
of pilot studies in Uganda and Zambia, such homebased VCT services have been successful in getting
more people to be tested for HIV.18 Home-based
VCT, which involves lay counselors or community health workers (CHWs) going door-to-door
and providing testing and counseling in people’s
homes, has worked well during pilot testing.19
These trained workers provide pretest counseling,
usually to the entire family, and take consent from
eligible adult (18 years or older) family members.
Each consenting family member is then tested and
receives posttest counseling.

Many organizations have found that offering
home-based VCT and treatment support programs
is not only an effective preventive strategy but also
a way to increase access to treatment and adherence. Home-based VCT addresses the needs of the
entire family at once so that discussions on prevention and behavior change may be more effective
in the context of the family and the home. Other
reported advantages include a reduction in perceived stigma; low operating costs, especially if lay
counselors and/or CHWs are utilized; and ease of
couples counseling and disclosure.20 Home-based
VCT services could also be a promising strategy
for encouraging disclosure, especially in cases of
discordant couples and children, as well as reaching disempowered individuals, especially women.
community-Based Care
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Table 1. Key Features of Different Counseling and Testing Models and Suggested Roles
for Laypeople

Increasing Access to ART
through the Use of LayPeople
In addition to CT, laypeople also need to be mobilized to provide support for other crucial elements
of HIV/AIDS care, such as treatment adherence,
monitoring, and psychosocial support. The same
counseling facilities established in the communities for CT services can also be used to expand
access to care and treatment services.
Included is a brief summary of various models of
service delivery, including descriptions and examples of how laypeople can play a key role in each.

Home-Based Care
Home-based care, which has been used for primary health-care promotion and VCT, may also
be extended to include delivery of ART and
monitoring of treatment adherence and toxicities. Outreach or home-based HIV care may have
advantages over facility-based care, particularly
for patients in settings where transport to clinicbased programs is a major barrier to accessing
care. Home-based services also can help to lessen
the patient load of already overburdened treatment facilities. In the home-based model of care,
patients may make fewer trips to facilities, only
going when specialized care is needed such as
monitoring for side effects and treatment regimen
changes. Health professionals such as doctors and
nurses are then primarily in a supervisory and
quality assurance role, while the outreach programs rely primarily on laypeople’s services.
One example of this model, the Home-Based
AIDS Care project, was piloted in the Tororo and
Busia districts in rural Uganda using trained laypeople to regularly visit patients at home, deliver
medications, and collect information about
adherence to ART and possible toxic side effects.
Only patients identified as needing evaluation by
a physician or a care review were referred to the
clinic. In a majority of cases, laypeople were able
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to correctly diagnose problems needing referral
and assisted in improving adherence and treatment effectiveness.21

Facility-Based Care
To address the human resource gap in clinics, the
AIDS Healthcare Foundation, working in Uganda
and Zambia, has developed an intensive threemonth course to train adolescents who have finished high school as “HIV medics.” The HIV medics are trained as lay providers to assist clinicians
in the provision of ART. After training, they are
able to provide ongoing adherence support, take
medical histories, appropriately triage, provide
knowledge on HIV and ART, refer sick patients,
and perform physical examinations. They are also
orientated on follow-up of clients. The HIV medics
relieve physicians, clinical officers, and nurses of
simple assessments and tasks and free them up to
see more patients in a given clinic day and focus on
more complex cases.
The Uganda Ministry of Health, in collaboration
with WHO, has trained clients receiving ART to
fill the great need for HIV counselors. These people, called “expert patients,” are mainly tasked with
preparing, monitoring, and supporting patients
in the comprehensive care of HIV/AIDS, specifically for those receiving ART. The types of support
offered through the expert patients includes posttest and ongoing counseling, education of patients
and their families, disclosure assistance, and guidance on prevention and positive living in the context of clinical care.22
The network model is a type of facility-based
delivery system developed by the Joint Clinical
Research Centre (JCRC) in Uganda and currently
operates successfully in over 60 ART clinics covering all regions of Uganda. ART clinics are located in
both public- and private-sector hospitals and clinics, including faith-based facilities. To ensure the
quality of the national ART program and to provide
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Laypeople are utilized in the JCRC model to provide treatment support through the established
positions of “volunteer community liaisons” and
“support officers.” A five-day training curriculum
was developed to ensure that laypeople have the
essential skills and knowledge to effectively promote and monitor adherence within their communities. Many programs have also successfully used
“buddies,” family members, or community volunteers who promote and support patients’ adherence
to their ARV medicines.23
People living with HIV who serve as expert
patients for others on ART have been powerful
advocates for and educators of those starting on
therapy. They lead by example and are a living testimony that HIV infection, although chronic, can
be treated and managed and can allow patients to
move on with their lives. Model patients have been
incorporated in the JCRC and other ART programs
in Uganda and have actively participated in health
education talks, live testimonies, and music and
drama performances. Prominent musicians and
artists willing to speak out on HIV/AIDS can draw
large crowds and help to sensitize people about ART
and adherence. JCRC has also established patients
clubs, called ART clubs, for different categories of
patients including children, adolescents, and adults.
These clubs provide psychosocial support and can
serve to mobilize members to speak openly in their
communities about services such as positive prevention programs and promotion of adherence.
There are other programs in Uganda that have
piloted an integrated approach to community

involvement in ART provision. They include
Mbuya Outreach program in the suburbs of
Kampala, which has established a support group
called Community ARV and TB Treatment
Supporters (CATTS). The CATTS are people
from the community receiving ART who help to
monitor the health of other clients in their area by
conducting home visits. The CATTS help to promote adherence to ART and TB therapy and provide counseling and advice to clients on how to
access other forms of social support. Clients are
instructed to report to the clinic immediately if any
serious problems arise.24
Another model initiative established by the
Elizabeth Glaser Pediatric AIDS Foundation
involves family support groups.15 These groups are
comprised of HIV-positive antenatal and postnatal
mothers and their families who come together to
support each other to follow through with PMTCT
interventions.

Adherence
Adherence is the key to successful ART treatment outcomes. Sustaining adherence to life-long
treatment through positive prevention methods
(e.g., condom use) and reduction of HIV/AIDSrelated stigma requires much more than proper
selection and consistent supply of ARV drugs and
treatment monitoring. There is a need for effective
community and individual education about ARV
treatment on topics including how to take and
adhere to drugs, when to seek help for treatment
of side effects, how to prevent HIV transmission,
and how to access supportive care. Communities
also need information on issues such as equity
of access and criteria for enrollment into
ARV treatment programs. The number of additional personnel required to provide adherence
support in facility- and home-based models varies widely, and should include both medical and
nonmedical personnel.
community-Based Care
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services to rural areas, mainly through referrals,
JCRC established a network of seven regional laboratories with the capacity to perform advanced
tests including CD4, RNA polymerase chain reaction (PCR) for ART monitoring, and DNA PCR for
infant diagnosis for the national PMTCT program.

The Creativity Initiative: Empowering People
Living with HIV to Become “Change Agents”
Keith PWJ McAdam, Andrew Kambugu, Leah Thayer, Penny AS McAdam,
and Caleb Twijukye
Infectious Diseases Institute, Makerere University, Uganda

A

t the Infectious Diseases
Institute (IDI), a tertiary care facility in
Kampala, Uganda, some 12,000 people
living with HIV (more than half on ART)
are now called mikwano jaffe (our friends)
instead of patients or clients. This shift represents a small change in language but a huge
change in attitude. The word patients connotes
problems, but friends implies solutions. Our
friends, mikwano jaffe, need not be viewed as
unfortunate victims, but rather as a key overlooked resource. Many are strong and committed individuals whose creative potential,
if effectively harnessed and channeled to support prevention, could produce substantial,
low-cost benefits for their communities. Such
an approach to those receiving care is unusual
at a tertiary care facility, particularly one that
is part of a government hospital that must provide free care to everyone who requests it.
This “friend-led” initiative cuts across religion, linguistic group, age, gender, and income
level. Friends join with other volunteers to sing,
dance, and do drama; draw and paint; facilitate
interactive board games; impart entrepreneurial and life skills; share testimonies; and provide
spiritual and social support. The initiative is
enabling dramatic changes in clients’ abilities to
care for and encourage others receiving treatment at IDI. Through this approach, clients are
gaining the courage and confidence to tell their
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poignant stories, and they are taking responsibility for the care and support of new clients.

Description of the
Intervention
It is 5:00 p.m. on a Friday afternoon. IDI doctors, nurses, and counselors are exhausted from
the past nine hours, during which they have
served over 300 people. The clients remaining in
the clinic have been waiting for several hours to
receive care, and some have just endured laborious medical procedures. Everyone is exhausted.
Suddenly a group of people begin drumming. Singers and dancers wearing brightly
colored fabric begin moving around the clinic,
inciting others to participate. Within minutes,
almost everyone in the room is singing, dancing, smiling, and sharing their personal stories.
This event is part of a program called The
Creativity Initiative, which aims to build the
courage of IDI friends to share their life stories
and to support other HIV-positive people in
adhering to treatment. This is an initiative by
and for people living with HIV, in which positive living is the emphasis. Through this exciting endeavor, IDI friends join with volunteers
to develop creative communities within the
clinic setting.
One year ago, before The Creativity
Initiative began, the clinic waiting room
resembled a morgue rather than a place of
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how they deal with the difficult challenges
of taking medications every day for the
rest of their lives. These morning sessions
encourage friends to share and build supportive relationships with one another.
Experienced friends are great teachers for
newcomers and feel better about themselves because of being able to serve others.
• A singing and dancing group has been
formed called Kalibobbo (strength). Several
times a week, a group of shy and quietlooking women come to life and brighten the
clinic with their songs about healthy living.
• More than 50% of IDI friends are unemployed, and most are scratching out a living at less than one U.S. dollar per day.
Workshops have been organized on how
to start small businesses, and friends have
led programs on mushroom growing, fruit
preserving, bead making, oven making,
baking, bookkeeping, business planning,
basket weaving, and making of local crafts.
Small support groups have been formed,
and they are looking for microfinancing so
that friends can begin income-generating
groups.
• Interactive board games are set up in the
waiting room. This gives friends something
to do while they wait and also facilitates
opportunities for interaction.
• For those feeling sick, there is a quiet area
with a mat for resting.
As a result of the confidence built through
this initiative, friends have expressed a strong
interest in beginning to provide support to HIVpositive people outside the IDI clinic. A participatory program is being designed to train interested friends and to provide them with the tools
to support people living with HIV in an urban
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treatment and hope. People sat quietly in a
queue and moved up one space at a time. They
didn’t talk to each other. They were private,
silent, alone, and hoping that nobody would
recognize them. The Creativity Initiative is
now facilitating a dramatic change in the
clinic’s atmosphere, as well as in friends’ abilities to care for and encourage others receiving
treatment at IDI.
The Creativity Initiative builds community,
enlivens the IDI waiting room, and aims to
promote disclosure and adherence. The more
relaxed atmosphere leads to conversation and
builds peoples’ self-confidence. A number of
interactive, supportive, and educational activities occur on a daily basis as part of this intervention. The following is a brief description of
some of these activities:
• On most days, between 15 and 20 friends
gather in the clinic to express their feelings
through drawing and painting. Beautiful
pieces have been created that express a
wide range of emotions. Recently, there has
been an effort to engage participation of a
larger portion of those waiting in the clinic.
The resulting collage project has become
known as “fun art,” a participatory exercise
whereby people can see how their small
contribution can be represented in a beautiful outcome. Artists in residence facilitate
this participatory exercise, and their creations now adorn the IDI walls.
• Every morning, a few friends share their
stories through impromptu testimony.
Sometimes these are spoken and sometimes they are sung; they are always incredibly moving. People talk about how they
became infected with HIV, how they are
coping with having a chronic disease, and
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community environment. The intention of this
effort will be to encourage improved prevention
(including family HIV testing), safe disclosure,
better adherence, and reduced stigma.

Outcomes
The Creativity Initiative has been designed
as a flexible program that is not too heavily
managed; we feel this is important since it is
by and for people, and peoples’ needs change
over time. Empowering friends to have control
of the waiting room has led to a real sense of
ownership and responsibility among those who
attend the clinic. We have received extensive
informal feedback, both from IDI staff who
work closely with friends and also from the
friends themselves. We have also conducted
customer satisfaction surveys before and one
year after the program began—surveys were
designed to measure changes during the program implementation period. The following
improvements have been noted through these
two sources of feedback:
• There is a strong sense that the waiting
room environment has improved dramatically. There is also a sense among friends
that they are being treated better than before
the initiative, which indicates that the initiative has also had a positive impact on IDI
staff. For example, friends report that they
are experiencing less stigmatizing messages,
are made to feel more welcome, and more
frequently have an occasion to smile while
they are attending the clinic. This reinforces
the importance of staff training, particularly
at reception and waiting areas, since staff are
normally very stressed in busy clinics.
• There is a notably improved sense of confidence among friends who participate; in
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the customer satisfaction survey, 74% of
friends said that they would be interested
in helping to provide support at the community level to people living with HIV.
• According to the survey, there has been an
increase in the percentage of friends who
have disclosed their HIV status to a spouse,
family member, relative, or friend.

Lessons Learned
Implementation of this initiative has been a
process of watching and learning how to support most effectively our friends’ efforts to
help themselves. Observations to date include
the following:
• A change in language—from patients to
friends—has had a huge impact on the willingness of friends to be active partners in
their own care, and on staff participation in
the initiative.
• People living with HIV should be recognized as a cost-effective resource for promoting disclosure, prevention, adherence,
and stigma reduction. However, it is important that they feel that they are actually in
charge of efforts, and that they have some
flexibility with regard to decision making,
including how to spend the available budget. The decisions that they make might
not always be the decisions that staff would
make, but their decisions are most likely
based on participants’ needs and therefore
should be respected.
• In situations where those giving care and
those receiving care are separated by culture, class, educational level, and/or economic difference, there may be significant
disconnects in expectations about goals
and means of meeting goals. It is important
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• The reception/waiting area is a critical target for staff training, as it sets the tone for
the entire clinic.

Recommendations
There are a number of lessons that might be
applicable to similar programs in different
settings.
• Improving the clinical environment
– Providing a means of engaging people in
creative activities is a nondiscriminating
way to engage people during long waits
and cuts across faith, age, sex, and economic status.
– Establishing a queuing system that
allows people mobility during waiting
times is important. For example, we
found that using an electronic numbering system, rather than making people
wait in a physical line, made it easier for
them to tolerate the long waits because
they were able to move around and
engage in other activities. The numbering system also allowed clinic personnel
to avoid calling out peoples’ names in
public, which sometimes made people
feel too exposed.
• Building the confidence of those
receiving care
– Providing people with opportunities to
tell their stories in a nonstigmatizing
environment is the single most important goal.
– Build the program with the assumption
that people feel better if they are engaged
in, and critical to, a set of activities.
– Aim to provide opportunities for people to help each other, as that will both
give them something to do and also
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to have people who can serve as “bridges”
between the two worlds.
It is important to find mechanisms for
ensuring that the program is as inclusive
as possible. This must include monitoring
activities to ensure that subtle methods of
exclusion are not being implemented. For
example, if spiritual support is part of the
program, it is important to ensure that all
relevant religions are honored. In a situation where the vast majority of clients like
to express their faith, there has to be sensitivity to differences.
Creativity cuts across barriers (e.g., tribe,
religion, age, sex) and is therefore a good
way to bring people together.
Routinely monitoring change (with the
help of independent social science groups)
can be a helpful way of seeing what is working and what needs to be modified.
Monthly meetings that bring together volunteers and friends invigorate everyone
involved and are a good way to bring in
new potential sources of support.
In a situation where every family is affected
by HIV, it is constructive to engage creative
volunteers as well as friends, as equal partners, with each bringing valuable qualities
and working together to banish stigma.
A queuing system that allows people to
move around while waiting opens up the
possibility for a range of activities that might
not otherwise be possible in the clinic.
Entrepreneurial skills training requires
money at the outset; music creates “instant
smiles”; musicians and artists in residence
are a great way of stimulating new learning; people love to see their creative work
displayed.
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provide them a chance to receive positive feedback.
– Focusing on peoples’ strengths and
assets is enabling for everyone.
• Enabling people living with HIV to lead
programs that encourage prevention, adherence, disclosure, and stigma reduction
– Recognize that there needs to be a balance between the wisdom of those living with the virus, and experts’ opinions
about what might work.
– Leave extensive time for program development. If sufficient time is not given,
a large degree of consultation and trial
and error will be impossible and the
program is unlikely to work.
• General guidelines
– Provide for independent monitoring of
progress on a fairly regular basis.
– Involve community volunteers to invigorate everyone. This can be done through
monthly meetings to review progress
and opportunities, and through partnerships with businesses that want to
express their corporate responsibility.
– Building entrepreneurialism will help
participants in the long run. This can be
done through skills workshops and, if
possible, microfinance.
– An appreciation board is a public way to
enable acknowledgment of others.
– Relinquish control of the planning
process for this type of program. Even
if friends do not develop things as you
would, they will develop a situation that
works for them and their peers.
– Provide space where participants
can publicly express themselves—for
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example, through their own notice
boards or through opportunities to display their creative works in public.

Conclusion
There are many efforts worldwide to develop
peer support in communities affected by HIV,
bringing together those who share a common
cause or identity, for example, women, children, occupational groups such as sex workers, or factory employees. Peer education is
widely adopted, and “buddies” provide individuals with care and treatment support. The
Creativity Initiative has effectively cut across
some of the most common barriers to communication: age, sex, religion, economic, tribal,
and language differences. Empowering those
living with HIV to take more control of their
situations in the clinic, sharing their stories
with others, and helping others to deal with
difficult social situations has given many the
vision and courage to contemplate becoming
change agents in their own homes and communities. The medical paradigm for control
of the HIV epidemic (which has been so effective in affluent countries) is being stretched
to the limit in Africa, where institutional and
human resources are inadequate for the large
numbers seeking care. Those living with HIV
can be part of the solution to the workforce
needs. There are thousands of busy clinics in
Africa where people wait patiently for hours
to see health-care workers. Our experience of
enlivening the clinic with creative activities
and building “hope through friendship” could
not only improve the ambience of HIV clinics but also empower their clients to become
societal change agents.

From the ground up: developing Pathways and Partnerships

Collaborations with NGOs
and Community-Based
Organizations
Community participation is increasingly considered to be a crucial factor in the fight against HIV/
AIDS. Community-based programs commonly
using laypeople and CHWs have been particularly
effective in HIV/AIDS prevention, care, support,

and treatment programs in sub-Saharan Africa.26-28
Organizations like Catholic Relief Services, World
Vision, and the Salvation Army established the first
anonymous CT services as early as 1987 in many
resource-limited settings.29 They have initiated,
supported, and organized a range of HIV/AIDS
activities including VCT services and provision of
ART using trained community volunteers. NGOs
and faith-based organizations (FBOs) have established AIDS committees at the grassroots level
using community lay volunteers and have trained
them to support community-based VCT and care
activities including advocacy, access, and referral
for ART services. In addition, they have funded
community-based organizations (CBOs) comprised of laypeople to implement VCT and ART
services in the communities where they operate.30
There is increasing evidence from Uganda,
Thailand, Senegal, and other countries with successful HIV/AIDS prevention programs that a
diverse spectrum of public-private partnerships
that include laypeople in CBOs, projects, and
NGOs, in conjunction with high-level political
commitment, is the most effective approach to
controlling the epidemic.30-32 Most of the work in
these initiatives involves full participation of laypeople who are trained to deliver some key services
and work under experienced health professionals.
NGOs, including FBOs and CBOs, are often the
major providers of care and support services to
people living with HIV. Indeed, FBOs are often the
only true NGOs in many rural areas. FBOs can be
better equipped to mobilize people and resources
and to reach rural or isolated areas because of
organizational networks that reach even the most
remote villages. FBOs and CBOs also tend to have
a good understanding of local social and cultural
norms and are therefore appropriate, effective, and
necessary vehicles in HIV prevention and patient
care and support programs. Around the world,
FBOs often have the influence to mobilize large
community-Based Care

269

community-Based Care

The JCRC in Uganda has developed a countrywide network of volunteer “ART adherence
monitors” consisting mainly of laypeople supervised by trained counselors/adherence supervisors. These monitors are selected from within
the community and do their work among the
patients accessing therapy within their neighborhood. The volunteers include those already
involved in ART support activities, including
people living with HIV, members of ART clubs,
expert patients, and lay counselors. Active participation of patients in their own treatment as
members of an adherence team encourages closer
cooperation with health-care workers and better
feedback on the effects of treatment.
Another strategy that has been adopted by
many providers is a process whereby patients must
nominate “treatment assistants” before they initiate therapy. Assistants serve as confidants and/
or companions to help the patient adhere to their
medications. Laypeople who fill this role may be
family members, community counselors, friends,
or others. They support adherence at the family
level by supervising drug taking and can also offer
moral support. Ensuring adherence using treatment assistants has been shown to yield excellent
treatment outcomes, even in the absence of sophisticated laboratory monitoring.23
Peer counseling and other interpersonal communication by peers, in some cases using text messages via mobile phones, have also been utilized to
encourage ART adherence. 25

numbers of lay volunteers to work for the success
of health delivery services.32
NGOs have also played a significant role in sensitizing their governments to HIV/AIDS issues and
as a result, have found ways of working collaboratively with like-minded groups to ensure that VCT
and other services are provided either directly or
through referrals from the NGO and government
and private sectors. Some NGOs that do not have
the capacity to carry out testing themselves can still
provide much-needed counseling services, thus
easing the burden on the public sector.
Innovative and effective health promotion and
education strategies include social marketing to
help raise community awareness of HIV/AIDS and
VCT. These campaigns have played a large part in
normalizing and destigmatizing VCT and ensuring that communities continually demand and use
services. NGOs have played a crucial role in such
communication efforts, as well as in the identification and training of community members to lead
the process as community volunteers, peer educators, or advisors.
Governments recognize the major role that
NGOs and communities play in HIV/AIDS care
and prevention. The Ugandan government, for
example, has supported the role of communities through an initiative of the Uganda AIDS
Commission called the Community-led HIV/AIDS
Initiative (CHAI). The objective of CHAI was to
empower communities to develop, implement, and
manage HIV/AIDS interventions through a participatory process. The initiative focused on promoting community understanding of the gravity of the
problem and community ownership of HIV/AIDS
efforts. In so doing, the initiative positioned community needs at the forefront of service provision,
promoting delivery of demand-driven services
while demystifying the belief that the fight against
HIV/AIDS is the sole responsibility of health and
community workers.33
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Community Involvement in HIV
Testing and ART Delivery
Community Mobilization and Ownership
In the context of high HIV prevalence in many
countries, usually coupled with high levels of
stigma and discrimination, an ongoing process of
general awareness and community sensitization
around HIV/AIDS is fundamental to the development of any client-centered, quality HIV/AIDS
program. Accordingly, a pilot study on ART in
a community clinic conducted in South Africa
found community involvement to be a very valuable, untapped resource in ART delivery.34 There
is also a basic requirement for individuals to be
consistently informed about available VCT, treatment facilities, nearby HIV/AIDS services, and
options available to them by CHWs or community groups and community-accessible media.
Continuous but regularly appraised and up-todate community IEC will go a long way in ensuring optimum use of care and prevention facilities.
Genuine community involvement and participation at all levels, from needs assessments and the
design of programs to implementation and monitoring of services, is an essential strategy, primarily to ensure community ownership but also to
contribute toward sustainability.

Stigma Reduction
Stigma remains one of the greatest challenges
for people living with HIV. Even in communities
where services are available and accessible, these
are often not used optimally as a result of the
stigma associated with HIV/AIDS. Communitybased IEC can be an effective strategy to promote
prevention and stigma reduction and is most
effective with the full participation of community
leaders, health-care providers, CBOs, and FBOs.
The strategic use of mass media, especially radio,
in IEC campaigns can often add greatly to the
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Community Involvement in
Launching ART Sites
In order to increase awareness about ART services
prior to the opening of any clinic, JCRC undertakes
a number of promotional activities such as hanging banners advertising the event, making radio
announcements, and hosting interactive radio
talk shows. Political and community leaders play
a pivotal role in mobilizing the communities to
participate in the launch ceremony of the clinics.
Band-led marching processions in the towns and
trading centers with community participation as
well as drama performances are key to publicizing the arrival of a new program in the area. The
drama performances at the launch are conducted
mainly by people living with HIV and ART clubs to

further reduce stigma and encourage community
uptake of services. These strategies help to engage
community participation and promote feelings of
ownership, thereby encouraging eventual utilization of services.37

Lessons Learned
The experience of responding to the HIV pandemic over the past 20 years has shown that there
are a number of effective approaches that utilize
laypeople in support of HIV prevention and treatment. The challenge now is to move from successful, small-scale projects that reach relatively few
individuals to effective strategies that can make a
larger impact and contribute to reaching the goal
of universal access to HIV prevention, care, and
treatment. Laypeople have played key roles in different aspects of HIV service delivery, and their
contributions and examples of successful projects
need to be scaled up to benefit more individuals
and programs for greater impact.
Key lessons learned are summarized as follows:
• Use of lay counselors, CHWs, and people living with HIV improves VCT service uptake.
Laypeople have been especially effective when
incorporated as part of home-based care teams
and facility-based programs, especially where
group information sessions and opt-in individual pretest counseling models of VCT are used.
• When training lay counselors, it is important to
ensure that they are made aware of their limitations. While providing HIV counseling services,
they must be supervised by senior counselors
and learn to refer problematic cases and to
undergo continuous education. The programs
should make sure that counseling services are
not left as the sole responsibility of laypeople
without professional support.
• It is important to ensure that training of laypeople is based on a well-developed, proven curriculum that offers opportunities for continuous
community-Based Care
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success of IEC.35 Another strategy involves use
of people living with HIV. In a survey conducted
in Ethiopia, it was found that the recent trend of
community involvement and active roles of people
living with HIV in awareness and outreach campaigns has successfully established the idea that
people living with HIV are not an immediate danger to society but rather a great resource. Through
these programs, people living with HIV reach out
to one another to provide needed care and support. This has been noted as a landmark step in
breaking the stigma associated with HIV/AIDS
in Ethiopia.36 Involvement of expert patients successfully using services, especially ART, is a powerful tool for combating stigma and subsequently
encourages more people to come forward for
HIV testing, counseling, and treatment. However,
exclusive use of people living with HIV can in
itself promote stigma unless the community as a
whole is involved. For this reason, involvement of
laypeople in the provision of health services will
help improve health-seeking behavior and acceptance of ARV treatment, and reduce barriers to
care and treatment.20

•

•

•

•

•

education and provides standardized tools to
assist laypeople in their work.
It is clear that VCT and ART cannot be optimally scaled up without strong community
mobilization from the start of implementation.
This can be achieved with the involvement
of NGOs and CBOs that utilize lay workers,
including people living with HIV. Laypeople
within the community are key for community
sensitization, motivation, advocacy for services, stigma reduction, and ongoing support
counseling. Ongoing programs have found
that posttest care and treatment access are also
greatly augmented by CBOs.
Incorporation of people living with HIV as
expert patients in facility-based ART clinics
relieves the limited professional health personnel from time-consuming tasks. By delegating
certain tasks to lay workers, the efficiency and
effectiveness of clinics to handle a large number of patients can be maximized.
Trained laypeople deployed as field officers
can efficiently perform several follow-up tasks
in the home related to ART, including ART
delivery, adherence monitoring, ART failure
or toxicity detection, detection of opportunistic infections, referral for medical treatment,
and offering of VCT to household members.
This eliminates much of the need for followup by health professionals, freeing up more of
their time for clinical care.
People living with HIV receiving ART, when
trained and assisted to form ART clubs, are an
invaluable resource for mobilizing communities and increasing awareness of VCT and ART,
decreasing stigma, supporting adherence, and
consequently increasing uptake of services.
Home-based VCT using laypeople is not only
an effective preventive strategy but also a way
to increase access to treatment and adherence.
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Recommendations
For making the scale-up of VCT and ART possible in countries with severe human resource constraints, it is imperative to incorporate laypeople
within the communities including people living
with HIV, NGOs, CBOs, and FBOs in publicprivate partnerships in order to urgently scale up
ART to millions of people in need of treatment.
To achieve this goal there is a need for task shifting, especially for time-consuming, repetitive tasks
that may easily be performed by nonprofessional
staff. The development of national laypeople’s programs in various forms needs to be supported by
governments at the policy level and coordinated
with established medical and paramedical interest groups. This may require additional legislation or special authorization through ministries of
health to change the current work practices that by
and large rely on professional staff. Most current
health-care systems rely on an acute-care model
where many of the tasks are performed by the doctors, clinical officers, and nurses. This will need to
change to a chronic-care model to address the current health worker shortages.
Task shifting should not be implemented at
the expense of compromising standards of care
and accountability. On the contrary, it should
represent an improvement in the overall quality
of care. Whether or not this occurs will depend
on the level of training and supervision of the
laypeople involved. Although a wide variety
of training materials for these tasks exist, quality and good patient outcomes must be ensured
through systematized training from carefully
developed modules that are tailored to the education levels and understanding of laypeople. The
training should be competence based and include
refresher courses and in-service training.
To maintain a quality ART program, there is a
need to mentor the laypeople who have undergone
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Resources to make this transition possible and to
sustain it over time need to be factored in to the
long-term planning of ongoing programs.

Conclusion
Global consensus has been reached on the need for
full involvement and participation of communities,
including people living with HIV, young people,
and civil society in HIV/AIDS programs.5 For this
reason, efforts to address human resources and service delivery issues for the scaling up of ART should
not be limited to a focus on the formal health-care
delivery system. In order to ensure that the millions
in need of ART gain timely access to treatment, it
is important to go beyond a focus on professional
service providers and beyond facility-based service
provision to facilitate greater involvement of lay
people for a variety of health-related tasks.
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training using more experienced health-care workers for an adequate period of time. Internship in
established ART centers would quickly enhance
the skills of these lay workers as well. Regular support supervision that is essential for any ART program would also apply to lay workers performing
in their respective roles. Monitoring and evaluation
of programs that use laypeople is absolutely essential to inform national programs and policymakers
on how effective these workers are. Although evaluation using the common indicators of treatment
outcome and quality of program would be used,
it may be necessary to incorporate operational
research to identify additional indicators to more
appropriately evaluate performance of laypeople.
As both prevention and treatment are brought
to scale, these initiatives should be carefully integrated to create a single continuum of services.
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I

n 2000, the member countries of
the United Nations agreed to reduce the mortality rate for children younger than five years
of age by two-thirds and maternal mortality by
three-quarters by 2015 as part of the Millennium
Development Goals (MDGs).1,2 However, these
goals are unlikely to be achieved due to the inability
of current maternal and child health (MCH) programs to reach the poorest households. Achieving
the health MDGs will be a major challenge in
the years ahead, yet these goals must be achieved
if we are to succeed in reversing the global HIV
pandemic.3,4
Of the estimated total 536,000 maternal
deaths worldwide in 2005, developing countries
accounted for 99%. More than half of maternal
deaths occurred in the sub-Saharan African region
alone, followed by Asia (45%).5 The rate of maternal mortality in sub-Saharan African countries is
estimated to be around 900 deaths per 100,000 live
births.6 Overall, the progress in reducing maternal
mortality has been modest, with a decline of 5.4%

between 1990 and 2005, while the regions of subSaharan Africa, western Asia, and south Asia have
shown little progress.7
The five major causes of maternal mortality are
postpartum hemorrhage, obstructed labor, hypertensive disease of pregnancy, postpartum infection,
and complication from unsafe abortion.8 HIV/
AIDS has become an important underlying factor
in direct maternal deaths and an indirect cause of
maternal deaths in sub-Saharan Africa.9,10
Women accounted for nearly half of the 40 million people living with HIV in 2006. In sub-Saharan
Africa, females constitute 59% of those infected
with HIV, and 76% of infected individuals are
between the ages of 15 and 24.11 Thus, high levels of
maternal mortality coexist with high levels of HIV
prevalence among women of childbearing age.12
There are important disparities with respect to
access to health systems for women.13 Data from
the World Bank show that in the poorest 20% of
households in most developing countries, more
than 90% of deliveries take place at home.14,15

The International Statistical Classification of Diseases and Related Health Problems, 10th revision (ICD-10), defines a maternal
death as “a death of a women while pregnant or within 42 days of termination of pregnancy, irrespective of the duration and
site of the pregnancy, from any cause related to or aggravated by the pregnancy or its management but not from accidental
or incidental causes.”

6
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Consequently, each year more than 60 million
women worldwide deliver without the assistance
of skilled care.16

The Safe Motherhood
Initiative
Since the 1980s, the prevention of maternal mortality in resource-limited settings has received
widespread attention from international health
organizations and the scientific community.17 The
Safe Motherhood Initiative was launched at the
Nairobi Safe Motherhood Conference in 1987. This
is a global initiative to reduce maternal mortality in
developing countries through a collaborative effort
of international agencies, national governments,
and nongovernmental organizations.18,19
This public-health strategy emphasizes safe
delivery through the provision of skilled birth
attendants, improved basic obstetric services in
health facilities, development of prenatal care that
includes screening for at-risk pregnancies, access
to emergency obstetric care in hospitals, and family planning as key interventions to reduce neonatal and maternal mortality.20
Unfortunately, 20 years have now passed since
the Safe Motherhood Initiative was launched, and
little progress has been reported.7,21 Accomplishments have been made in terms of greater awareness of the issue and of what works and what does
not, but without achieving substantial decreases in
maternal mortality.22,23 The stated reasons for not
achieving the primary goal of the initiative, which
was to reduce maternal mortality, included the
absence of a clear focus, strategic errors such as
focusing only on mothers’ risk of complications
through screening at antenatal consultations, and
an overreliance on traditional birth attendants
(TBAs).24,25
Despite these failures, a strong consensus exists
about appropriate strategies to reduce rates of maternal mortality.26-28 Industrialized countries succeeded
278

in halving their maternal mortality rates during the
19th century through the provision of professional
skilled care at birth.29 Recent evidence from other
regions of the world has shown promising achievements as well.30-32 However, in many developing countries, where lack of attended deliveries is considered
one of the largest health inequities, there is still a long
way to go to achieve goals for skilled attendance.
Populations with the highest maternal mortality
rates, many of which are in sub-Saharan Africa, are
confronted with various barriers to achieving these
attendance goals, such as geographical isolation,
long distances from health facilities,33 inability to pay
for services, and health facilities that cannot properly function due to the migration (“brain drain”)
of health workers and frequent shortages of essential drugs.
There is no doubt that delivery with the assistance of a skilled attendant in a health facility should be a woman’s right if she so chooses.
However, in many countries where maternal mortality is high and where professional birth attendants are in short supply or unavailable, universal
access for all women to a skilled birth attendant is
not achievable.
In this chapter, we provide an overview of
maternal health services in the context of the HIV
pandemic and outline the role of health professionals in maternal health and HIV prevention, care,
and treatment. Particular attention will be paid to
the potential role of TBAs in expanding access to
quality care. We conclude by considering policy
implications and highlighting areas where further
research is needed.

MCH Services in the Context
of the HIV Pandemic in SubSaharan Africa
Antenatal care (ANC) is a complex set of activities
aimed at reducing maternal and fetal morbidity
and mortality. This is achieved by decreasing the
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Use of ANC Services
The level of uptake of ANC services is determined by several factors, including patient needs,
demand for services, availability of services, and
whether or not such care is offered during pregnancy. In the 1990s, a 20% increase in the use of
ANC services worldwide was reported, and currently nearly 70% of women have at least one
ANC visit with a health professional during their
pregnancy.26,34 Despite these increases, important
disparities exist between developed countries,
where 98% of women use ANC services, and
developing countries, where the rate is closer to
68%.21,35 WHO and the United Nations Children’s
Fund (UNICEF) have shown a significant correlation in developing countries between having
had at least one ANC visit during pregnancy and
having delivered with the assistance of a qualified health professional. It has also been suggested
that the likelihood of using skilled delivery services is mediated by the wealth of the household
in which the woman lives and urban-rural differences in access to health facilities.36,37 Educational
level has also been proven to be a determinant of
the use of ANC services.38 Women who have at
least a minimum level of formal education have
better financial standing and, more importantly,
more autonomy in decision making within the
household.39,40

Perceptions also play an important role in
whether or not a woman accesses ANC services,
and, in turn, skilled attendance, in places where
such services are available. In South Africa, a study
of the perception of ANC services showed that the
quality of interactions between women accessing
ANC services and the health staff was poor and
that, as a result, women accessing ANC services
expected to be inadequately received by the midwife.41 Likewise, the use of ANC services can be
determined by a woman’s perceptions of the risks
associated with pregnancy. A number of reports
from developing countries have also shown the
importance of sociocultural determinants linked
to the use of ANC services, such as the absence
of women’s decision-making power and barriers grounded in traditional belief systems, among
others.42,43
ANC is widely used as a strategy for improving maternal health through the prevention and
treatment of pregnancy-related conditions and the
detection of risk factors that could lead to complications during pregnancy and delivery.44 However,
there is still insufficient evidence to link ANC
interventions with a reduction in maternal mortality.45,46 Bloom and colleagues showed a strong
association between the level of care obtained during pregnancy and the use of safe delivery care.47
Previous research concerning ANC attendance
and maternal mortality has been inconsistent,
with some studies showing a reduction in maternal mortality associated with improved nutrition
and screening for high risk and presumptive treatment of infection during pregnancy,48,49 while other
reports have found no such relationships.50 Graham
and Hussein rightly point out that increased use of
health care is a necessary but insufficient condition
for the reduction of maternal and perinatal mortality at the population level, particularly if the quality of care is not ensured.51
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likelihood that a pregnant woman will experience
serious complications during pregnancy and by
improving the maternal death and prelabor fetal
outcomes of women with complications. ANC is
one of the four pillars (along with family planning,
clean and safe delivery, and essential obstetric
care) of the Safe Motherhood Initiative promulgated by the United Nations Population Fund
(UNFPA), the World Bank, and the World Health
Organization (WHO).

Routine ANC Models
Since the 1980s, there has been a trend in favor of
reducing the number of routine antenatal attendances in low-risk pregnancies. Recommendations
have been made concerning the need to review
the total number of ANC visits for women with
uncomplicated pregnancies in view of the available evidence, which has suggested that reduced
ANC packages or prenatal care for low-risk women
can be as effective as standard models of ANC.52,53
The new “goal-orientated” model of ANC emphasizes fewer but more objectively oriented visits and
fewer procedures per visit.
There has been a lack of evidence that ANC, as
currently recommended (i.e., in terms of frequency,
timing of visits, and content), is effective.45 Several
trials have shown that for women without previous
or current complications, a reduction in the number of ANC visits, including goal-orientated effective and evidence-based practice, is not associated
with increased risk to women or their babies, nor
does it have adverse effects on the major intermediate pregnancy outcomes as compared to a standard model of ANC.53-55
Despite these findings on the questionable
effectiveness of early and routine ANC visits,
we should not overlook the value of ANC in the
detection and treatment of pregnancy-related
complications. This intervention still constitutes
a first essential link to the management of pregnancy. It is during these visits that the health
worker can educate women on the risks associated with pregnancy and childbirth, and discuss
the various delivery options. ANC is also an entry
point to the general health system, thus improving access to complementary services such as
MCH care, family planning, and postnatal care.
It is also the main entry point to care for pregnant women living with HIV and their unborn
children.56
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Community-Based Interventions for
Maternal and Neonatal Health
In the ideal scenario, every woman would give
birth in a health facility in the presence of a professional health worker. This does not mean that
community-based interventions have no place.
Maternal health must be considered as a publichealth issue, with community interventions being
complementary to care received in health facilities
such as health centers or district hospitals. In this
sense, community participation has been advocated to build linkages between primary health services and their users and to improve the quality of
these services.57
Health promotion via women’s groups, where
maternal and newborn care issues are traditionally discussed, is one community-based activity
that has been shown to increase the use of ANC.
This method of promotion has also been shown to
improve linkages between the community and primary care services, increase the number of deliveries taking place at a health facility, and encourage
better hygiene practices. In a study in Nepal, these
changes in behavior resulted in a 30% reduction in
neonatal mortality and a significant reduction in
maternal mortality.58 Likewise, it has been reported
that women in rural settings are aware of maternal
health problems and can be motivated to address
them through participatory research.59
Postpartum hemorrhage (PPH) is a major cause
of maternal mortality in low-income countries.8 In
settings where the provision of skilled care at delivery is limited and could likely remain so, there is
a need for community-based treatment for this
condition. Recent reports have suggested that oral
misoprostol, a prostaglandin analogue with uterotonic effect (i.e., ability to stimulate muscular tone
in the uterus), could be a suitable treatment for PPH
where access to skilled health workers during labor
and delivery is limited. This low-cost treatment can
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cannot be used as an isolated intervention, but
should rather be implemented as a component of
an overall MCH strategy.69 Thus, any interventions
involving the use of TBAs should be “context-specific and community-based” so as to complement
health center–based maternal care in countries
with high maternal mortality rates.70
Overall, studies have confirmed the possibility of
improving perinatal and maternal health through
community-level interventions. Complementary
approaches, in which community-based interventions are paired with the strengthening and/
or expansion of services at the health facility level,
also have the potential to address a variety of other
health challenges, such as uptake of HIV testing
and compliance with prevention of mother-tochild transmission (PMTCT) regimens.71

Mother and Child
Health Services and
the Role of TBAs
Mother and Child Care by TBAs:
What Is the Evidence?
With such high maternal mortality rates in many
countries, priority interventions for “safe motherhood” have been proposed and implemented in
many resource-limited settings. Skilled attendance
at birth is a key indicator for measuring progress
toward improved women’s health.* Available data
from developing countries show an important
increase in skilled attendance at birth, from 45% to
54%, between 1990 and 2000, except for the subSaharan African region, where coverage has stagnated at approximately 40%.73 Additionally, a recent
report confirms that worldwide, an estimated 63%
of all births were attended by a skilled health-care

*A skilled attendant is defined as a health professional (midwife, doctor, or nurse) who has been educated
and trained to proficiency in the skills needed to manage normal (uncomplicated) pregnancies, childbirth,
and the immediate postnatal period and in the identification, management, or referral of complications in
women and newborns.72
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be administrated orally and does not require cold
storage.60,61 It has been shown that misoprostol is
a promising drug to prevent life-threatening PPH
when administered via community-based treatment
by trained TBAs.62 Many deaths related to hemorrhage could potentially be prevented at the community level if oral misoprostol were provided to
trained community health workers.63,64 However,
additional research is still needed on the best drug
combinations, routes of delivery, and doses of uterotonics for the treatment of PPH.
Likewise, a recent study in Uganda showed how
community health workers can safely provide contraceptive injections in rural settings when training
and logistical support systems are provided.65
The success of community-based interventions that emphasize the participation of TBAs
depends on the role and status of TBAs in a given
community. Community members’ perceptions of
TBAs can greatly influence the capacity of TBAs
to serve as health agents.66 In India, a 62% reduction in neonatal mortality was achieved through a
community-based approach that included training
TBAs and local women to treat sick newborns at
home.67 Furthermore, a trial in Pakistan reported
substantial reductions in perinatal mortality and
maternal mortality as a result of training and integrating TBAs into the health system.68
A recent meta-analysis of 60 studies indicated
that training TBAs was associated with significant improvements in their level of knowledge
and the quality of advice they gave on family and
child health. A reduction was also seen in rates
of perinatal mortality, but there was no effect on
maternal mortality. Notably, the authors of this
meta-analysis were not able to address the question
of causality and highlighted that training TBAs

worker, with considerable variations between
developed regions (99%) and developing countries
(59%).74 Therefore, only slightly more than half of
the world’s mothers deliver with a skilled attendant,
leaving more than 60 million women giving birth
without skilled care every year, mostly at home.16
TBAs are still the main obstetric care providers for most women.70,75,76 In developing countries,
between 60% and 90% of deliveries in rural areas are
assisted by TBAs.77,78 ANC, as well as deliveries in an
institutional setting with skilled health workers, for
all women remains a distant reality. Additionally,
preference for home births is associated with cultural norms. TBAs speak the local language, have
the trust of community members, and can provide
psychosocial support at a birth, with important benefits for the mother and the newborn child.79
WHO defines a TBA as “a person (usually a
woman) who assists the mother at childbirth in her
home, often having minimal or no formal education and who initially acquired her skills delivering babies by herself, or through apprenticeship
from other TBAs in the family or neighborhood.”80
A trained TBA is a TBA or family TBA who has
received a short course of training through the
modern health-care sector to upgrade her skills.
The period of training is normally not more than
one month, although this may be spread over a
longer time period. In addition to assisting at childbirth, a TBA’s responsibilities include care during
pregnancy and assistance with family affairs.81
TBAs describe themselves as counselors, community teachers, and advisers of women in general
and pregnant women in particular.82
Interventions aimed at enhancing the participation of TBAs in mother-child services date from
the late 1980s.83 Overall, the goal of these interventions has been to decrease the number of maternal
deaths through the universal accessibility of maternal care during pregnancy and childbirth. The
roles and responsibilities of TBAs were defined as
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(1) provision of health information and education,
(2) sensitization of the population, (3) provision
of safe home deliveries, and (4) referral of complicated cases.82 These roles and responsibilities are
summarized in Table 1.
Over the last 15 years, many TBAs have received
midwifery training as part of the United Nations
(UN) Safe Motherhood Initiative. Even though the
inclusion of these community workers in MCH
programs has been high on the agenda, it has also
brought controversies with regard to the impact
this has had and could have on the reduction of
maternal and infant mortality. A notable area of
debate has been whether to invest health resources
into the training of TBAs.24,84 Various studies undertaken in the 1980s and 1990s showed contrasting
results from this strategy.20,85,86 There is still no definite consensus that TBA training as a single intervention can have a significant impact on maternal
mortality. Lack of evidence has limited the widespread implementation of such training.87-89
Recent analyses have come to the conclusion
that the impact on maternal mortality of training TBAs is low. As such, international agencies
and policymakers have moved away from further
consideration of the role of TBAs in favor of advocating skilled birth attendants for all, and governments have been advised to stop training TBAs.26,28
Although TBAs cannot be a substitute for
skilled health workers, and training programs have
not contributed directly to reductions in maternal
mortality, TBAs remain a significant workforce
in maternity care in many developing countries.
Various individual reports have shown improvements in the effectiveness of TBAs in reducing
perinatal mortality68 and increasing timely referrals
for complications,90,95,96 as well as increasing the use
and provision of ANC through the identification
of early signs of complications during labor and
delivery,91 delivery of oral iron prophylaxis integrated into a primary health-care program,92 and
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Table 1. Potential Impact of Participation of TBAs on Safe Motherhood Initiative Targets
Roles and Responsibilities of TBAs

Anticipated Outcomes

Sensitize communities, especially women
of reproductive age, about the importance
of ANC, good infant nutrition, immunization,
and family planning93,94

n

n

Expected Impact

Increased utilization of ANC
services (e.g., clinic visits, iron
supplements)
Increased utilization of child
health services (e.g., vitamin A
supplementation, safe feeding
practices)

Refer women presenting with complications
during pregnancy or labor78,95,96

Improved maternal
and infant health

Provide safe delivery at home for women
who are not using health facilities

n

Increased immunization coverage

Provide ANC or refer for immunization97,98
Establish communication with rural health
centers96,99

n

Improved TBA participation in primary health-care activities

ANC = antenatal care; TBA = traditional birth attendant

improving pregnancy outcomes.100,101 A recent systematic review showed that TBA training appears
to increase ANC attendance rates by 38%.85

TBAs in the Provision of HIV/AIDS
Prevention and Care: Potential Role
and Controversies
Recent data show that, in low-and middle-income
countries, the proportion of HIV-positive pregnant
women receiving antiretroviral prophylaxis for
PMTCT in 2006 was 23%.102 Current PMTCT programs do not reach many of the women who need
them due to sociocultural, economic, systemic, and
programmatic issues. Among the factors affecting
the coverage of PMTCT interventions are insufficient sensitization among the general population103;
deteriorating health-care infrastructure, low quality
of services, and a lack of available trained staff104,105;
fear of violence, discrimination, and stigma106-108;
and insufficient utilization of MCH services, with
a significant proportion of mothers delivering outside health facilities.70,109,110

On the whole, coverage is far below what is
required to meet the UN target of reducing the
proportion of children infected with HIV by 50%
by 2010.111 The attainment of these figures necessitates that 80% of all pregnant women accessing ANC receive services for PMTCT of HIV.112
This will require strengthening MCH services as
well as the health systems and the development of
new interventions to improve the uptake of
PMTCT services.
In conjunction with the Safe Motherhood
Initiative, some countries are seeking to enhance
the role of TBAs by encouraging their participation
in PMTCT programs. Given TBAs’ potential coverage of underserved populations, participation of
TBAs has been piloted to help improve the coverage and quality of services offered to rural populations, with participation being defined by a package
of activities that TBAs are allowed to carry out.
The first reported PMTCT program worldwide
to use TBAs to provide confidential HIV counseling and testing (using an oral fluid HIV rapid test)
community-Based Care
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Reduction of
maternal and
infant mortality

was in Cameroon.113 Here, TBAs also dispense nevirapine (NVP) to HIV-positive women and ensure
that the newborn receives postpartum NVP prophylaxis as an integrated strategy in the PMTCT
program. This approach has been implemented
through community participation and training
and is complemented by supervisory nurses who
visit women in the villages on a monthly basis. The
authors of the report stated that there was no evidence of confidentiality breaches, a common concern in community-based care. Focus group discussions with community members showed that the
participation of TBAs in the PMTCT program has
contributed significantly to community awareness
of HIV/AIDS and has increased their confidence in
TBAs overall.
The level of PMTCT program effectiveness
among a selection of sites showed nearly 100%
HIV testing uptake among those attending their
first ANC visit if a specific cascade of steps was followed. The cascade of steps implemented by these
programs comprise the following: (1) A pregnant
woman receives ANC at a center offering HIV testing; if she consents to the test, she must receive the
test results and, if she is found to be HIV-positive,
she receives appropriate prophylaxis. (2) She must
then take the prophylaxis during labor, and her
infant must receive prophylaxis after delivery.
(3) Finally, the mother and infant must receive
follow-up care. Program challenges included maintaining adequate supplies of HIV test kits and ARV
medications, as well as the provision of continuous
support and supervision.114
In Tanzania, it has been shown that TBAs, if
they acquire additional skills and are sufficiently
motivated, can be used effectively in program
implementation and can contribute to delivering
PMTCT interventions (from counseling to providing single-dose nevirapine [sdNVP]) to women
who deliver outside health facilities.115 In Uganda,
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after careful selection, training, and sustained and
regular supervision, TBAs played an important
role in supporting and referring pregnant mothers
for facility-based PMTCT services.116 Manzi and
colleagues report on the need to use TBA networks
in decentralized PMTCT strategies in Malawi so as
to be able to improve coverage.117
Table 2 contains a comprehensive summary
of activities related to PMTCT that could potentially be performed by TBAs, based on different
experiences reported in the literature (though not
all activities are being implemented in all initiatives). These activities include identifying pregnant
women in the community and facilitating the use
of available antenatal and delivery services; reinforcing health messages, including the importance
of nutrition during pregnancy; providing information and communication on basic PMTCT
concepts and the importance of HIV testing (i.e.,
community mobilization); and making sure that
pregnant women and their partners have free
access to HIV counseling and testing services.
The provision of sdNVP to women at the onset
of labor and to newborns within 72 hours of birth
has been shown to reduce mother-to-child transmission of HIV by 47%.118 Women receive the
maternal dose during pregnancy to ensure that the
medication is available for self-administration at
the onset of labor. TBAs could have a role in the
direct supervision of the PMTCT treatment regimen with sdNVP for the mother and/or child, as
advocated in Malawi.119 For example, Kagaayi et al
have reported encouraging results of maternal selfmedication and provision of NVP to their newborns in Uganda.120 Finally, provision of counseling for women and their partners on the reduction
of HIV transmission, especially during the postnatal period (including the importance of exclusive
breastfeeding if HIV-positive), could also be part
of TBA activities.77
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Table 2. Proposed TBA Activities in Support of PMTCT Programs
Activities

Potential Outcomes

Community sensitization focused on a familycentered approach to PMTCT116,117

n

n

Increase in couples counseling and HIV testing in ANC
Increase in number of reproductive-aged women tested
for HIV
Decrease in unwanted pregnancies among HIV-positive
women

Community-based HIV counseling and testing113,121

n

Increase in number of reproductive-aged women tested
for HIV

Provision of support and adherence follow-up
for PMTCT113,115,119

n

Increased dispensation of sdNVP or ART to mother and
child
Directly observed ingestion of ARVs
Early referral of infant for sdNVP or ART dosage if not
made directly available to TBAs
Greater opportunities to provide or refer exposed
infants for sdNVP or ART within 72 hours of birth
Improved adherence of mother-child pair to complex
PMTCT regimens

n
n

n

n

Appropriate referral of mother and/or infant117,122-125

n
n
n

Provision of care and support to affected
families101,117

n

n

n

Decreased maternal mortality
Improved immunization coverage
Increased coverage of VCT and PMTCT
Improved observance of exclusive breastfeeding practices and decreased rate of postnatal HIV transmission
Improved follow-up of HIV-exposed infants and adequate referral for early diagnosis, care, and treatment
Increased referrals for HIV prevention and care services,
including ART

ANC = antenatal care; ART = antiretroviral therapy; ARV = antiretroviral; sdNVP = single-dose nevirapine; TBA = traditional birth
attendant; VCT = voluntary counseling and testing

TBAs can also play an important role in ensuring that HIV-positive pregnant women who require
cotrimoxazole prophylaxis take their medication
daily and in educating women on the importance of
medication adherence, even after they give birth. A
recent study reported that out of an estimated four
million (HIV-exposed and HIV-infected) children
in need of cotrimoxazole prophylaxis, only 4% are
currently receiving this intervention.126 TBAs can
also educate women in the PMTCT program on
needed follow-up for the baby and proper adminis-

tration of infant cotrimoxazole prophylaxis, which
needs to be taken from six weeks of age.
For instance, mobilization of TBAs in Uganda
has been advised in regions where they carry out
the bulk of child delivery in order to expand access
to PMTCT services. In this way, they can assist in
persuading pregnant women to go for voluntary
counseling and testing (VCT) and can mobilize
community support for PMTCT.116
As described previously, increasing numbers of
pregnant women are resorting to home deliveries

community-Based Care
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n

due to conditions of extreme poverty affecting both
urban and rural populations in many developing
countries. When health professionals are not available, TBAs are usually the only caregivers present at
the time of delivery in high-HIV-burden countries.
In such settings, encouraging the participation of
TBAs in public-health programs could help increase
the coverage of MCH care, including PMTCT.
It should be noted that doubts have been
raised as to the potential significance of the health
improvements that would be gained by involving
TBAs in HIV prevention and care tasks during
home deliveries in developing countries.127,128 In
this sense, the use of traditional medicine can also
be stigmatized and be associated with nonadherence to antiretroviral therapy (ART) regimens, as
has been reported recently in Zambia.129
Zimbabwe has one of the greatest HIV burdens
in the world, with an average antenatal HIV prevalence rate of 18.1%.130 PMTCT is among the key
HIV prevention strategies in the country’s national
HIV/AIDS response. A decrease in the use of
ANC services with an increase in home deliveries is affecting the coverage of PMTCT interventions in a context of an accelerated economic crisis.
According to the 1999 Zimbabwe Demographic
Health Survey, 23% of all deliveries nationally
were home deliveries.131 In 2003, this number had
increased twofold, to 46.4%.132
A study was undertaken to evaluate the acceptability and feasibility of reinforcing the role of TBAs
in family and child health services through their
participation in the country’s PMTCT program.133
TBAs were found to be willing to expand their
scope of work regarding MCH activities (e.g., referrals, follow-up) related to PMTCT (see Table 3).
Although the long-term delivery of ANC services in
Zimbabwe remains in the hands of skilled delivery
attendants, PMTCT programs would benefit from
complementary approaches led by TBAs to prevent
missed opportunities.
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HIV/AIDS Training Programs for
TBAs: The Cameroon Experience
Trained TBAs in Cameroon are indigenous village
women who are chosen and supported by their
communities. Cameroon Baptist Health Services,
a nonprofit health-care organization, offers TBAs
a three-week basic training course in theory and
practice and one month of observed practical experience. TBAs then practice in their village health
center, with periodic support and supervision from
a field supervisor (a qualified nurse) for a period of
at least six months. A minimum of 10 deliveries are
conducted by each TBA under the supervision of
the nurse-midwife in charge, or until it is believed
that the TBA will perform satisfactorily. Continuing
education is carried out annually, and TBA certificates are updated upon successful completion of
the refresher course. Provided TBAs have reached
a satisfactory standard and their community is prepared for the next stage, they then take part in a
one-week intensive PMTCT training.
The training package includes basic etiology of
HIV/AIDS, basic counseling skills, principles of
ethics and confidentiality, and applied anatomy
and physiology. In addition, the “six components
of care” are taught, which include planned pregnancy, family health, ANC (including the application of risk scores), safe delivery, postnatal followup and infant monitoring, and the use of rapid HIV
tests (i.e., testing skills, use of reagents, and reading
results). This training package is conducted by a
TBA supervisor, health staff directly involved in the
program, experienced counselors, obstetrician consultants, midwives, and laboratory technicians. The
program is followed up by regular supervisory visits,
field-orientated seminars, and refresher courses at
the district level. TBAs are usually female, but if a
community requests training for a male promoter
whom they trust and who is known to have all the
attributes of a good village health worker, then he is
accepted and trained.
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Table 3. PMTCT Activities in Which TBAs Agreed to Participate, Murewa District, Mashonaland,
East Zimbabwe, 2006 (n=72)119
Traditional birth attendants (TBAs)a
Reported
Performing
Activity

% Who Agreed to
Perform Activity

Mothers

<25%

>75%

n

Raise awareness

n

n

Inform women and men of benefits of HIV testing

n

n

Refer women for HIV testing

n

Perform blood tests

n

Dispense medication to women

n

n

Directly observe women ingesting their medication during labor

n

n

Inform women of appropriate breastfeeding measures

n

n

Provide psychological support to HIV-positive women

n

n

Provide continuum-of-care services to HIV-positive women and
their children

n

14%

n

community-Based Care

n

Children
n

Refer infants to health center for medication

n

Accompany infants to health center for medication

n

Administer medication to infants

n

Assist health center in the documentation of ANC services

n
n
n

16%

n

All comparisons between trained (n=30) and untrained (n=42) TBAs are not statistically significant.

a

Midwives and TBAs as Part of
the Health-Care Team in the
Provision of Maternal Health
Services and HIV/AIDS Care
The Role of Doctors and Nurses in
Defining HIV/AIDS Health Policy
Expanding access to ART to treat HIV in
resource-limited settings has demonstrated benefits to the health and survival of women and their

newborn children. 134,135 Evidence-based guidelines on HIV/AIDS care and treatment protocols
specific to the level of each health facility have
been designed to facilitate expanded access, yet
in many developing countries, these protocols
cannot be fully applied due to the lack of human
resources. Doctors constitute a majority of the
decision makers responsible for the development
of health policies. However, effective leadership
without the necessary institutional capacity,
community-Based Care
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resources, or effective policy will not be able to
mount effective responses to HIV/AIDS.136
Physicians have a key role to play as reference
health staff, particularly in making care and treatment decisions (e.g., initiating or switching therapy,
managing serious conditions) as well as in providing
supervision and defining HIV/AIDS policies and
their implementation. In most countries, HIV/AIDS
policies are conceived and developed at the national
level by senior health staff and then decentralized
to the peripheral levels. Frontline physicians and
allied health professionals need to be a part of policymaking and major decision making in all countries. They spend a significant amount of time with
patients and, as such, have much to offer in helping
to formulate or reform policies. For instance, physicians are acutely aware of the shortage of trained
personnel and are likely to support policies that promote the use of complementary staff such as TBAs
and lay counselors.
Senior nurses interface with doctors at the regional
level to offer technical interpretation and provide
support for effective implementation of HIV/AIDS
policies at the regional and local levels. They offer the
bulk of care to patients and thus play an important
leading role in implementing appropriate prevention, care, and treatment services as well as in the
routine follow-up of HIV-infected and affected individuals in referral hospitals and rural health centers.
As such, nurses should also be consulted concerning decisions on whether or not to use TBAs and lay
counselors, since they will be responsible for supervising these community health workers.

Collaboration of TBAs with Nurses and
Midwives in Scaling Up Comprehensive
HIV/AIDS Care
Nurses and midwives are the primary healthcare providers for the majority of populations in
resource-limited settings. Their roles are complemented by the use of TBAs, particularly in rural
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areas. There are simply not enough midwives and
nurses to provide PMTCT services and HIV/AIDS
care, treatment, and support to all those in need of
services. In practice, lay counselors and TBAs have
stepped in to fill this gap, with supervision from
nurses and midwives.113,115 Due to the absence of
nurses and midwives in most villages, TBAs have
played this complementary role for many years,
and their role has increased significantly with the
emergence of the HIV epidemic.
The public-health approach to HIV/AIDS
treatment advocated by WHO includes strategies
to reduce dependence on trained physicians for
the scale-up of ART.137 For this reason, there is a
need to devise sustainable human resource solutions, such as the use of nonclinical staff, for the
provision and monitoring of ART. One strategy
that has been advocated to make better use of the
available human resources is to shift routine tasks
to less-specialized workers.138 Such an approach
involves nurses in prescribing and dispensing
ART while community health workers, including TBAs, undertake a wide range of HIV-related
activities, thus freeing up the time of nurses for
more advanced levels of care. In Cameroon, nurses
perform screening, diagnosis, and treatment of
people living with HIV, according to standardized
protocols, due to an acute shortage of physicians.
TBAs are also successfully providing care to people living with HIV in rural areas (T. Pius Muffih,
oral communication, 2007). In South Africa, a
community-based ART program successfully
used nurses to diagnose and treat opportunistic
infections and provide follow-up care in line with
standard protocols.139 Furthermore, experience
from the Botswana ART programs has shown that
better utilization of nurses has the potential to
increase access to ART, reduce congestion at centralized ART centers, reduce unnecessary travel
by patients, and allow for improved adherence
and education.140
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The Role of Lay Counselors
in HIV/AIDS Programs
Proper, adequate, and appropriate counseling is
an essential component of successful HIV/AIDS
prevention, care, and treatment programs. Clinics
and hospitals in developing countries are severely
understaffed, with nurses serving as the primary
caregivers. In some settings, this acute shortage
of trained personnel has compelled caregivers to
increase the use of lay counselors. These experiences have been successful, thanks to the short and
intensive counseling training given to these community volunteers.121,144,145 This innovative approach
is geared toward increasing access and uptake of
VCT, especially in rural settings.
The training of lay counselors (i.e., community volunteers with basic training in counseling
skills) who work alongside health professionals is
meant not only to enhance care for people living
with HIV but also to reduce associated health costs
in developing countries. In addition, communitybased services have been reported to promote
greater access to HIV counseling, as compared
to facility-based services, through the use of lay
counselors.146,147

In Cameroon, lay counselors double as trained
birth attendants and have functioned effectively in
rural communities to provide care to people living with HIV. Training for lay counselors may last
two to six months, with emphasis on actual practice as well as theory. At the conclusion of training,
lay counselors are adequately prepared to provide
pre- and posttest counseling, as well as ongoing
counseling, psychosocial support, and referrals to
community-based health facilities.113 In most rural
areas, the role of lay counselors extends to the
provision of ANC and the provision of support in
post-obstetric wards and well-baby clinics.
The feasibility, effectiveness, and acceptability
(by both staff and clients) of using community
volunteers in operational HIV/AIDS programs in
sub-Saharan Africa has been demonstrated.121,148
This strategy needs to be complemented by community mobilization and education programs to
promote VCT, as well as supervision of the quality
of training and adherence to confidentiality policies at the community level.

Human Resource
Shortages for MCH and
HIV/AIDS Prevention, Care,
and Treatment
The lack of human resources for health care is considered to be one of the most serious obstacles in
providing MCH services. While the bulk of bedside care does not depend on highly trained health
personnel, skilled health-care providers are critical
in ensuring high-quality antenatal, delivery, and
emergency obstetric and postnatal services. Their
role includes the supervision of less-skilled care
providers who can help deliver needed services,
including bedside care and community follow-up
and education.
Only half the world’s women receive care from
a skilled health-care professional when giving
birth, despite the fact that low densities of doctors,
community-Based Care
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Training, support, supervision, and the integration of HIV/AIDS care topics into the curricula of national nursing schools as well as
national legislation and policy are necessary to
guarantee that essential standards of care are provided by nursing professionals. Short-term training has been shown to be successful in increasing
the ARV-related knowledge base of midwives.141
In Zambia, to meet the human resource needs
for PMTCT programs, employment of off-duty
health personnel was shown to maximize the utilization of existing health-care workers.142 Such
investments in human resources can be expected
to contribute significantly to the achievements of
the MDGs.143

nurses, and midwives have been linked to higher
maternal mortality rates.128 There are examples of
innovative approaches in which safe and effective maternal services have been provided by
other trained health personnel in settings with
few, if any, physicians.149-151 These findings support the idea that nonphysician medical staff and
even trained community counselors can fill some
of the gaps created by the lack of physicians and/
or nurses.
Ill health due to HIV/AIDS and the emigration of health workers to foreign countries have
been cited as the two major factors depleting the
number of health workers in sub-Saharan Africa.
In areas where there is a high prevalence of HIV,
shortages often result from the illness and death of
the health workers themselves.152 Estimates show
that Botswana lost 17% of its health workforce to
HIV/AIDS between 1999 and 2005. In Malawi,
AIDS-related death is the largest cause of health
workforce attrition.138
The importance of greater use of TBAs and
lay counselors is reinforced by the fact that more
and more countries are falling short of the WHOrecommended minimum ratios for doctors and
nurses. In fact, South Africa is the only country
in sub-Saharan Africa that has the minimum of
20 doctors, 100 nurses, and 228 health providers per 100,000 population as recommended (see
Table 4).138 It is common practice for a single medical assistant to see close to 200 patients a day in
districts in Malawi and Mozambique. Patients are
forced to wait for up to two months to begin treatment because of the lack of doctors and nurse clinicians.153 This is an indication of the acute shortage
of health professionals for MCH and HIV/AIDS
prevention, care, and treatment in sub-Saharan
Africa. This shortage is not limited to the countries
cited above. In effect, there is an urgent need to
develop simple, sustainable models of health service delivery, including the provision of ART, that
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can maximize the potential of existing health-care
staff and increase the value of health resources in
resource-limited settings.

Conclusion
To achieve the stated goals for MCH in resourcelimited settings, it is essential to link safe motherhood initiatives with other health services, such
as HIV/AIDS and family planning, through an
integrated approach. Ensuring that local healthcare systems have the capacity to provide a comprehensive package of ANC services should be
considered a priority. PMTCT programs should
be used as an opportunity to strengthen these
services.
A major challenge for health policymakers is to
make the best use of available human resources,
including TBAs, but also to plan and implement a definite public-health strategy based on
essential obstetric care provided by skilled attendants. Professionalization of maternity care must
remain a top priority. For this reason, skilled
attendance at birth must be made more accessible
through political leadership and the identification of models to deploy and retain health workers. Identifying roles for community workers,
such as TBAs and lay counselors, can facilitate the
improvement of MCH when simultaneous efforts
such as the upgrading of existing lower-level
facilities, improving referral systems, training,
and supervision are undertaken. Where this strategy is pursued, it will be necessary to adopt health
policies that do not coerce but rather legitimize
and acknowledge the practice of TBAs and integrate them into specific health programs. There
is very limited evidence-based data on community interventions and the impact of community
health workers on improving maternal health,
including their role in HIV/AIDS interventions.
Operational research in this field is still needed,
since it is likely that TBAs and midwives will
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Number of Doctors per
100,000 Inhabitants

Number of Nurses per
100,000 Inhabitants

Number of HealthCare Providers per
100,000 Inhabitants

WHO-recommended
minimum

20

100

228

Lesotho

5

62.6

68.2

Malawi

2

56.4

58

Mozambique

2.6

20

34

South Africa

74.3

393

468

United States

247

901

1,147

UK

222

1,170

1,552

Country

contribute substantially to increasing the uptake
and coverage of PMTCT services for the foreseeable future.
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he practice of traditional
medicine (TM) has served the health-care
needs of African populations for countless
generations, well before the introduction of biomedical (sometimes referred to as “Western” or
“conventional”) medicine on the continent.1,2 Today,
TM continues to be the primary, and sometimes
the only, accessible health-care option for the vast
majority of people living in sub-Saharan Africa.3
The greater integration of TM with modern biomedical practice has recently taken on a renewed
importance,4 as more comprehensive models of
HIV care are being actively sought in response to
the devastating impact that HIV and AIDS have
had across the African continent.
African TM consists of a combination of healing techniques, labeled by the first visiting social
scientists and health professionals as “herbalism,”
“spiritualism,” “sorcery,” “divining,” and “bone
setting,” to name but a few.1,5 During the period
of African colonial rule, various forms of traditional medicine were perceived to be a threat to
the spread of colonial power and Western religious
belief systems, and these practices were actively

discouraged and in many cases repressed through
violence and other means of coercion.6 The historically negative association of African TM with
terms such as “witchcraft” that stem from these
early experiences continue to influence modern
perceptions of African TM.1,5
As a result of these historically negative attitudes, modern African traditional healers (THs)
tend to describe and demonstrate their practices
to outsiders in a way that keeps the validity of their
methods from being called into question—namely,
by avoiding discussion of the spiritual aspects of
their practices. Yet in reality, most African TM
practices that have been described in the literature
are comprised of a variety of different methods
shaped by the cultural contexts and geographic settings in which they are practiced. The TM practitioners referred to in this chapter generally employ
a complex, holistic system of care that as of yet
has been only partially captured and understood
through outside observation.
As the predominance of biomedical medicine
on the African continent began to grow in the latter part of the 20th century, it became increasingly
community-Based Care

301

community-Based Care

b

important to bridge the language and value divide
between biomedical practices and African TM,
since many people continued to use both systems.
This need became acutely clear with the arrival of
HIV, which continues to cause disproportionate
suffering and loss of life through the deadly combination of widespread infection and severely limited health resources (human, financial, and infrastructure).7 To meet the enormous need for health
services that currently exists in Africa, health-care
providers have a moral and medical responsibility
to ensure that people have access to the best of both
the traditional and the biomedical systems of care.
To achieve this goal, decision makers and program
managers at government, civil society, and community levels should be armed with the necessary
information and tools to successfully integrate
these systems. This chapter discusses some of the
strategies that have been successful in integrating
African TM with biomedical medicine and points
the way forward for establishing and expanding
collaboration with African TM practitioners as
part of a broader and more efficient approach to
community-based HIV prevention and care.

African Traditional Medicine
and HIV/AIDS
Well before the discovery of HIV, biomedical
medicine was responsible for major technological
advances that dramatically changed the health status and life expectancy of people around the world.
The introduction of sophisticated, laboratorybased diagnostic capabilities, surgical techniques,
and synthetic pharmaceuticals, including vaccines,
has made a profound difference in the lives of
those who have had access to these services. In the
context of HIV/AIDS, even though a cure or effective vaccine is not yet available, the recent advent
of antiretroviral therapy (ART) has considerably
increased the life expectancy and the quality of life
of people living with HIV.8 However, to date only a
302

small proportion of those in need and who are eligible for these services have benefited from them.
Despite the increasing availability of ART, the vast
majority of African people continue to use TM for
the treatment of HIV-related conditions and other
common diseases, and TM remains the sole culturally accepted, holistic health-care service available
and accessible to all Africans.
The link between African TM and HIV/AIDS
was first made by people living with HIV throughout sub-Saharan Africa. Since the beginning of the
AIDS pandemic, access to comprehensive HIV/
AIDS care in rural settings has remained a challenge due to limited health infrastructure and
human resource shortages. Thus, like the rest of
the population, a large proportion of people living
with HIV have consulted both biomedical doctors
and traditional healers. These people often receive
palliative care from traditional healers for signs
and symptoms that, to the healers, do not look any
different from the fevers, diarrhea, respiratory diseases, sexually transmitted infections (STIs), and
other infections they were caring for before the
arrival of HIV. In some cases, TM has been shown
to relieve or successfully treat HIV-associated
symptoms or minor opportunistic infections.4,9-14
Formal calls for the integration of biomedical
and traditional health care for people living with
HIV have been made since at least the early 1990s,
when the World Health Organization (WHO) recommended that traditional medicine be included
in national responses to HIV.5,15 Early efforts to
combine the best of both systems included a number of projects that looked at the usefulness of
traditional herbal remedies for the treatment of
illnesses associated with AIDS.5,10,16,17 Studies looking at TH perceptions of STIs and HIV were also
conducted as early as the late 1980s.5,15,18-20 Using
information from these studies, collaborative projects began to train THs as educators and counselors to disseminate information on HIV and other

From the ground up: Developing Pathways and Partnerships

Areas of Collaboration with Traditional
Healers for HIV Prevention and Care
Advocacy for wider use of TM and attempts to
involve THs in primary health care began in several African countries well before the arrival of
HIV. Yet by 2000, more than 15 years into the AIDS
pandemic, there were still few collaborative efforts
between THs and biomedical health practitioners
(BHPs) for HIV prevention or care (see Table 1 at
the end of this chapter).15,22 Most collaborations used
a strategy in which a core group of THs were trained
as trainers and were then mobilized to educate communities and/or train their peers.5 Some projects
also involved THs in the development of health education materials,23 social marketing of condoms,24
or the provision of basic HIV counseling.21,24,25 Yet
only a few of these projects reported on the effectiveness of training THs to provide counseling for
STIs and HIV.16,26,27 Moreover, evaluations were infrequent, spaced over long periods, and relied too often
on healers’ surveys alone. Since then, the number
of studies on TM and HIV/AIDS and the number
of collaborations between THs and BHPs have not
increased significantly, despite the growing needs
and opportunities for collaboration. The following section discusses some of the key interventions
undertaken between 2000 and 2007.
Prevention
Since 2000, only a few programs designed to bring
together THs and BHPs for HIV prevention have
been described in the literature (see Table 2 at the
end of this chapter). One such program took place
in Nigeria, where a three-year prospective study

was conducted to evaluate the possible role of THs
in the spread of HIV.28 In this study, 69 patients
and 20 THs were randomly selected and interviewed to assess their HIV knowledge. Results
showed that patient HIV knowledge was poor and
that there was an HIV-related risk associated with
TH practices due to the use of unsterilized instruments and possible cross-contamination with
infected blood.28
In addition to assessing patient knowledge,
other studies have reviewed indigenous representations of illness in sub-Saharan Africa and how
these have changed with the emergence of AIDS.29,30
In one study, Liddell et al found that strong beliefs
in traditional concepts of illness were associated
with more positive attitudes toward AIDS riskreduction behaviors.29
In contrast, a more comprehensive approach
has been designed in Tanzania by the Tanga AIDS
Working Group (TAWG), which was formed in
1992 by a group of health-care professionals with a
primary aim of collaborating with traditional healers and enabling early referrals of HIV-positive
patients with treatable conditions.12,17,31 This original aim led to the creation of an indigenous knowledge program with the following objectives:
• Raise awareness among THs to protect both
THs and clients from HIV transmission
• Build TH capacity in providing community
AIDS education and care
• Conduct research on promising herbal remedies in collaboration with TH and scientific
institutions
• Ensure a sustainable supply of medicinal plants
through conservation and cultivation
• Build and strengthen collaborative bridges
between traditional and modern health systems
Since the program began, TAWG has trained
429 THs, including 87 traditional birth attendants (TBAs). Moreover, 4,500 patients with
HIV-associated conditions have been treated with
community-Based Care
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STIs within their communities and among their
peers.15,17,21 Available evidence indicated that when
THs are equipped with referral, counseling, and
communication skills, coupled with timely and
accurate information on HIV, they can greatly
contribute to HIV prevention, care, and support.5

herbal medicines in six treatment centers, and
468 patients have been referred to health facilities
for HIV testing and care.12
At the peak of the HIV epidemic in Uganda in
1992, health workers, families, and communities
were feeling overwhelmed and powerless against
an enormous tide of health-related challenges.
This crisis sparked a flood of new ideas, including the creation of Traditional and Modern Health
Practitioners against AIDS (THETA), a Ugandan
nongovernmental organization (NGO) aimed at
fostering collaboration between modern health
workers and traditional healers. THETA was
formed in 1992 as a collaboration between The
AIDS Support Organization (TASO) of Uganda,
a national NGO providing care and support to
people living with HIV, and the international
humanitarian NGO Doctors without Borders, with
the support of Uganda’s National AIDS Control
Programme and the Uganda AIDS Commission.
One of THETA’s projects, which tested the effect
of training traditional healers as STI/HIV educators and counselors, showed that THs could successfully provide preventive services, such as community AIDS education that focuses on care and
prevention, condom promotion and distribution,
positive prevention, STI prevention education,
and prevention of mother-to-child transmission
(PMTCT) education.4,31-36
Care and Support
Between 2000 and 2007, a number of projects were
initiated to assess health-seeking behavior for HIVassociated conditions. One study in Gabon among
people living with HIV found that healers were
consulted for treatment of disease in 90% of cases
(N=150 HIV-positive patients).37 Traditional medicine was used concurrently by 17% of those who
had started biomedical care. The authors concluded
that a multitude of factors related to the patients,
the health system, and culture or society (including
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TH consultation) contributed to the diagnosis of
HIV infection in Gabon.37
In Malawi, health seeking was reported to take
place in three stages: (1) traditional care and treatment by families, followed by (2) treatment by
traditional healers, and, when TM fails, (3) biomedical care from hospitals or clinics.38 TH consultation, together with home herbal remedies, was
reported in a South African cohort, in which 84%
(n=44) of study participants reported having ever
used traditional medicine.39
Another category of studies on TM have assessed
the knowledge and attitudes of TM practitioners
about HIV and about collaboration between health
sectors. Peltzer et al in South Africa found that
most THs had correct knowledge of HIV transmission, prevention, and ART, but 21% of the 233 THs
interviewed believed there was a cure for HIV.19

Integration of Prevention, Care and
Treatment, and Collaboration among
Health Sectors
Although the burden of caring for people living
with HIV is expected to increase into the foreseeable future, health-care systems in the most
affected regions of Africa remain inadequately prepared to meet the increasing demand for services.40
In response, the importance of involving THs in
efforts to scale up HIV/AIDS care has recently
been reemphasized.4
Despite calls for further collaboration between
THs and BHPs, relationships between these different practitioners are still often characterized by
indifference, suspicion, and mutual rejection. Joint
efforts to intensify HIV prevention and care cannot be sustained unless attitudes among these two
groups are improved and their respective prejudices addressed. To establish a successful model for
collaboration, a new approach to training has been
called for that is based on a participatory approach
to learning and that underscores the importance
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Empowering Traditional Healers to Support HIV
Prevention and Care: The THETA Experience
health workers that included the development
and use of TH referral and client care forms, as
well as a monitoring system. Over a period of
four years, the number of documented referrals from THs to conventional health facilities
for HIV counseling and testing, prevention of
mother-to-child transmission (PMTCT) of
HIV, TB, and opportunistic infections treatment
increased from 132 to 4,832; the cumulative
number of community members who received
HIV/AIDS prevention messages and supportive
counseling from THs was 85,584. The success of
this experience prompted THETA to develop a
model for collaboration between traditional and
conventional health and social services for HIV/
AIDS prevention, care, support, and referrals in
rural settings. This model is aimed at supporting national efforts to scale up prevention strategies, counseling and testing, PMTCT, and support for orphans and other vulnerable children
(OVC).31-33,36,43
After acquiring HIV/AIDS knowledge and
skills, many THs trained by THETA started
their own HIV/AIDS initiatives in their respective communities. These initiatives have developed through the engagement of community
members and utilization of existing community
resources, such as land and labor, to provide
for those in need of assistance, including widows and OVC. THETA has supported 38 such
initiatives through capacity building and the
provision of seed grants. These initiatives have
helped provide education, nutritional support, and psychosocial care to 3,700 orphans43
through the work of 1,635 caretakers, of which
1,175 (71%) are women who are mostly widows
or grandmothers.
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raditional and Modern
Health Practitioners against AIDS
(THETA) was one of the first groups to
demonstrate that traditional healers (THs) can
be empowered to play a significant role in HIV/
AIDS prevention and care. In Uganda, 80% of
the population lives in rural areas, and less than
25% of the sexually active population has been
tested for HIV.41 Yet despite low levels of testing,
demand for these services is high. The formal
health sector in rural communities is severely
overstretched and, in many cases, is not adequately equipped to respond to the health needs
of rural communities. As a result, a majority of
the rural poor turn to informal communitybased health-care providers, including THs and
traditional birth attendants, as well as to family
members and other community caregivers and
resource people.
Over the past 15 years, THETA’s work has
focused on empowering and tapping existing
informal community care structures and linking them to the formal health and social sectors. This work has contributed to improved
access to quality HIV prevention and care
services and has mitigated the impact of the
country’s HIV epidemic.4,32,33,36,42
Between 2003 and 2007, THETA trained
and mobilized 1,321 THs and built a collaborative network between them and the biomedical
health practitioners to provide comprehensive
sexually transmitted infection (STI) and HIV/
AIDS prevention and care services in 12 rural
districts of Uganda.43 To contextualize the situation in Uganda, there is one doctor for every
12,000 people. A referral network was developed
among THs, health facilities, and community
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of mutual respect and the value of learning from
one another.44 This model is in contrast to previous approaches to training, which often used BHPs
to train THs but not the other way around; such
one-sided approaches can be perceived as asserting the superiority of BHPs over THs, leading to
alienation of the latter group.

Lessons Learned and
Implications for Future
Practice
The continuous spread of HIV and the typically
poor state of health-care systems in most of subSaharan Africa are compelling reasons to further
involve THs in the fight against HIV. To achieve
this goal, deeper commitments and sustained
efforts are needed on the part of policymakers and
advocacy groups in order to tackle existing prejudices and systemic obstacles that lay in the way of
successful collaborations between THs and BHPs.
The lessons highlighted in this chapter speak to
the need for changes in the approach to African
health systems as a whole. We must move away
from the singular focus on biomedical, curative approaches in order to build more comprehensive and holistic programs. The provision of
HIV care can be viewed as a shared responsibility between patients (and their families and communities), BHPs, and THs.45-47 Sustainable coverage and enhancement of the quality of HIV care
requires simultaneous improvement in all areas of
care, including palliative care, care for orphans and
other vulnerable children (OVC), and social and
economic support. These dimensions cannot be
addressed by the formal health-care sector alone.
Collaborative projects have demonstrated that
encouraging greater dialogue between THs and
BHPs is feasible but complex. Bringing about
change in individual attitudes or perceptions is
not always straightforward. Changes in practice
require more than short-term interventions. The
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development of intersectoral collaboration requires
long-term coordination among all relevant stakeholders at the community level. The transformation of relationships between THs and BHPs also
needs to be supported by a number of policy shifts
on issues such as mutual referrals, recognition of
traditional medicine, and protection of related
intellectual property rights. Effective linkages with
community groups and support for the emergence
of organized bodies of THs will also help bring
about needed changes. All such efforts require the
support of enlightened health policymakers who
understand the importance of greater collaboration among health providers.
Greater involvement of THs in the fight
against HIV/AIDS represents a unique opportunity to effectively increase community access
to HIV services, such as prevention education,
counseling and testing, PMTCT, palliative care,
and OVC support in a culturally appropriate,
economically sustainable way. THs work in the
community and will continue to do so without
additional incentives. For this reason, they represent a low-cost, sustainable community health
resource once they are provided with appropriate
information and training.

Limitations
One of the major shortcomings in the assessment
of interventions involving THs has been the lack
of systematic and controlled evaluations. Even
when traditional or biomedical health concepts are
translated in an attempt to bridge the gap between
the two medical worlds,48 the lack of thorough
evaluations, together with a persistent, pervasive
skepticism among BHPs regarding “unscientific”
approaches, leads to a vicious cycle in which lack
of data on the effectiveness of collaborations and
African TM in general justify the lack of funding;
that lack of funding, in turn, limits the ability to
perform evaluations.
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Toward a More Open Dialogue between Traditional
Healers and Biomedical Health Practitioners: The
Bridging Gaps Project
The survey confirmed fairly low levels of
collaboration between BHPs and THs prior to
the study (24% of BHPs and 13% of THs in
Zambia and 11% of BHPs and 57% of THs in
Uganda stated that they had ever worked with
the other sector) and showed that the rare
interactions that did occur had been limited to
instances where BHPs had trained THs (usually traditional birth attendants).49 However,
there was a willingness to collaborate on both
sides and to learn from one another; this willingness was in addition to general community
support for collaboration between the two
sectors. Unclear national policy guidelines,
mainly concerning referrals between BHPs
and THs, were identified as a major obstacle
to smooth collaboration.54
In terms of perceptions of quality of care at
baseline for patients living with HIV or other
STIs, the two groups of providers both recognized their limitations with respect to the
provision of community health education and
the lack of joint palliative care initiatives and
home-based care services. Both groups also
recognized skill deficiencies and highlighted
the need for training.
Based on these initial study findings, an
intervention was designed by Bridging Gaps.
The intervention was similar in both Zambia
and Uganda and comprised peer group discussions, interactive group discussions, training or information exchange sessions, and
peer-influenced networking of THs and BHPs
in the study areas. For 13 months during 2004
and 2005, participants (82 THs and 42 BHPs)
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ridging Gaps, a multisite
project, was initiated in 2002 in Zambia
and Uganda with the aim of developing a model for greater dialogue between traditional healers (THs) and biomedical health
practitioners (BHPs) in order to improve
quality and increase uptake of sexually transmitted infection (STI) and HIV/AIDS care
services.49-53 To achieve this goal, a study was
conducted among community members, TH
clients, and groups of THs and BHPs from
two Zambian cities and two Ugandan districts. At the outset of the study, the level of
collaboration between BHPs and THs was
assessed through focus group discussions
and semistructured interviews with THs,
BHPs, and community members. Quality of
care was assessed through semistructured
interviews with patients from each sector, as well as through direct observation of
provider-patient interactions and care areas
and through “simulated client” patient visits.
The survey demonstrated that there was
a common understanding among providers
and community members that people living
with HIV and other STIs often seek care from
both THs and BHPs. Many of those surveyed
felt that collaboration between the sectors was
desirable and would lead to better overall care.
Community members also believed that BHPs
would have an opportunity to learn from THs
with regard to patient-clinician relationships,
because THs were generally considered by
community members to be more client centered and empathetic.
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were brought together for interactive group
discussions and training sessions and were
encouraged to network with other participants and colleagues in order to apply newly
acquired skills and attitudes to their practice.49
At the completion of the intervention, collaboration and quality of care were again measured in the intervention and control districts.
Providers and community members reported
greater awareness of collaborative efforts, with
many more BHPs and THs acknowledging the
value of their counterparts’ contribution to care
for HIV and other STIs and expressing a greater
interest in collaboration. These changes in attitude were clearly translated into significantly
improved practices of collaboration; after the
intervention, 39% of BHPs and 66% of THs
in Uganda (22% for each of the two sectors in
Zambia) stated that they currently worked with
providers from the other sector.
By the end of the study period, referrals and
cross-visits between BHPs and THs increased
significantly in Bridging Gaps intervention
districts as compared with the control districts. For example, THs in the Uganda intervention district reported receiving about twice
as many visits from BHPs, as compared with
the control district.42,55 Referral numbers also
increased in intervention areas, particularly
from THs to BHPs, both as reported by providers and as documented with referral forms
generated collaboratively by those who participated in the intervention.32
The study also found significant improvements in the intervention districts in terms of
quality of care provided by THs, particularly
in Uganda, as reported by community members and as observed through simulated client patient visits and through checklist audits
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of care areas.42,56 Significant improvements
(P<.05) were demonstrated among THs in
the intervention districts in both Uganda and
Zambia with regard to hand washing, proper
disposal of sharps used in patient care, condom availability, record keeping, and the
presence of health education materials in care
areas (measured only in the Ugandan followup survey).55 Other improvements included
the use of gloves and the correct packaging of
herbal medications. (It should be noted that in
the Zambia intervention district, many of the
significant improvements observed were seen
in both the intervention and control districts,
thus making it impossible to attribute these
improvements solely to the intervention.)
Counseling about and provision of condoms by THs improved in the intervention
districts in both countries, with intervention
THs giving more correct and less negative
information about condoms than those in
the control districts. THs were documented
to correctly counsel appropriate patients
about condoms and were 5.5 (Uganda) to 17
(Zambia) times more likely to have condoms
to provide to clients than did THs in the control districts. The intervention THs often provided condoms free of charge to patients who
had STI- or HIV-related concerns.
In both countries, THs who participated
in the intervention were significantly less
likely to claim that they could cure or prevent
AIDS through traditional medicines or tattooing. In fact, it was documented that no TH in
the Ugandan intervention district made such
claims to simulated patients seeking care for
HIV- and STI-related scenarios.56
In addition to the documented improvements in collaboration and care quality found
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The lack of advocacy and leadership at the policy level and blanket application of the biomedical model also leads to a dearth of comprehensive,
well-assessed, and documented models of collaboration. WHO Regional Office for Africa (WHO/
AFRO) has developed a series of tools for use by
African policymakers,57-60 but countries are generally slow to adapt those tools for their own use.
Yet despite these difficulties, the projects discussed
in this chapter all demonstrate that once a common language is established, it is indeed possible to
design, plan, implement, and evaluate collaborative projects, as long as the views of THs and the
fundamental concepts that inform their practice
are acknowledged.

Potential Areas for Future Expansion
Potential areas of collaboration between BHPs and
THs include HIV prevention education, male circumcision, PMTCT, ART literacy and adherence
support, and reproductive health (with an emphasis on family planning, STIs, and sexual health).
PMTCT
The Joint United Nations Program on HIV/AIDS
(UNAIDS) estimates that less than 20% of pregnant women in sub-Saharan Africa know their

health structures, and have, on their own initiative, conducted joint trainings for community
members on topics of HIV, STIs, and TB.
These results provide evidence that
together with BHPs, THs can be engaged in
collaborative intervention projects to improve
counseling, education, condom promotion,
and referral practices, thereby improving
the quality of HIV and STI care in resourcelimited settings.49,50

HIV status and that in a number of countries with
generalized epidemics, mother-to-child transmission (MTCT) is responsible for a large proportion
of new HIV infections.7 Given that a majority of
women in many African settings deliver their babies
at home, often with the help of a relative, TBA, or
private midwife, there is a need to train and equip
these providers with basic PMTCT knowledge and
skills. This training will help maximize uptake of
HIV testing among pregnant women, assess their
eligibility for ART, and provide access to care for
themselves and their families. Promising preliminary results of projects that involve THs and TBAs
in PMTCT activities have shown that these providers could play an important role in building
effective community support systems that complement facility-based PMTCT services by helping
to increase uptake and follow-up of HIV-positive
mothers and their HIV-exposed babies.4,32-35
ART Literacy and Adherence Support
Although the number of people receiving ART in
Africa has continuously grown since the advent of
the Global Fund to Fight AIDS, Tuberculosis and
Malaria (Global Fund), the President’s Emergency
Plan for AIDS Relief (PEPFAR), and other similar
efforts, there are still many HIV-positive Africans
community-Based Care
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in the study intervention districts, another
outcome in the Ugandan intervention district
included the spontaneous formation of joint
community associations of THs and BHPs
(three local and one umbrella association for
the district). This effort was spearheaded by
intervention participants in order to continue
collaboration between the sectors beyond the
intervention period. These associations have
continued to meet, with the support of district

in need of urgent treatment. Moreover, evidence
continues to accumulate regarding the importance
of achieving high ART adherence rates in order to
maximize treatment benefits and cost-effectiveness,
as well as to minimize the risk of treatment failure
and drug resistance.61 Even where HIV counseling
and testing (CT) and ARVs are widely available
and accessible, there is still a critical need to sensitize communities about ART and the importance
of testing and to support those receiving ART to
adhere to their treatment. For those not yet eligible
for ART, they can be encouraged to adopt preventive behaviors and to regularly monitor their health
status. THs are in a unique position to fulfill such
roles because they already work in the community
and are largely trusted and respected by community members. On the other hand, if THs continue
to be marginalized and left untrained, they will
serve as a barrier to the successful roll-out of ART,
as any misconceptions they may have will confuse
the public and further alienate THs from BHPs.
Reproductive Health
African THs and TBAs continue to play an important role in reproductive health. Historically, they
were responsible for ensuring the fertility of their
communities; to this day, they offer guidance and
care to those who wish to have a baby or have other
reproductive health concerns. THs are also regularly consulted regarding the treatment of diseases
perceived to be sexually caused, related, or transmitted, independent of the availability of antibiotics.4,32,33 As a result, THs often serve as psychosocial counselors for sexual issues and are in an ideal
position to influence community perceptions and
behaviors in a number of areas related to reproductive health, including sex and gender issues;
STI prevention, treatment, and care; and attitudes
and practices regarding family planning. Yet where
these activities are undertaken as part of a compre-
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hensive HIV/AIDS strategy, THs have rarely been
directly involved in planning or implementation.
Despite being underutilized, THs are well positioned to enhance the limited capacity and scope
of government and other facility-based health-care
services through the communication of important
HIV-prevention messages to their communities.
THs can also assist in integrating reproductive
health and HIV services through the dispensation of health messages and additional information about reproductive health. So far, this goal has
been widely promoted but rarely achieved in subSaharan Africa.62 In addition, although traditional
beliefs are often seen as a barrier to health behavior
change, experience has shown that THs can adapt
and change their own traditional beliefs, as well
as those of the community, in the face of extreme
threats such as HIV. For example, THs have been
successfully involved in promoting the use of condoms, which is, in principle, antithetical to their
traditional role of ensuring fertility.5,22,27
To further public health strategies in order to
reduce the spread of HIV, THs should be equipped
with up-to-date information about basic reproductive health issues and primary HIV prevention and
care. They should also be confidently able to counsel clients about the relationships among sexual
practices, STIs, family size, and HIV in their local
context and should be empowered to educate and
influence communities to adopt preventive and
protective attitudes and behaviors. They can thus
be leaders in demystifying common misconceptions in reproductive health and therefore promote
uptake of reproductive health services.62
Unfortunately, because the majority of HIV
resources are externally sourced, indigenous
solutions, such as TM, may not be prioritized by
policymakers. Evidence shows that countries that
fund their own national health programs are more
likely to develop TM alongside biomedicine.57-60

From the ground up: Developing Pathways and Partnerships

Traditional healers represent a largely untapped
source of human capacity that can complement and
strengthen existing HIV prevention and care services in sub-Saharan Africa. Yet despite the considerable lip service given to this concept, the amount of
resources that have been allocated in support of this
approach remains insignificant in relation to what
can be and needs to be accomplished to achieve this
goal. The paucity of data and evidence regarding the
involvement of African TM and THs in HIV prevention and care attests to the need for additional
resources. Yet the little available evidence supports

the idea that THs are eager to collaborate with BHPs
and can be a unique ally in expanding comprehensive HIV services to the most difficult-to-reach populations in a culturally appropriate and sustainable
way. It is therefore the responsibility of policymakers, public health officials, international donors, and
others to recognize that the conventional biomedical health-care system alone has not and will not (in
the foreseeable future) be in a position to fulfill the
ultimate goal of every national HIV/AIDS strategic
plan—namely, to curb the spread of HIV—without
engaging the help of all relevant stakeholders,
including traditional healers.

community-Based Care

Conclusion

community-Based Care
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From the ground up: Developing Pathways and Partnerships

ADERT, 1995

Central
African
Republic
MOH, University
of Bangui, World
AIDS Foundation,
CDC, CIDA,
University of
Washington (USA)

NACP; National
TM Program

CIDA, WHO, MOH

Botswana
Dingaka AIDS
Awareness
and Training
Program,
1991–1993

KABP survey of
TH, 1990

MOH

Initiated/
Supported By

Seminars for TH
on AIDS, 1993

Project/
Institution

Cameroon

Botswana

Country

n

n

n

n

n

n

n

n

n

To identify and reinforce
aspects of TM believed
to promote public health,
while discouraging those
that have negative health
impact
To enable THs to deliver
preventive messages, support people living with HIV,
and modify their own risk
practices

To sensitize and introduce
THs to AIDS control

To provide a forum for
exchange of information
and experiences between
THs and BHPs
To promote cooperation
and collaboration for
health services
To create AIDS awareness
among THs
To train core trainers who
will pass the information
to other THs in selected
pilot areas

To sensitize THs to AIDS
To coordinate TH activities
with district health teams

Objectives

n

n

n

n

n

n

n

Focus groups to identify
training topics and
methods
Working group of TH and
MOH staff to develop
curriculum
103 THs at 4 locations
(urban and rural) completed 6-day training
96 THs completed pre- and
post-KABP questionnaires

National seminar on TM
and AIDS to be conducted

2-week TOT on AIDS held
with 12 THs from 6 districts
Independent evaluation
interviewed 32 THs,
19 nurses, and 20 medical
doctors

No information

Methods

Trained THs trained, on
average 45 other THs per
district in 2 years
72% of THs said they had
changed something in
their practice in relation to
AIDS training
80% said they recommend
condoms
Educational video
produced
Flip chart addressing TH
practices produced

n

n

TH knowledge improved,
except for their own risk
practices
Repetitive, rather than
single, training model
suggested

No information

n

n

n

n

n

Seminars held sporadically
with THs on various diseases,
including AIDS

Achievements/Findings

Table 1. Summary of Documented Collaborations with Traditional Healers for Prevention of Sexually Transmitted Infections and HIV in
Sub-Saharan Africa (1987–1999)15
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Liberia

Guinea

Ghana

Country

Anthropological
Research on
STIs, 1988

SOMARC/USAID,
Johns Hopkins
University (USA)

MOH

Save the Children

Training
manual for TH

MOH, TM Unit:
Integration of
TH into health
activities, 1985

WHO, MOH

Initiated/
Supported By

Unit for TM
established in
MOH, 1990

Project/
Institution

n

n

n

n

n

n

n

n

n

n

n

n

n

n

Focus group discussions
with 53 participants
Conducted interviews with
103 THs

Survey of STIs known to TH
Research on traditional
treatments for fertility,
AIDS, and STIs
Baseline survey of TH
knowledge on AIDS
2 workshops organized for
THs
Each district has a physician in charge of TM

Production of training
manual

Establishing a dialogue
with THs

Methods

community-Based Care

To learn how to promote
condoms to limit the
spread of HIV

To identify the factors
within TM that can
increase the effectiveness
of the fight against AIDS in
Guinea
To increase TH knowledge
on modes of HIV
transmission and
prevention, clinical manifestations, care,
and support

To produce a document to
systematically train THs for
AIDS

To involve THs in primary
health care.

Objectives

n

n

n

n

n

THs advise against
prostitutes
THs should be taught STI
diagnosis and referral
because people believe in
TM for STIs

THs are registered with
MOH
Research on 898 THs since
the beginning of the program found that increasing
numbers of THs refer to
health centers (using referral forms), hospitals, and
other THs for diagnosis
and treatment; BHPs refer
back
THs keep records on
numbers of cases and
treatment

No information

Recommendations for involving THs in management and
treatment of AIDS

Achievements/Findings

Table 1. Summary of Documented Collaborations with Traditional Healers for Prevention of Sexually Transmitted Infections and HIV in
Sub-Saharan Africa (1987–1999)15 (cont.)
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Training on
AIDS for TH,
1992

Anthropological
research and
training on AIDS
and STIs for
THs, 1991–1994

Anthropological
Research on
TM, 1995

Mozambique

Namibia

Project/
Institution

Malawi

Country

PhD thesis
fieldwork

MOH, Swiss
Cooperation

International
Eye Foundation,
Malawi
International
Center for Eye
Health (UK)

Initiated/
Supported By

n

n

n

n

n

n

n

To analyze TH patients,
health-seeking behavior

To improve intersectoral
cooperation in the prevention and treatment of STIs
To identify and reinforce
aspects of TM believed
to promote public health,
while discouraging those
believed to have negative
health impact

To better understand the
practices and roles of healers in their communities
To promote greater communication between THs
and the ‘‘formal” healthcare sector
To educate THs about HIV/
AIDS and STI transmission
and prevention
To encourage communitybased AIDS prevention
and care by THs

Objectives

n

n

n

n

n

n

n

n

Quantitative and qualitative methods

Conducted interviews
with 51 THs specializing in
STIs to develop training
strategy
5 focus group discussions
were held with 7 THs per
group
2 one-week workshops in
2 provinces

Series of orientations and
focus group discussions
were held with THs
Eye-care program formed
the initial base of contact
and collaboration between
project staff and THs
Baseline and follow-up
(6 months posttraining)
were conducted with
89 THs
One-day training sessions
were held in 14 sites in
one district (334 THs)

Methods

Developed culturally
appropriate strategy for
the NACP involving THs for
STIs
30 THs participated in
workshop on STIs in 1991;
in 1994 follow-up, 21 THs
and 8 clients interviewed
and showed increased
knowledge on HIV transmission, condom use, and
promotion

Increase in community
education, condom distribution, and patient counseling activities 6 months
posttraining

No information

n

n

n

Achievements/Findings

Table 1. Summary of Documented Collaborations with Traditional Healers for Prevention of Sexually Transmitted Infections and HIV in
Sub-Saharan Africa (1987–1999)15 (cont.)
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Counseling
training for TH,
1992

Promotion of
Traditional
Medicine
(PROMETRA),
1981

Senegal

Sierra Leone

AIDS research
project (Project
San Francisco),
1990

Project/
Institution

Rwanda

Country

National STI/AIDS
Control Program

Center for
Experimentation
of Traditional
Medicine
(Senegal); Tulane
School of Public
Health (USA);
Morehouse
School of
Medicine (USA)

University of
California, San
Francisco (USA);
MOH

Initiated/
Supported By

n

n

n

n

383 healers organized
into an association called
PROMETRA
Conducted training on
diarrhea and family planning, but not yet on AIDS
Needs assessment conducted prior to training

Quantitative and qualitative methods, including
questionnaires and indepth interviews among
40 women involved in a
prospective cohort study
25 THs interviewed on
KABP on AIDS

1-day training held with
150 THs

n

n

n

n

n

Methods

community-Based Care

To train THs in HIV/AIDS
counseling

To promote traditional
medicine

To analyze health-seeking
behavior of women
patients with regard
to AIDS and traditional
medicine
To analyze knowledge,
attitudes, practices surrounding AIDS and STIs

Objectives

n

n

n

n

n

n

150 THs trained in HIV/AIDS
counseling
80% of people with HIV/
AIDS prefer TM treatment

87% of interviewed
patients were satisfied
with TH services
67% of interviewed physicians stated they referred
patients to THs

Majority of women used
both biomedical and
traditional systems and
believed in greater effectiveness of TM for certain
AIDS symptoms
All THs had heard of AIDS,
knew modes of transmission, signs, and symptoms,
and knew that there was
no treatment or vaccine

Achievements/Findings

Table 1. Summary of Documented Collaborations with Traditional Healers for Prevention of Sexually Transmitted Infections and HIV in
Sub-Saharan Africa (1987–1999)15 (cont.)
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South Africa

Country
AIDSCAP (USA);
AIDSCOM (USA);
MOH (South
Africa)

Center for Natural
and Traditional
Medicine (USA)
AIDS Foundation
of South Africa,
National
Traditional
Healers
Association of
South Africa

Pilot survey of
THs, 1992

Training
program in
KwaZulu-Natal,
1994

Initiated/
Supported By

TOT for healers,
1992

Project/
Institution

n

n

n

n

n

To increase AIDS prevention, education, and management in KwaZulu-Natal
by providing training and
resources to THs
To help trained THs
become accepted by the
biomedical system in
KwaZulu-Natal

To assess TH potential for
AIDS prevention and care

Initial goal was to determine the level of interest,
knowledge, and skills of
THs in HIV prevention and
whether they could serve
as effective agents of
behavior change
Ultimate goal was to
engage THs in combating
HIV/AIDS in South Africa
through training other
healers and incorporating
HIV/AIDS prevention into
their practices

Objectives
1-year feasibility study
Preliminary 5-day workshop (Nov. 1992) with
28 THs
3 follow-up workshops
(July 1993, Nov. 1993, July
1994)

n

Emphasize strengthening
resources in disadvantaged communities

No information

n

n

n

Methods

n

n

n

n

n

n

THs can identify signs and
symptoms of AIDS after
training
THs identified need for
rural AIDS hospices and
trained home-care personnel to care for people living with HIV
75% of THs believed they
could cure AIDS before
training; none after

THs had high knowledge
about AIDS, were treating
symptoms

630 THs trained by
28 trained THs on basic
AIDS facts
7-month follow-up: >80%
retained correct STI/AIDS
information and practiced
counseling

Achievements/Findings

Table 1. Summary of Documented Collaborations with Traditional Healers for Prevention of Sexually Transmitted Infections and HIV in
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THETA, 1992 to
present

Uganda

Communitybased home
care, 1993

Training of THs
in HIV prevention and collaboration, 1998

Project/
Institution

South Africa

Country

CONCERN,
Ireland MOH,
Uganda

Doctors without
Borders, TASO,
NACP, MOH,
Uganda AIDS
Commission,
Rockefeller
Foundation

Government of
South Africa

Initiated/
Supported By

n

n

n

n

n

n

n

n

n

n

n

n

n

Workshops centered on
skills and confidence
building in giving out
herbal medicine

Community mobilization;
TH training in AIDS education and counseling in
7 districts with 40 THs per
district since 1993
TH training in patient management with 30 THs in
Kampala in 1 year
Resource center that collects and disseminates
information on TM and
AIDS
Promoting collaboration between TM and
biomedicine

3-day workshop for THs in
every province of South
Africa, using participatory
methods

Methods

community-Based Care

To train volunteers to provide
care and support to the sick
using a primary care herbal
kit developed by the project
To disseminate information
on herbs and disease

To provide training for THs
in community counseling
and HIV/AIDS education,
basic clinical diagnosis, and
patient management
To provide a resource center
for information sharing on
TM and AIDS
To advocate for TM among
health professionals and
other scientists to build a
true collaboration

To train THs in every province of South Africa on AIDS
prevention
To build collaboration
between traditional and biomedical health systems

Objectives

n

n

n

n

n

n

n

THs trained 68 volunteers
involved in home care
and distributed herbs for
common AIDS-related
symptoms

Increased counseling and
AIDS education by trained
THs and increased knowledge and condom use
among clients of trained
THs
More than 120 THs
trained with more than
96,000 people who
benefited in 2 years
Collection of a wide variety
of materials on TM and
AIDS
Production of 2 videos in
Luganda and English for
educational and informational use

Prevention training
was successful, but not
collaboration
Recommend using THs
to train THs because
THs respect their fellow
members

Achievements/Findings

Table 1. Summary of Documented Collaborations with Traditional Healers for Prevention of Sexually Transmitted Infections and HIV in
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TAWG, 1990–
present

Workshops with
THs, 1989

AIDS workshop,
1987

Zaire

Zambia

Project/
Institution

United
Republic of
Tanzania

Country

Traditional
Practitioners
Association of
Zambia, MOH

CONNAISSIDA,
Zaire Traditional
Healers
Association

FHI, Shaman
Pharmaceutical,
Evangelische
Zentralstelle fur
Entwicklungshilfe,
GTZ

Initiated/
Supported By
Raise HIV/AIDS/STI awareness among THs in 3 districts to safeguard both
THs and clients from HIV
during practices
Train THs as HIV/AIDS/STI
educators and home-care
providers for people living
with HIV and their families
Promotion of communitybased condom distribution

n

To exchange ideas and
experiences on AIDS and
the gaining of TH support
in fighting its spread

No information

n

n

n

Objectives

n

n

n

n

n

n

n

Dialogue between the
MOH Health Education
Unit and the secretariat of the Traditional
Practitioners Association of
Zambia
Workshop held with 40 THs

Action research using
2 experimental risk reduction workshops with
women in low-income
area

Series of sensitization
meetings between local
government, district PHC
committees, village health
committees, local communities, and THs
2 participatory approaches
identified and trained
people
TAWG trained 120 THs in
1994
Health personnel were
trained to support the
program

Methods

n

n

n

n

n

n

40 THs attended
Knowledge increased,
misconceptions about HIV
still strong

Demonstrated TH pragmatism and the role they can
play in promoting behavior change for safer sex
practices

160 THs have been trained
in HIV/AIDS and health
information.
THs involved in collaborative clinical work, AIDS
education, counseling,
home visits, and village
theater groups
Training manual produced

Achievements/Findings

Table 1. Summary of Documented Collaborations with Traditional Healers for Prevention of Sexually Transmitted Infections and HIV in
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AIDS workshops, 1988

Zimbabwe
ZINATHA, MOH

MOH, USAID,
Morehouse
University School
of Medicine (USA)

Initiated/
Supported By
To educate THs about HIV/
AIDS and STI transmission,
prevention, and care
To enable THs to educate
their patients about these
issues and motivate them
to avoid high-risk behavior

No information

n

n

Objectives
25–40 prominent THs
selected to participate in
3-day workshops on AIDS
between June 1994 and
Nov. 1995
Trained THs attended
monthly or alternatemonth follow-up meetings
led by health center staff

n

n

n

n

Workshops organized
to train THs in AIDS and
counseling
Pamphlet on AIDS in local
language designed for THs

2,000 THs trained on AIDS
facts and 120 THs trained
in community education
Knowledge increased; THs
started selling condoms
through a social marketing
program

Achievements/Findings

Source: Adapted from King R15

SOMARC
Condom Social Marketing Program
STI
Sexually transmitted infection
TASO
The AIDS Support Organization Uganda
TAWG
Tanga AIDS Working Group
TH
Traditional healer
THETA	Traditional Healers and Modern Practitioners
Together Against AIDS
TM
Traditional medicine
TOT
Training of trainers
USAID
United States Agency for International Development
WHO
World Health Organization
ZINATHA
Zimbabwe National TH Association

No information

n

n

Methods

community-Based Care

Abbreviations
ADERT
Action to Define, Broaden, and Strengthen the Role of Traditional Practitioners
AIDSCAP
AIDS Control and Prevention Project
AIDSCOM
AIDS Public Health Communication Project
BHP
Biomedical health practitioners
CDC
Centers for Disease Control and Prevention
CIDA
Canada International Development Agency
FHI
Family Health International
GTZ	Deutsche Gesellschaft für Technische Zusammenarbeit
(German Technical Organization)
KABP
Knowledge, attitudes, beliefs, and practices
MOH
Ministry of Health
NACP
National AIDS Control Programme
PHC
Primary health care
PROMETRA
Promotion of Traditional Medicine

AIDS research,
training and
follow-up
1994–1996

Project/
Institution

Zambia

Country

Table 1. Summary of Documented Collaborations with Traditional Healers for Prevention of Sexually Transmitted Infections and HIV in
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South Africa
(Babb et al,
200739)

Nigeria
(Peters et al,
200428)

Malawi
(Hatchett et al,
200438)

Gabon
(OkomeNkoumou
et al, 200537)

Country
author, year,
reference

n

To evaluate the role
of THs in
the spread
of HIV in
southeast
Nigeria

Prevention

n

n

n

To determine the
prevalence of TM use,
source, recommended
products, and costs

To examine the healthseeking behavior of
families affected by
AIDS in rural Malawi

To describe the use of
TM as an alternative or
complement to BM in
people living with HIV

Care and Support

Objectives

n

To describe the delay
between presentation
of HIV-related symptoms and diagnosis

Other Objectives

n

n

n

n

n

n

37 (84%) of clinic attendees reported ever using
TM—25 from TH, 8 from
own garden, 4 from
pharmacy
Clients spent 4–27 UK
pounds per month on TM

Clients’ HIV knowledge
poor
HIV-related risk in the
practices of Nigerian THs
include the use of unsterilized instruments and
cross-contamination with
blood and body fluids

Health seeking was seen
to progress in 3 stages: (1)
traditional care and treatment, (2) remedies from
TH, (3) BHP

People living with HIV consulted traditional healers
for cure of disease in 90%
of cases, initiation rites
(23%), and sorcery (20%)
(total N=150)

Findings

n

n

n

TM use is common
among individuals
with moderate and
advanced HIV disease

Basic HIV education
should be given to THs,
their patients, and the
general public

Traditional practices
can be integrated into
interventions to
improve the quality of
care and treatment for
people living with HIV

Better communication
between BHPs and THs
could improve care of
HIV-infected people

Lessons Learned
and Potential for
Expansion

Table 2. Summary of Documented Collaborations between Traditional Healers and Biomedical Health Practitioners for Prevention and
Care of Sexually Transmitted Infections and HIV in Sub-Saharan Africa (2000–2007)

community-Based Care

321

South Africa
(Liddell et al,
200530; Liddell
et al, 200629)

South Africa
(Johnson et al,
2007 13)

Country
author, year,
reference

n

To test the
theory that
indigenous
belief
systems
influence
attitudes
toward HIV
prevention
in southern
Africa

Prevention

n

n

To conduct a pilot
study of the safety of
a common indigenous
South African phytotherapy (Sutherlandia)
and its uses for HIVassociated conditions,
TB, and cancer
To contribute to
establishing methods
for ethical and scientifically sound clinical
trials of African TM

Care and Support

Objectives

n

n

n

n

Biomedical and traditional views on HIV prevention were reported
to be conflicting, with
potentially harmful
results

No significant differences in general adverse
events or physical, vital,
blood, and biomarker
indices between treatment and placebo
groups
Treatment group showed
significantly improved
appetite compared with
placebo (p=<.01)

Findings

community-Based Care

To examine illness
representations and
how these representations have evolved in
relation to AIDS

Other Objectives

n

n

n

n

n

Research on the influence
of indigenous beliefs on
sexual behavior and safer
practices could offer helpful explanations for AIDSprevention programs
Indigenous beliefs have
an association with attitudes to AIDS prevention,
although these associations may be reducing
across generations

Consumption of 800 mg/
day Sutherlandia leaf powder for 3 months was tolerated by healthy adults
Sutherlandia is commonly
given to people living with
HIV for associated illnesses, such as nausea and
lack of appetite
Next phase would collect
more data on how the
probably active ingredients of Sutherlandia are
absorbed and broken
down to assess safety at
different dosages

Lessons Learned and
Potential for Expansion
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South Africa
(Summerton,
200664)

South Africa
(Rudolph
et al, 200763)

South Africa
(Peltzer et al,
200619)

Country
author, year,
reference

Prevention

n

To assess level of
knowledge of 32 THs
and 17 caregivers and
their ability to recognize HIV-associated
oral lesions

Care and Support

Objectives

n

n

To highlight the perceptions of BHPs about
the strengths and
weaknesses of TM for
people living with HIV

To investigate TH HIV/
AIDS, STI, and TB KABP

Other Objectives

n

n

n

n

Strength of the TM is
sharing of belief system
of users, being an alternative to an inefficient
BM system, privacy and
absence of time limitations, treating patients
psychologically, and
relief of the symptoms of
specific illnesses

Recognition of defined
common oral manifestations of AIDS increased
dramatically after a
2-day workshop

Of 233 THs interviewed,
most common conditions seen were STI, HIV,
and TB
Most THs had correct
knowledge of HIV routes
of transmission, prevention, and ART

Findings

n

n

n

n

n

Recommended that
THs be encouraged to
change harmful practices in a nonjudgmental
manner
Joint workshops should
be held with THs and
BHPs to demystify traditional healing practices

THs and caregivers
constitute an untapped
resource with great
potential
A bridge should be built
to link TM with BM to
improve HIV care for
people living with HIV

Authors call for randomized controlled trials to
test the effectiveness of
TM for HIV, STI, and TB

Lessons Learned and
Potential for Expansion
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Uganda
(THETA,4,15,16,21,22,
23,25,32,36
)

Country
author, year,
reference

n

n

To involve
THs in HIV
prevention
through
training and
collaboration
To contribute toward
reduction
of maternal
and infant
mortalities
through
improved
uptake
of PMTCT
services

Prevention
n

To build selfsustaining community
support groups that
can improve the
livelihoods of the
underprivileged
communities and
empower them to
mitigate the effects
of poverty, HIV/AIDS,
and other health
challenges

Care and Support

Objectives

n

n

n

n

n

n

n

n

Training of 1,321 THs in HIV/
AIDS education, counseling,
and care has allowed an
estimated 85,584 people to
access correct information,
improved care, and referral
for HIV in 12 districts over
10 years
TH referrals for HCT, PMTCT,
TB, and OI treatment
increased from 132 to 4,832 in
2006
Observational research was
conducted on herbal treatments for herpes zoster, oral
candidiasis, chronic diarrhea,
wasting, and HIV-associated
nonspecific chronic dermatitis
A resource center collects and
disseminates information on
TM and AIDS
A regional initiative was started in 2003 to promote collaboration between TM and BM
and to establish minimum
standards of practice for THs
in eastern and southern subSaharan Africa

Findings

community-Based Care

To build respectful
and lasting
collaborations
between THs and
BHPs through
advocacy, crossreferrals, and
partnerships in
service delivery and
research
To provide THs with
information and to
share resources on
TM and AIDS
To document the
safety and effectiveness of traditional
herbal medicine for
the management of
HIV-associated opportunistic illnesses

Other Objectives

n

n

Trained THs provided
increased counseling
and AIDS education
Clients of trained THs
showed increased
HIV knowledge and
condom use

Lessons Learned
and Potential for
Expansion

Table 2. Summary of Documented Collaborations between Traditional Healers and Biomedical Health Practitioners for Prevention and
Care of Sexually Transmitted Infections and HIV in Sub-Saharan Africa (2000–2007) (cont.)

324

From the ground up: Developing Pathways and Partnerships

Tanzania
(Kayombo
et al, 200765)

Tanzania
(TAWG, 1992–
2007; Mtullu,
200712)

Uganda
(Tororo
Hospital
PMTCT
Program and
THETA)

Country
author, year,
reference

n

To promote
communitybased
condom
distribution

Prevention

n

n

n

n

To initiate sustainable
collaboration with THs
for managing HIV/AIDS

To build capacity of
THs as communitybased HIV/AIDS/STI
educators and homecare providers for
people living with HIV
and their families
To conduct research on
potential herbal treatment in collaboration
with THs and scientific
institutions

To involve TBAs in
mobilizing, counseling,
referring, and supporting pregnant women to
access comprehensive
PMTCT services

Care and Support

Objectives

n

n

n

n

Raise AIDS/STI awareness among THs to
protect both THs and
clients
To build collaboration
To ensure sustainable supply of medicinal plants through
conservation

To develop a model
of community support
for PMTCT

Other Objectives

n

n

n

n

n

n

n

n

75% of (N=192 total) THs
who claimed to be treating HIV/AIDS knew some
symptoms and attempted to manage them

TAWG trained 429 THs
4,500 HIV-positive
patients treated
1,618 educational
sessions conducted
9 TH initiatives on
orphan care and
community theater
468 referrals from TH to
BHP for HIV testing and
care

Trained TBAs were able
to refer women for HCT
and family planning
TH accompanied clients
to deliver in hospital,
supported them for
drug adherence, and
improved the hygiene
and sanitation of their
clinics or homes

Findings

n

n

n

n

n

n

n

TH willing to collaborate
with the Institute of TM in
Dar-es-Salaam and Arusha
Need for appropriate strategies to access healers

HIV-positive individuals
have greater access to
low-cost treatment
Plans to develop TOT
of TH to scale up in the
region
Planned training on
medicinal plant propagation for home gardens
Integration of local healers into joint forestry
management

TBA can be an important
part of a community support network to increase
awareness of, access to,
and adherence to PMTCT
services

Lessons Learned and
Potential for Expansion
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Tanzania
(Plummer
et al, 200666)

Tanzania
(McMillen,
200418)

Tanzania
(Kisangau
et al, 200714)

Country
author, year,
reference

Prevention

n

n

To examine STI and
AIDS treatmentseeking behavior in
rural Tanzania

To document herbal
remedies used in
the management of
HIV/AIDS OIs in rural
Tanzania

Care and Support

Objectives

n

n

n

n

n

Treatments were varied and
opportunistic, usually beginning with home remedies
(both biomedical and traditional), followed by visits to
TH and/or BHP
THs were sometimes preferred over BHPs because
of familiarity, trust, accessibility, expense, payment
plans, and perceived cause,
nature, and severity of
illness

Multiple factors, especially
sociocultural changes, BM,
AIDS, and other research or
researchers can influence
healer changes in relation
to the environment and
context

TB and oral candidiasis
were the most common
manifestations of HIV/AIDS
OIs affecting most of the
population in the area

Findings

community-Based Care

To explore the
shared relationships
between THs and
BHPs to describe
some relevant possible adaptations of
modern-day healers

Other Objectives

n

n

n

n

Urgent need for
improved biomedical
services
TH interventions could
be important in future
HIV education and care

Some THs are asked to
act as a liaison between
their services, the community, and biomedical
projects as well as to
provide treatment for OIs
and counseling

The ethnopharmacological information formed a
basis for future research
to identify and isolate
bioactive constituents
that can be developed
into drugs for the management of OIs

Lessons Learned and
Potential for Expansion
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Zambia
(Banda et al,
200767)

Country
author, year,
reference

Prevention

Care and Support

Objectives

n

To assess prevalence
and predictors for TM
use among pregnant
women in Lusaka government health system

Other Objectives

n

n

30% of 1,128 women
reported use of TM
in past; 54% of those
surveyed believed that
disclosing TM use would
result in worse care
Use of TM during pregnancy is common, stigmatized, and may be
associated with nonadherence to ART

Findings
n

Health-care providers must
open lines of communication
with TH and pregnant women
to maximize program success

Lessons Learned and
Potential for Expansion
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Prevention

UK, Uganda,
Sweden,
Zambia
(Bridging
Gaps
2002–
200645,46,52,53)

Multi-country Projects

Country
author, year,
reference

n

To improve HIV/STI
care in the traditional
and biomedical sectors through increased
collaboration

Care and Support

Objectives

n

n

community-Based Care

To develop and
evaluate innovative
strategies to create
mutual understanding,
increased dialogue,
and better collaboration between the public and TM
To improve HIV/STI
care in TM and BM
through increased
collaboration

Other Objectives

n

n

n

Recognition of THs
through TH/BHP partnership increases quality of
care, particularly for THs,
as THs can pass on correct health information
to clients
Official referrals from
BHP to TH sector are difficult due to policy context, though they occur
informally
THs counsel on HIV testing, give advice on HIV
medicine, and distribute
or sell condoms

Findings

n

n

n

n

Urgent need for policy
development to enhance
TH/BHP partnerships
and to scale up coverage
and quality of HIV/STI
services at community
level
THs have integrated new
information about HIV
testing, condom use, and
HIV into services they
provide at the community level after intervention
Information about
PMTCT not adequately
disseminated by TH,
suggesting that targeted
information be provided
to THs
This type of intervention
could be scaled up to
other areas of Uganda as
well as to other countries
in the region

Lessons Learned and
Potential for Expansion
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Prevention

n

To identify obstacles
and opportunities for
BHP and TH to collaborate for HIV and STI
care

Care and Support

Objectives

Abbreviations
BHP
Biomedical health practitioners
BM
Biomedicine
KABP
Knowledge, attitudes, beliefs, and practices
HCT
HIV counseling and testing
OI
Opportunistic infection
PMTCT Prevention of mother-to-child transmission of HIV
STI
Sexually transmitted infection

UK, Uganda,
Sweden,
Zambia
(Kaboru et al,
200649,50)

Multi-country Projects

Country
author, year,
reference

n

TAWG
TBA
TH
THETA
TM
TOT

n

n

n

n

n

Low level of collaboration found
BHPs have trained TBAs
in safe delivery practices
Lack of policy, logistics,
stigma, and trust in THs
inhibit collaboration
Both groups of care
providers believed in the
value of the other sector and are in favor of
collaboration
40% of BHPs expressed
interest in working more
closely with THs

Findings

n

Roles of TH identified
as health educators and
care providers for the
management of OIs and
STIs

Lessons Learned and
Potential for Expansion

Tanga AIDS Working Group
Traditional birth attendant
Traditional healer
Traditional and Modern Health Practitioners against AIDS
Traditional medicine
Training of trainers

To explore BHP and
TH experiences of
and attitudes toward
collaboration

Other Objectives
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Use of Laypeople to Scale Up
HIV Testing and Antiretroviral
Therapy in Uganda
Michael Etukoit, Christine Nabiryo, and Alex Coutinho

T

he AIDS Support Organization
(TASO) was the first and is currently the largest nongovernmental organization (NGO)
in Uganda providing prevention, care, and support
services for people living with and affected by HIV
in Uganda. TASO has been in existence for 20 years
and in the last 5 years has been scaling up its core
services, including HIV testing. In 2004, TASO also
commenced and scaled up the provision of antiretroviral therapy (ART) services to its clients, and
today 20,000 of its 60,000 clients are on ART.
Uganda is considered one of the HIV/AIDS
success stories in Africa, particularly in regard to
the reduction of the national HIV prevalence from
a high of 18% in 20021 to the current level of just
over 6%.1,2 This success was largely based on the
grassroots mobilization of the entire population of
Uganda, involving the top political leadership, the
government of Uganda, community gatekeepers,
laypeople, AIDS-related organizations, and people
living with HIV. The key prevention messages
were mainly the ABC strategy (i.e., abstinence,
being faithful, and condom use).
Today, the government of Uganda, TASO, and
other HIV/AIDS service organizations are faced
with the challenges of scaling up HIV prevention,

treatment, and care services in general and HIV testing and ART services in particular. These challenges
are not unique to Uganda or to TASO, and the lessons described in this chapter on how to use laypeople to scale up HIV testing and ART at the community level can inform and assist other countries
and organizations facing this formidable challenge.

Epidemiology of HIV in Uganda
A 2006 report by the Uganda Bureau of Statistics3
indicated that the estimated population of Uganda
in 2005/2006 was 27.2 million, with females constituting 51% of the population. The population of
Uganda is dominated by children under 15 years
of age. The country has experienced a rapid population growth rate of 3.4% per year from 1991 to
2002. This growth rate, if it continues, will result in
a doubling of the population in just 21 years.
According to the same 2006 report, the prevalence
of HIV in Uganda was estimated to be 6.4%, translating into 1.1 million people living with HIV (58%
of whom were women).3 HIV prevalence was higher
among the urban population. Only 12.7% of women
and 10.8% of men between the ages 15 and 49 had
been tested for HIV and received their results.3 As
of 2006, it was estimated that 234,500 people were
community-Based Care
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The AIDS Support Organization (TASO), Uganda

in need of antiretroviral drugs (ARVs), but that less
than 50% had accessed treatment.1
According to the World Health Organization
(WHO) World Health Report 2006,4 there are
2,209 doctors in Uganda (0.08 doctors per 1,000 people); 16,221 nurses (0.61 per 1,000 people); and
688 pharmacists (0.03 per 1,000 people). Less than
30% of these health-care workers are based in rural
areas, where the majority of the population resides.

TASO Uganda
TASO is an indigenous organization operating in
Uganda since 1987, with 11 clinics throughout the
country. TASO provides a full continuum of comprehensive HIV prevention, care, and treatment
services (see Box 1) for its 60,000 active clients
targeted by President’s Emergency Plan for AIDS
Relief funding, 66% of whom are female.
The largest proportion of the organization’s
clients live in rural areas, and most are poor and
cannot afford the transportation costs to visit a
health facility on a regular basis. This is why most
of TASO’s services are also offered in the home,
including home-based delivery of ARVs. Over
30,000 family members have so far been tested for
HIV at their homes through TASO.
TASO is a membership organization for individuals living with HIV and their families, and members have significant input into its operation. TASO
provides a wide range of services, including counseling and testing, clinical care, spiritual and emotional support, aromatherapy, ART, and local and
national advocacy, along with extensive training in
all these areas. TASO has an innovative home-based
ART program that is serving as a model for the
region as a way to ensure drug adherence.
The TASO drama groups play an important role
in advocacy, community sensitization, and mobilization, as do peer educators and care supporters
for people living with HIV. All TASO activities are
linked to the organization’s training and capacity
334

Box 1. Services Offered by TASO
n
n
n
n
n
n
n

n
n
n

HIV prevention
Psychosocial care
Clinical management of HIV/AIDS
Home-based palliative care
Home-based HIV counseling and testing
Home-based delivery of antiretrovirals
Linking families to support structures in the
community
Impact mitigation
Local and national advocacy
National and international training in HIV service
provision

building, which operate through one international training center and four national training
centers. In combination, these centers train over
1,000 health workers annually.
TASO operates within or in close collaboration
with Ministry of Health (MOH) facilities in order
to support the MoH and to have access to referral services for clients (e.g., inpatient services). In
addition, TASO has close linkages with the Uganda
AIDS Commission and the leadership in the districts where it operates. This collaboration with the
public health system ensures that the organization
continues to serve the neediest people. Services are
provided using a combination of facility-based and
community-based approaches, with a particular
emphasis on family-centered care. The facility-based
approach is practiced at 11 stand-alone clinical facilities strategically located throughout Uganda. The
home-based services are offered at clients’ homes.
With both approaches, TASO encourages the entire
family to participate in services, especially HIV testing and subsequent clinical management. TASO
also links families to support structures within the
community and/or peer groups for people living
with HIV and their families. In addition, all the
organization’s activities have the active and meaningful involvement of people living with HIV, especially through drama performances for community
sensitization and education.
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Laypeople have been used to support health-care
delivery for many years. In major disasters, laypeople have been trained to offer emergency medical
services. For routine health-care delivery, highly
motivated individuals can be identified, trained,
and oriented to offer medical services under
the supervision of trained health workers. Until
recently, nursing aides (lay workers) ran healthcare services at lower-level public health facilities.
The use of laypeople offers individuals an exciting
opportunity to practice a previously exclusive trade,
and there is an element of peer support, as in most
cases they will be offering services to other laypeople with whom they have a shared perspective.
Other laypeople offering health-care services
in Uganda include traditional healers, traditional
midwives, village health workers, and laypeople
who sell medicines and offer medical advice to their
clients. Some of these people have been trained in
basic health care by the MoH in collaboration with
other partners.
A number of organizations and individuals
have made the case for training laypeople to offer
medical care, including the identification of lifethreatening conditions. Husum and colleagues5
demonstrated that laypeople who are given first aid
skills can effectively respond to emergencies in a
community with a high trauma burden. In Ghana,
Mock and colleagues6 demonstrated that commercial taxi and minibus drivers trained in first aid can
provide effective prehospital care. The researchers
observed that laypeople are likely to be successful
where the burden of injuries and other emergencies is high and also noted that attrition of both the
laypeople and their skills is a concern unless they
are put to frequent use.
The majority (80%) of the population of Uganda
is concentrated in rural areas. Consequently, up to
90% of TASO clients are also based in rural areas.

Box 2. Antiretroviral Therapy Adherence
Strategies Employed by TASO
n
n
n
n
n
n

n
n
n
n

n
n
n
n
n
n
n
n

n

Effective supply chain management
Proper management of opportunistic infections
Couples counseling
Music, dance, drama, and personal testimonies
Continuous counseling and education
Clinical and psychosocial evaluation and
reevaluation
Medicine companions or “buddies”
Disclosure of serostatus to significant others
HIV testing of family members
Home- or community-based antiretroviral therapy
(ART) delivery
Window for facility-based antiretroviral delivery
Field officers
Nutritional support as needed for clients on ART
Community ART support agents
Peer support groups
Pill boxes
Client tracking system
Information, education, and communication
materials
Home visits

The majority of these clients live below the poverty
line, surviving on less than US$1 per day, and illiteracy levels are high. The majority of the clients, at the
time of their registration with TASO, are very sick,
have diminished income, or have lost their means
of livelihood altogether. Others are widowed, separated, or divorced or have been abandoned by relatives. These circumstances can make it difficult for
clients to access urban-based health facilities, due to
lack of transportation or money to pay for services.
Community-based services using laypeople
remain an important alternative for the appropriate delivery of HIV/AIDS prevention and care services. TASO rolled out a community- and familybased ART program model in 2004 designed to
be the largest rural-based program of its kind in
Africa. The program design incorporates a built-in
set of adherence strategies to ensure that the highest possible level of adherence to ARVs and other
drugs is attained (Box 2).
community-Based Care
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Role and Significance of
Laypeople in HIV Care Delivery

In most developing countries, the paucity of
resources affects all spheres of social services provision, including the availability of skilled personnel
to dispense lifesaving medications such as ARVs.
The use of laypeople in scaling up HIV testing and
ARV delivery was deemed necessary based on the
limited availability of trained health workers in
the country. For a program to be able to deliver a
quality and comprehensive HIV/AIDS care package, success depends on ensuring a continuum of
care. Given the need for quality care (e.g., ability
to determine the accuracy of HIV test results) and
the importance of multiple adherence support
strategies for ART, Uganda needed a concise and
high-quality training program for laypeople, with
ongoing supervision and refresher training, to
ensure adequate human resources for the scale-up
of quality HIV/AIDS services.

Key Functions of Laypeople in
HIV Care Provision
HIV Testing
HIV testing is a key entry point to accessing HIV/
AIDS care services, including prevention. The
availability of testing in Uganda has until recently
been scarce for rural populations. However, a
number of providers, including TASO, have now
started to offer home-based rapid HIV testing conducted by laypeople.
HIV testing takes place in the community, giving people being tested the opportunity to observe
the procedure and thus building confidence in
the health-care system. Community-based testing
can help reduce the denial period for people testing positive and can enhance strategies that help
a person cope with a positive test result. During
routine visits, laypeople can also administer rapid
HIV tests to consenting family members. This
approach is an example of task shifting, where the
few qualified medical personnel are relieved from
routine tasks such as HIV testing so that they may
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concentrate on specialized medical work, management, and training.
ARV Delivery
Laypeople can assist with the delivery of ARVs to
clients in their homes and/or communities, identify complications, and offer advice on seeking further medical help.
Client Follow-Up
Another key function for laypeople is following up
with people on ART to ensure that drugs are taken
correctly and that any emerging side effects or drug
failures are detected early and referred as needed.
Adherence Support
Laypeople offer direct adherence support through
counseling and peer support. HIV-positive laypeople can also serve as ART adherence role models.

Categories of Laypeople
There are two main categories of laypeople trained
by TASO to offer HIV testing and ART services
in the communities: field officers and community
ART support agents (CASAs).
Field Officers
Field officers are full-time trained lay staff who have
at least 15 years of formal education and a diploma or
degree in social sciences or education. Field officers
receive five weeks of training in a field officers’ course
designed by TASO. Training covers a variety of skills
and topics, including basic HIV/AIDS information,
counseling, home-based care, home-based voluntary
counseling and testing, behavior change communication, community mobilization, principles and practices of ART, principles of adult learning, and universal precautions, among others. Field officers are also
introduced to the TASO vision, mission, values, and
organizational culture in order to motivate them and
ensure adherence to the overall goals of TASO.
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Box 3. Key Responsibilities of Field Officers
n
n
n
n
n
n
n
n
n
n
n
n

Mapping of clients in designated geographical areas of assignment
Counseling clients on ART and adherence
Performing rapid HIV tests for family members of clients initiating ART
Delivering ARVs to clients’ homes or at drug distribution points
Visiting clients at home
Liaising with community nurses and other volunteers in the community
Facilitating the setting up of peer support groups in the community
Supporting peer support groups and community ART support agents
Participating in community meetings
Writing reports
Identifying ARV complications and liaising with facility-based home-care teams
Advising clients on seeking professional medical help
Referring complex counseling issues to qualified counselors

Box 3 lists field officers’ key responsibilities,
and Figure 1 depicts a field officer’s typical daily
work routine.
CASAs
CASAs are expert HIV-positive TASO clients who
provide positive prevention and general HIV prevention messages to family members and the wider
community. CASAs usually have had minimal formal education and draw largely from their own
experiences with HIV care and treatment, supplemented by knowledge gained from the community
ART course. CASAs are a practical example of the
principle of greater involvement of people living
with HIV in ART delivery.
Expert clients are individuals who have successfully coped with their HIV infections and are open
about their HIV status. The majority of CASAs are
receiving ART. The selection of CASAs is a participatory process involving clients in a particular
geographical area. Clients select from among their
peers those people that they feel are well positioned
to support others.
After the selection process, CASAs are taken
through an intensive one-week training that
includes information on TASO background and
activities, including the community and ART programs; basic facts about ART and ART adherence;

positive prevention and general prevention; behavior change relating to ART; roles and responsibilities of CASAs; and record keeping. Upon completion of the training, CASAs work in communities
in and around where they reside. Their key responsibilities are listed in Box 4.
Incentives for CASAs are in the form of facilitation to enable them to perform their roles.
Upon completion of training, each CASA is
Box 4. Key Responsibilities of CASAs
n

n

n

n
n

n

n

n

n

n

Sharing experiences of being on ART with other
clients
Checking on adherence through pill counts and
self-reports
Checking for antiretroviral side effects and
reporting to TASO field officers or community
nurses
Checking for proper use of the basic care kit
Mobilizing clients to pick up their refills from the
community drug distribution points
Sensitizing family members of the index clients
on home-based HIV counseling and testing
Educating family members on adherence
support
Distributing condoms and educating clients on
correct condom use
Participating in activities at the drug distribution
points
Advising on referrals when necessary and
keeping records of work
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n

Report to work
Summarize previous day’s work
Enter data
Check motorcycle for readiness
Liaise with medical and counseling teams for home-care visits

Sign out drugs from pharmacy
Sign up for home-based HIV test kits
Review client directory and drug distribution point information
Travel to community

Refill client ARVs and offer adherence counseling
Perform household assessment
Map out new ART clients
Conduct home-based HIV counseling and testing
Assess psychosocial readiness of eligible new enrollees for ART
Coordinate other community activities with community
ART support agents and peer support groups

Return from field
Write reports
Obtain list for next day’s refills
Return unused test kits and drugs
Debrief medical and counseling teams

Figure 1. Daily work routine for TASO field officers
given a bicycle to ease movement in the community and a stipend for maintaining the bicycle.
CASAs are also provided with T-shirts and caps
with messages to create awareness in the community. In addition, they each receive one pair of
gum boots. Regular refresher training keeps the
team motivated.

Key Processes in the Training and
Deployment of Laypeople
1. Develop a strategic plan. The overall institutional strategic plan must be in line with
national testing and ART plans.
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2. Define the operational strategy. Clearly
define the strategy for implementation while
involving all key stakeholders and soliciting
buy-in.
3. Identify the magnitude of work to be done.
Determine the volume of work to be handled. Map the clients to determine the catchment area in order to determine the logistics
required. Identify other players active in the
catchment area.
4. Determine the number of laypeople required.
Determine the number of patients to be looked
after by each layperson, depending on how
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6.

7.

8.

9. Induct and orient the team. Teams need to be
inducted and oriented at their places of work.
10. Geographically zone and allocate work areas.
Allocate workers’ operational areas based on
geographical zones to prevent overlap and
improve efficiency and avoid duplication.
CASAs are selected by fellow clients in a particular geographical area after the clients are
sensitized about the benefits of the community
ART program, the quality of the individuals
required, and their roles upon completion of
training. A counselor and the field officer in
charge of a particular geographical area support the selection process.
11. Compile a client directory. Each layperson
compiles a detailed directory of clients under
his or her care, indicating demographic information and details of addresses, including
landmarks, neighborhoods, local leaders, and
sketched diagrams indicating location.
12. Work in groups that include senior staff.
Initially, the new laypeople should work hand
in hand with experienced laypeople or counselors, who will introduce them to the clients
and family and community members.
13. Provide adequate supervision. A field officer
supervisor based at the center is immediately
in charge of supervising the field officers on
a day-to-day basis while they are in the field
and reports to an ART team leader. A center manager takes overall responsibility at the
facility level.
14. Conduct program reviews. Program reviews
are performed on a quarterly basis by management. Reviews involving many stakeholders are conducted annually as well as
at other times when the need arises. At
the points of implementation, reviews on a
daily, weekly, biweekly, or monthly basis can
be performed.
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5.

many people currently are or are expected to
be on ARVs. Each field officer can look after
100 clients on ARVs. Each CASA can take care
of up to 20 people on ARVs.
Design an appropriate curriculum.
Determine the skills and knowledge required
and design the curriculum around them.
Involve TASO clients, the potential trainers,
and experts in curriculum design, if available,
to develop the curriculum. Periodically review
the curriculum to keep the training relevant
and up-to-date.
Recruit volunteers. Widely disseminate information and solicit applications for lay volunteers.
Then short-list candidates based on a preset scoring system and invite the highest-scoring applicants for interviews. For CASAs, the recruitment
is restricted to expert clients, although in some
circumstances competent community volunteers may be selected to serve as CASAs.
Select qualified candidates. Select the individuals who are willing to learn, are motivated,
and have the right attitude and the required
qualifications. In the case of CASAs, the individuals must have enough free time to volunteer, as it is not a full-time position.
Conduct training. The training is conducted
based on a designed curriculum. If there are
already other experienced laypeople in the
community, involve them in training new
team members in order to provide hands-on
field experience. This activity motivates the
senior team members, as their roles are being
appreciated and the job is being enriched.
The field officer training lasts five weeks.
For CASAs, a selected group first undergoes a two-week training-of-trainers (TOT)
course to prepare them to train fellow CASAs.
Subsequent training of new team members
lasts one week.

Volunteer
recruitment

Identification of service gap

Selection

Needs assessment
and retraining

Training
Weekly, monthly, quarterly,
and annual performance
reviews

Field visits with an
experienced counselor
or field officer

Induction and
orientation

Introduction to
client and family

Zoning

Figure 2. Overview of TASO workflow
15. Conduct periodic needs assessments. A periodic needs assessment should be conducted
to determine the knowledge gaps of the team
members, in order to keep them up-to-date
with current information on HIV/AIDS.
16. Retrain staff periodically as needed. Periodic
refresher training should be conducted at least
annually based on the training needs identified
during the periodic assessment.
Figure 2 provides an overview of the general
TASO workflow.

HIV/AIDS Care Provision
All TASO clients go through the ART care pathway as part of the preparatory phase. This preparatory process lasts about one month and begins
with a routine clinic visit during which mobilization and provision of basic ART information take
place and appointments are made. On the agreed
appointment day, retesting for HIV is performed to
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confirm status, and blood is taken for CD4 lymphocyte count testing. A clinical evaluation for ART is
carried out, focusing on opportunistic infections,
including TB. The client returns two weeks later
for the test results. Clients who are eligible for ART
receive a home visit that includes a psychosocial
readiness assessment. During this visit by a team
consisting of a field officer and a counselor, a medicine companion is identified and family members
are offered the opportunity to have an HIV test
performed at home. Clients who have not yet disclosed their status to family members are initiated
into the process of assisted disclosure. The client is
then given an appointment to come to the facility
to receive the first dose of ARVs, along with counseling on adherence, sexual behavior change, and
general ART issues.
All clients are started on drugs at the TASO
facility and subsequently receive their refills on a
monthly basis at home. Monthly refills are provided
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Challenges and Concerns Related to
ART Delivery
Drug-Related
Patients receiving ART often have a number of
concerns, including having to take their pills daily
for life; possible side effects and drug interactions;
the availability of adequate food; the availability of
and access to ARV drugs throughout life; concerns
about adherence; the possibility of graduating to
second-line drugs that are expensive and “stronger”; and the pill burden, especially when on treatment for other chronic illnesses such as diabetes,
hypertension, and cancer, or while on long-term
treatments such as anti-TB drugs, cotrimoxazole,
and fluconazole used for prophylaxis. Additional
concerns include the efficacy of drugs from a different manufacturer, the efficacy of generics or
brand-name drugs when a client is shifted from
one category to the other, and changes in the interval between refills or doses.

Social
Once they have been initiated on ART and begin to
see improvements in their health, clients often wish
to reestablish previous failed relationships and/or
start new relationships, have children, or return to
work or school. Some clients must deal with relatives and friends with whom they had discontinued sharing property in the belief that they would
soon die. They may also worry about availability
of drugs for other HIV-positive family members.
Some clients must deal with a return to normal life
after previous openness about their positive status,
having thought that death was imminent. In these
cases, clients may revert back to non-openness
about their status and may face moral dilemmas
about disclosure.
Economic
Clients often need to find a job, return to a previous job, or obtain financial resources to start
income-generating activities. The role of laypeople in addressing these concerns includes offering continuous counseling, delivering drugs, providing continuous education for clients and their
family members, and linking clients to other support services.

Positive Outcomes of Utilizing Laypeople
Increased Access to Free HIV Testing
Using laypeople to provide health services increases
access to free HIV testing, especially for family members of index clients initiated on ART, including
children. Most of the tests are performed at home by
trained laypeople. It has been observed that the majority of family members reached through this method
were taking an HIV test for the first time (Table 1).
Many of them, including spouses, were surprised
that they were either HIV negative or positive, contrary to their previously held conviction. This finding
demonstrated the previously limited availability of
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for the first three months to allow frequent contact
with support staff, ensuring that monitoring for
side effects and adherence take place before shifting to less frequent refills. After three months, a
case conference is convened and the client’s adherence to drugs and other issues are reviewed. This
review takes place with considerable input from
the field officer in charge of the geographical area
where the client resides. Clients whose adherence levels are above 95% are then graduated to
refills once every two months. They may choose
to receive their refills from the facility, at home,
or from a community drug distribution point run
by a field officer. Those whose adherence is below
the 95% target continue to receive their ARV refills
on a monthly basis. This information is passed on
by the field officers to the CASA, who then takes
up the issue with the client and his or her family
members to offer additional adherence support.

Table 1. HIV Testing Uptake among Family Members of TASO Index Clients (2006)
Ever had an HIV test?

Total tested

HIV positive (%)

No*

16,222

901 (5.6)

Yes

2,566

316 (12.3)

TOTAL

18,788

1,217 (6.5)**

*Over 86% of the family members were accessing an HIV test for the first time; 74% of those who tested HIV-positive were
first-time testers.
**This figure tallies with the current 6.5% national HIV seroprevalence.

Table 2. Comparison of Drug Adherence between Facility- and Home-Based Clients among 4,132
TASO clients (2006)
Client Type

Poor adherence (<95%)
(%)

Good adherence (>95%)
(%)

Facility-based

15.4

84.6

Home-based

9.8

90.2

HIV testing and other HIV/AIDS services for rural
populations. HIV testing serves as an access point to
HIV/AIDS treatment, care, and prevention services.
This activity provides access to comprehensive HIV/
AIDS care for a wider population.
Sustained High Levels of Drug Adherence
Use of laypeople has led to sustained high levels of
adherence, not only to ARVs but to other drugs such
as cotrimoxazole that are refilled concurrently with
ARVs (Table 2). This approach widens the social
safety networks that help support and promote
good adherence. The laypeople based in the communities, such as the CASAs, support adherence
in general and also administer directly observed
therapy (DOT) for those who have been identified
as nonadherent to treatment. The lay workers are
trained in measuring adherence and can identify
individuals who are nonadherent using the threeday recall method, self-reports, reports from medicine companions, and pill counts conducted during scheduled and unscheduled home visits.
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Reduced Loss to Follow-Up
A common challenge of facility-based ART programs in resource-limited settings is the difficulty of
tracing people on ART when they are lost to followup. This is because most facility-based ART delivery
programs do not have the logistics, human resources,
and necessary community networks for tracing
defaulters. To combat this problem, laypeople keep
a client directory and personal information about
each client gathered over time. From this information, it is often possible to find out where a client has
relocated to, his or her health status, and/or whether
the individual has been hospitalized or has died.
Hospitalized clients are followed up and continue to
receive their ARVs. Support can also be provided to
hospitalized clients through the provision of other
required medications and care supplies. Clients on
ARVs who end up in correctional facilities can be
traced and can continue to receive their drugs, nursing care, and counseling while they are in prison.
The data in Table 3 show the high levels of client
retention achieved by TASO at their site in Mbale,
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Table 3. Patient Retention at TASO Mbale after One Year on ART
Patient status after one year
Patient
cohorta

# started
on ART

Dead

Transferred
out

Lost to
follow-up

# still in
cohort

Retention
rate (%)

Nov 2004

376

13

2

0

361

96.0

Jun 2005

487

39

0

0

448

92.0

Jan 2006

301

23

0

0

278

92.4

Each cohort was recruited during a one-month period.

partly due to efficient follow-up systems supported
by laypeople.
Meaningful Involvement of People Living with HIV
The involvement of lay providers who are expert
clients, such as TASO CASAs, helps strengthen the
partnership TASO has with its clients. Some expert
clients are trained in a TOT course so that they can
train others to support their peers on adherence
to treatment. They are also involved in delivering
positive prevention messages to HIV-positive people and general prevention messages to those who
are HIV-negative.
Delay of ARV Drug Resistance
Suboptimal adherence to ARVs (adherence levels
below 95%) is the most common cause of virologic
failure among those receiving ART. The use of laypeople to improve adherence reduces the risk of an
early shift to second-line ART or salvage therapy,
which can be significantly more expensive than firstline therapy. This delay also increases the opportunity for others to access treatment. Of the 13,000 clients TASO has started directly on ART up to the end
of 2006, only 0.3% were on second-line treatment.7 It
is believed that this low proportion is due to TASO’s
multipronged approach to ensuring adherence. The
majority of the 0.3% on second-line treatment were
transferred in from other programs.

Increased Family and Community Support
Involving laypeople increases the level of disclosure and improves family and community support
for those living with HIV. Caregivers in the family are educated on basic facts about HIV/AIDS,
prevention, and home nursing care to allay their
fears about caring for an HIV-positive person
and to give them skills to protect themselves from
infection. This education helps reduce stigma,
leading to a healthier home-care environment.
Reduced Levels of Stigma
The presence in the community of field officers and
CASAs, coupled with the improvement that community members observe in previously very sick
people, helps reduce negative sociocultural constructs around HIV/AIDS that promote self- and
external stigmatization of HIV-positive people.
Enhanced HIV Prevention at the Family Level
Family members who test positive are educated
on issues of positive prevention. Those who test
negative are provided with information on how
to protect themselves from contracting HIV using
enhanced risk perception and the development of
personal risk-reduction strategies. Often a spouse
whose partner is HIV-positive assumes he or she
is also HIV-positive. Family testing and prevention education have enabled the identification of

community-Based Care

343

community-Based Care

a

Table 4. HIV Serostatus among Sexual Partners of HIV-Positive TASO Clients (2006)8
Ever had an HIV test?

Negative (%)

Positive (%)

Total

Yes

209 (67.4)

101 (32.6)

310

No

169 (52.8)

151 (47.2)

320

TOTAL

378 (60.0)

252 (40.0)

630

a large number of couples in discordant relationships and have provided HIV-negative spouses
with the means to protect themselves from infection. Table 4 contains the HIV test results among
the sexual partners of 630 HIV-positive TASO clients at the TASO Mbale site. The results indicate
that in this cohort, 60% of couples were serodiscordant. The Uganda HIV/AIDS Sero-Behavioral
Survey (2004-2005) 2 estimated a national
population-based serodiscordance of 5.4% among
cohabiting couples.
Improved Ability to Monitor Deaths
Lay health workers can facilitate the tracking of
mortality and the identification of possible causes.
Laypeople can track clients who die while on treatment and can obtain verbal autopsies to try to
ascertain probable causes of death.
Increased Monitoring of Drug Side Effects
Monitoring drug side effects in the community, which is often a challenge, can be carried
out by laypeople. Most clinical manifestations
of drug side effects can be detected at the community level, allowing timely remedial action to
be taken. Hematological manifestations of side
effects such as anemia are also monitored in the
community using portable hemoglobinometers.
Other parameters monitored in the community
include anthropometric measurements such as
weight and height (or length for children under
24 months).
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Reduced Mortality and Morbidity
A number of treatable causes of mortality and morbidity can be detected and immediately referred for
treatment through a family- and community-based
approach. Such conditions include anemia, lactic
acidosis, drug-induced pancreatitis and hepatitis,
Stevens-Johnson syndrome, treatable opportunistic
infections, and other common illnesses.
Increased Community Involvement
and Participation
Community participation in HIV/AIDS programs
promotes support for those who are ill, combats
stigma, and promotes HIV prevention and ownership of HIV/AIDS programs by communities, thus
ensuring the sustainability of these programs.
Increased Demand for HIV/AIDS Services
In addition to actually taking services closer to
the population, this community-based approach
actually generates demand for HIV/AIDS services, including HIV counseling and testing. It
also generates greater demand among patients
who wish to receive their ARV refills at their
homes or communities, thus helping them adhere
to treatment.
Wider Availability of Services in
Hard-to-Reach Areas
Thanks to the use of laypeople, care teams have
been able to reach areas that had not been accessed
before by HIV/AIDS services. Such areas include
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Sustaining Motivation of Lay Workers
Maintaining motivation as the initial excitement
wears down and the work starts to become monotonous and routine can be a challenge if a continuous process of job enrichment is not in place.

Challenges Related to the Use
of Laypeople

Worker Attrition
Because of the high demand for multiskilled lay
workers who can play multiple roles in the communities, workers may soon leave for better-paying
jobs. In a competitive job market, formally trained
lay workers will have a comparative advantage over
others seeking similar positions.

High Initial Cost
Initial costs of recruitment, selection, orientation,
training, and provision of the necessary logistics
for work are high.
Limited Resources
Because of limited resources, the work that can be
performed is restricted in terms of both geographical areas and target groups. For example, although
many community members express interest in
receiving an HIV test, only family members of registered TASO clients are tested. In addition, homebased services are only offered within a 75 km
radius from the facility.
Limited Supervision
Supervision in the community is a challenge, especially when there are many lay workers and operations are spread out over a wide area.
Pipeline Issues
Sometimes pipeline logistics fall short of what is
required to implement activities. Shortages may
be the result of planning bottlenecks or issues that
may be beyond the control of local authorities.
Managing Increased Demand
Appropriate, quality service delivery generates
increasing demand. More and more people seek
out services, putting a huge strain on available
resources. This strain, if not well managed, can
negatively affect the quality of service provision.

Coordination
Coordination, especially among multiple partners,
can be very challenging. Many resources can be
wasted through the duplication of work or the concentration of providers in a particular location.
Insecurity
Insecurity affects service provision in conflict and
postconflict situations due to the mobility of both
the civilian and the military populations and the
threat posed to service providers by protagonists.

Lessons Learned
Planning
Careful long-term planning of activities is needed
to put the necessary logistics in place in time for the
implementation of activities. The roles of laypeople
should be well adapted to the sociocultural context
in which they will be working. Their roles should
not be in conflict with the values of the community, because such conflicts will gravely impact the
success of the program.
Constant availability of drugs and supplies
builds confidence in the system and helps ensure
adherence to ARVs. For essential commodities
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remote geographical areas, mountainous regions,
refugee camps, internally displaced persons camps
in conflict and postconflict areas, areas isolated due
to poor transport infrastructure, and very conservative communities.

such as drugs and other consumables, buffer stocks
must be kept to prevent stock-outs due to reduced
supply or increased demand. The buffer should be
able to support service delivery for at least three
months during such periods.
Communities must be adequately mobilized,
sensitized, and educated before the start of activities and on an ongoing basis. Local administrative
structures provide an effective and efficient conduit for the mobilization process.
Regular meetings and workshops to review progress, look at achievements, and address challenges
should be organized periodically. This enhances the
participatory planning and ownership of programs.

Training
Laypeople can and should be trained to offer
quality medical services in a timely manner. They
fill in the gaps that cannot be bridged by traditional health workers in a facility-based system
and provide a much-needed continuum of care,
especially in rural, underprivileged communities. In sub-Saharan Africa, most health-worker
training conditions the trainees to work in a
facility-based system, commonly in an urban or
peri-urban setting with nonexistent or poorly
functioning follow-up mechanisms. Such a limited scope of training can result in critical gaps in
the health-care delivery system.
In an already functional model in which lay
workers are part of the health-care delivery team,
experienced lay workers should participate in the
training of new staff. Their hands-on experience
with families and communities is very valuable in
this context. They also constitute an immediate
pool of mentors and coaches to nurture new team
members. Sharing experiences in this way helps
orient and induct new teams.
In order to continually build skills and minimize
knowledge attrition, continuous training should
be part and parcel of program implementation.
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Training should include both didactic and practical work. Training sharpens skills, adds new
knowledge, and motivates team members. It also
enriches their capabilities, preparing them to take
on higher-level health-care tasks.

National Policy Framework
A national policy framework that supports the participation of lay workers in the provision of health
care is a necessary prerequisite. Outdated publichealth policies that exclude laypeople from the provision of health care must be reviewed and appropriate
changes incorporated. Policies should not exclude
laypeople from directly providing health care.
At the institutional level, necessary measures
should be put in place to create a conducive and safe
working environment for health workers, including lay providers. There should be clear guidelines
on how to deal with accidental occupational exposures, occupational infections, compensation, and
the handling of clinical waste generated from the
community. These guidelines should cover the
topics of postexposure prophylaxis, universal precautions, and hazardous waste management.
Appropriate training curricula for lay providers
should be in place and regularly reviewed so that
workers are up-to-date on current information in
the rapidly changing field of HIV/AIDS care.

Stewardship
Dynamic and responsive leadership must be crafted
to steer the program at all levels of implementation.
Laypeople should have a leadership structure that
is well aligned with that of the parent institution or
organization.

Strategy
A strategic framework to support and guide activities
over an extended period of time should be put into
place and should be concordant with the national or
territorial strategic framework for HIV/AIDS.

From the ground up: Developing Pathways and Partnerships

Advocacy
Strong advocacy strategies must be in place to create awareness about the complementary role lay
workers can play in the delivery of public healthcare strategies, and primary care strategies in particular. Lobbying for resources and suitable policy
changes is also an important activity.

Stakeholder Involvement
Key stakeholders must be involved at all levels of
program implementation, from planning to evaluation. Mobilization, consultations, and sensitization
of key stakeholders must take place from the community up to the highest possible level of policymakers (e.g., clients, family members, community
members, staff, opinion leaders, civic and political
leadership, and public servants working in relevant
government departments).

Use of Appropriate Technologies
Equipment for use by lay workers must be simple
and easy to operate and should be easy to service
and repair. Equipment should be portable and
resistant to damage by transportation or adverse

weather conditions. Protocols must be written in
simple language that is easy for laypeople to understand. Multiple-tier algorithms should be avoided
whenever possible. Simple visual aids should be
available to guide equipment usage.
Operations are more cost-effective when the
team members are located in the targeted geographical areas. This helps localize the operations
of the lay workers, as opposed to having to attend
to clients dispersed over a wide area. Client assignments should be clearly indicated on enlarged
maps of the geographical area.
Team members must be able to multitask because
of the demands of the program and the expectations
of community members. Lay workers should be able
to offer basic counseling and basic medical care (i.e.,
home nursing care) and be knowledgeable about
HIV/AIDS. Ideally, they will have skills in communication, community mobilization, record keeping,
data collection, and basic research methods, and
they should be comfortable using motorized or pedal
cycles where these are available to the program.

Partnerships
To avoid duplication of efforts, resulting in wasted
resources, strategic partnerships should be forged
that offer opportunities for synergistic efforts in
program implementation.

Communication
A robust form of transport must be provided to
enable faster access to hard-to-reach areas and extensive coverage in a relatively short period of time.
Such modes of transport will include motorized or
pedal cycles, which are efficient and cost-effective.
In addition, a 24-hour ART hotline should be available. The number should be made easily accessible
to all clients on ART by posting it on clients’ notice
boards or having it scripted on clients’ health cards
or on the covers of personal record books kept by
the clients. Health workers should regularly remind
community-Based Care

347

community-Based Care

A general client directory should be compiled,
with each team member keeping a directory for
the clients under his or her charge. The directory
should capture demographic information and the
location of the patient, using sketch diagrams that
indicate routes, easily recognizable natural and
artificial landmarks, and/or the names of widely
known local area residents.
There is a need for a clear documentation plan
using audio, visual, and print media in order to
have a clear and representative picture of events.
All processes, achievements, challenges, and lessons learned should be documented to preserve
memories so that they can be shared to enhance the
learning processes. Documentation also enables
easy tracking and monitoring of progress.

clients of this number during health talks. The number should also be availed to medicine companions.
The availability of an ART hotline enhances communication with clients and their families in the
communities. This mode of communication relies
on cell phone network coverage.

Operational Research
The use of laypeople offers many opportunities for
operational research and the development of new
and appropriate strategies for combating HIV/AIDS
in the most affected regions of the world. Operational
research in this area can inform policy, operational,
and strategic decision-making processes.

Integration
For programs that are just starting, activities
should be implemented according to well-defined
needs, a strict time frame, specific outputs, specific inputs, and a budget. Activities should also
be implemented in a well-defined geographical
area. At the end of the planned time period (i.e.,
trial or pilot period), activities can be reorganized
and integrated into the rest of the health-care
system. A pilot area should be indentified and a
pilot project implemented before a new program
is fully rolled out. A formative evaluation at this
stage can save time and other scarce resources
later on.

348

Conclusion
The use of laypeople in the provision of medical
care has a pedigree dating back many years and was
especially prominent during the advent of primary
health care. Trained lay health workers have successfully filled the gap caused by the shortage of health
workers and other needs unique to resource-limited
settings. Laypeople continue to play a critical role in
the provision of a continuum of care, especially for
chronic conditions such as HIV/AIDS.
The use of lay health workers is a cost-effective
strategy that supports a public-health approach to
the control of the HIV/AIDS epidemic. A publichealth approach facilitates broad coverage and
enables the majority of the population to access
HIV/AIDS care, including ART. It offers the
opportunity to provide several useful interventions to a wider population, including routine HIV
testing and counseling, simplified clinical management supported by clinical mentors and referral pathways for individual complications, and
family-centered care for chronic disease management. Other benefits can include an uninterrupted
supply of commodities and free care at the point of
delivery. When care is offered within the community, points of contact with health service providers
are increased, thereby increasing the opportunities
to reinforce prevention messages for those living
with and affected by HIV and AIDS.
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Principles of Adult and Pediatric
Home-Based Care: Lessons Learned
from Thailand
Wilawan Senaratana, Pikul Nantachaipan, and Chomnard Potjanamart

T

he number of people and families
living with and affected by HIV and AIDS
who need care and support services is continuously increasing. This creates challenges for the formal health-care and community-based systems that
are needed to respond to the pandemic. To improve
comprehensive care for people living with HIV, it
is important to provide acute clinical care based at
health facilities, as well as care and support based
at home. Due to limited resources, combined with
increasing numbers of HIV-positive individuals and
demand for services, home-based care (HBC) programs are an essential part of the continuum of care
for people living with HIV. The goal is to provide
hope and reassurance through high-quality, appropriate care that helps family caregivers and sick
family members maintain their independence and
achieve the best possible quality of life. This chapter
will present a review of lessons learned from care
approaches developed specifically for people living
with HIV in Thailand, as well as discuss the significance of care, care models, partners and their roles,
and human rights aspects of care.

Epidemiology of HIV/AIDS in
Thailand
In Thailand, HIV/AIDS is a major problem because
there has been a rapid increase in the number of
those infected in the past 10 years. The first case of
AIDS in Thailand was reported in September 1984,
but it is believed that widespread transmission
began in the late 1980s.1 Early cases were generally
confined to Thai homosexual males. Among injecting drug users, HIV prevalence rose from nearly
zero to 40% in a single year. A second wave of
infection spread among sex workers; in 1989, 44%
of sex workers in Chiang Mai in the north of the
country were found to be infected with HIV.2 The
rising infection level among sex workers launched
subsequent waves of the epidemic in male clients
of sex workers, their wives and partners, and their
children.3 In September 2007, 321,650 AIDS cases
from a total population of 65 million had been
reported since the beginning of the epidemic;
among these, 90,054 had died. It was found that
25.77% of people living with HIV were in the age
group 20-39 years, and 23.93% were in the age
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group 25-29 years. Forty-four percent worked as
laborers and 20.6% worked in agriculture.4
The main routes of HIV transmission have
changed over time. During the 1990s, most HIV
transmission occurred through commercial sex.
Now, half of the newly identified infections occur
among the wives and sexual partners of men who
became infected several years ago. There are also
signs that unsafe sexual behavior is increasing
among young people in Thailand. It is estimated
that 572,500 people are currently living with HIV
in the country, of whom 55,000 could develop serious AIDS-related illnesses.4
Given these facts, it is clear that these people will
continue to need care and treatment. In the late
1990s, care and treatment for people living with
HIV consisted mostly of treatment for their various opportunistic infections. In 1992, antiretroviral
therapy (ART) was introduced in Thailand.5 ART
eventually became the standard regimen to achieve
maximum viral suppression and has now become
the main form of HIV treatment. The complexity of medication regimens renders ART especially
difficult for many clients to manage and presents
major challenges for care providers. As more
people become ill, many will not be able to stay in
hospitals, hospices, or other institutions. HBC is a
realistic approach to cope with this situation.

HBC Defined
As cited in South Africa’s national guidelines
on home- and community-based care, HBC is
defined as “the provision of health services by formal and informal caregivers in the home in order
to promote, restore and maintain a person’s maximum level of comfort, function and health including care toward a dignified death.”6 Care involves
participation by family members in responding to
the needs of their relative who is ill through the
creation of specific roles and responsibilities for
each family member.
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HBC for people living with HIV is specifically
defined as care and support given to people living
with HIV and their families in their home environment by family caregivers, trained community volunteers, nongovernment organization (NGO) staff,
religious organizations, and health-care workers
to meet the client’s physical, psychological, and
spiritual needs. HBC may involve self-care, clinical
symptom management, health promotion, nutrition, counseling, and emotional support.7,8

HBC in Practice
HBC for people living with HIV covers physical, mental, emotional, and social aspects of care.
Most people living with HIV can take care of their
daily physical needs, such as eating, drinking, and
bathing. Some may be able to only partially care
for themselves, and others may require full-time
assistance, especially if they are seriously ill or
very young. Apart from the physical challenges
associated with HIV/AIDS, mental and social
disorders can cause deeper and more serious
problems. Rejection by society, because AIDS is
incurable, and the appearance of unsightly skin
lesions are some of the additional challenges
that can cause people living with HIV to become
severely depressed and, in some instances, even
suicidal. Communication campaigns have done a
good job of giving society a better understanding
of HIV/AIDS and encouraging acceptance. Still,
many people cannot completely accept their HIVpositive status. To change these negative attitudes,
people living with HIV must protect themselves
from opportunistic infections and raise society’s
level of understanding.
The most common problem in providing HBC
to people living with HIV is financial.9-10 Many
people living with HIV are poor and unemployed,
sometimes as a direct result of discrimination due
to their HIV-positive status. In some cases, the sick
person is abandoned by his or her family and has

From the ground up: Developing Pathways and Partnerships

•

•

Successful Approaches to HBC
Experiences in Thailand have shown that in order
for an HBC program to be effective, it should be
guided by the following principles:
• HBC is a joint effort of many players. These
include people living with HIV, family, community members, community-based organizations (CBOs), health-care facilities, and other
organizations that work together to ensure that
people living with HIV receive the best care
possible with little or no duplication of activities. Within the community, a group of caregivers should be organized into a “care team.”
This team can comprise volunteers from any of
the participating partners as well as individuals,
with each team member assigned a task that he
or she is capable of performing.
• Communication is essential. A periodic discussion group or forum should be organized for
people living with HIV to meet and exchange
information. This activity can provide muchneeded psychosocial support and foster a sense
of supportive community.
• HBC activities should not focus on HIV/AIDS
alone but also address other problems of people

•

•

•

•

living with HIV and their communities. HIV/
AIDS is a complex issue that affects one’s social,
economic, and legal environment. Activities
should address all these areas and encourage
greater participation from the concerned organizations and people in the community, such
as community leaders, health volunteers, local
organization committees, and religious leaders.
Community members must be able to assess
their problems and come up with an achievable
set of solutions. Solutions could include generating additional income through learning a new
vocation or acquiring new skills, such as bookkeeping to document income and expenses.
Once people in the community have a better understanding of HIV/AIDS, they will be
more accepting of people living with HIV.
Community health systems should encourage
people to take care of one another and harness
the power of local wisdom. One example of this
would be using locally found safe and effective
herbs as complementary treatment for those
receiving ART.
Self-care is a learned skill. The capacity of
people living with HIV and family members to
care for themselves and their relatives should
be developed through health education about
HIV/AIDS, opportunistic infections, and techniques of self-care.
Periodic forums for the exchange of knowledge and experiences should be held. Local
health personnel, organization committees,
and community leaders can facilitate these
discussions.
Health facilities must understand the common problems of people in the community
and if possible participate in solving those
problems.
The government must address HIV/AIDS
issues in its policies and convert those policies into action. The government must also
community-Based Care
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no one to care for him or her. For those who meet
the necessary criteria, antiretroviral (ARV) treatment can improve the physical health of people
living with HIV and can reduce the occurrence of
opportunistic infections. Once health improves,
it may be possible to go back to work, alleviating
some of the financial strain associated with the person’s illness. Some people who have lost a spouse
to HIV/AIDS may eventually decide to remarry.
In such cases, it is essential that people living with
HIV are counseled to disclose their HIV status to
new partners and to use condoms during all sexual
intercourse. Methods to prevent transmission of
the virus, regardless of the partner’s HIV status,
must be continuously emphasized.

allocate enough money to pursue such actions.
Up to now, HIV/AIDS issues have not been well
considered by the government (in the case of
Thailand), nor has the government allocated
enough funds to convert policy into action.

Impacts of HBC for People
Living with or Affected by
HIV and AIDS
According to a study conducted in Thailand, there
are four types of impacts of HBC11:
1. Impact on patients. HBC has had a positive
impact on clients, making them feel happier
and allowing them to be more at ease within
the community. They generally have had
more self-confidence and self-value and want
to fight their illness so that they might live
longer.
2. Impact on nurses. Nurses have felt proud of
how they are helping their clients. They feel
needed and have experienced a positive change
in their attitudes toward people living with
HIV. Their levels of depression associated with
their jobs have also decreased.
3. Impact on the health sector or health-related
organizations. HBC has resulted in a more
positive outlook on the part of organizations
involved with HIV/AIDS care. The need for
hospital beds has been reduced, and, as a result,
hospitals have been able to admit new patients
in need of treatment.
4. Impact on the family and society. HBC has
resulted in patients being more accepted by
their families and community members.

Models of HBC
There are three models of HBC for HIV/AIDS
in use in Thailand. They are differentiated
according to the types of initiators and major
care providers.
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Hospital-Based Home Care Model
or Outreach Model
This formal system of HBC is initiated by formal caregivers who work in a health-care facility to provide
outreach services and a continuum of care and treatment for patients who are discharged from the facility. The patients’ needs are assessed, and care activities are planned before discharge from the hospital.
Members of the HBC team consist of staff from the
hospital or health center. Administration and management are located at the health-care facility. The
main focus of services is to maintain a continuum of
clinical care and promote medication adherence.

Community-Based Home Care Model
This model is conducted as a nonformal system
by groups of people, CBOs, or religious organizations. In northern Thailand, home- and community-based care is initiated and conducted by
people living with HIV who volunteer and work as
part of a group or network of HIV-positive people.
This type of care is more likely than hospital-based
home care to emphasize psychosocial support and
welfare, as well as spiritual care.

Integrated Community-Based
Home Care Model
This model is co-initiated and conducted by AIDSrelated organizations and health-care institutions.
People living with HIV receive care and treatment
services from health professionals and receive psychosocial and economic support from non–health
professionals. A local health-care facility may provide training, supervision, and supplies for home
care kits as well as referrals for patients to return to
the hospital when needed. This model of care tends
to provide more comprehensive care for people living
with and affected by HIV/AIDS. In some instances,
this integrated model of HBC has been developed
and run by a research project that aims to investigate
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The Role of Partners
In HBC programs for HIV/AIDS, partnerships may
occur at multiple levels. At the personal level, partnership occurs between care providers and those
receiving care, and between and among care providers who together are responsible for achieving
care-related goals. At the organizational level, partnerships may occur across structures in one organization, with representatives of various divisions
or levels coming together to address more general
issues of treatment and care, or across organizations, to fulfill shared responsibilities and goals for
overall services.
HBC for people living with HIV cannot be
accomplished by only one sector or one type of
service. All institutions and organizations, including health care, education, social and welfare
development, local government, CBOs, and faithbased organizations (FBOs), can contribute to the
process of HBC. Generic roles and responsibilities
are influenced by the core services and missions of
each organization. Following is a description of the
various sectors and individuals that have a role to
play in providing quality HBC.

Health Institutions
This sector is considered part of a formal system
of HBC. Care services are provided by formal
caregivers who are health-related professionals
(e.g., doctors, nurses, psychologists, physical therapists, and social workers). The main focus of service is to provide continuing care and treatment
at home. To implement an HBC program, policies must be developed in terms of management,
team and accountability structures, standards for
service, codes for disciplinary management, and
complaint procedures.

HBC is integrated into the existing services of
health-care facilities. HIV-positive patients who
need home-based services are assessed and identified. Service providers (e.g., doctors, nurses, psychologists, physical therapists, and social workers)
are assigned according to the main types of services needed. Health-care institutions also need to
provide supportive systems, such as referral and
follow-up procedures, and caregiver support, such
as training and capacity building.

Informal Care System
Stakeholders of HBC in the informal system include
NGOs, CBOs, FBOs, local government, traditional
leaders, traditional healers, and community leaders. AIDS-related NGOs work collaboratively with
relevant stakeholders in government and among
other NGOs and CBOs to provide socioeconomic
support to people living with HIV. This assistance
can be in the form of job opportunities and capacity building for people living with HIV and their
families. Other elements of care provided to people
living with HIV and those affected by HIV/AIDS
include assessment of needs, including psychosocial and financial needs; provision of direct care,
including preventive, curative, therapeutic, rehabilitative, and palliative care; empowerment and
capacity building to promote the autonomy and
financial independence of people living with HIV
and family caregivers; optimization and control of
available resources to ensure access to comprehensive support services; and assistance with legal and
ethical issues regarding HIV/AIDS.

Nonprofessional Providers (e.g., Family
Members and Community Volunteers)
The elements of HBC provided by nonprofessional
providers include basic physical care, rehabilitation, hygiene, safety, psychosocial support, and
household assistance.
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a holistic care program using a multidisciplinary
and multisectoral team.

People Living with HIV
In the era of ART, people living with HIV have
become more involved in providing care and assistance to other people living with HIV. Due to their
personal experience, people living with HIV can
support and empower others in their community
who need assistance. People living with HIV can be
trained to counsel others and identify new cases as
well as support families of people living with HIV
in their own communities. Through the example
of positive role models, this approach helps those
who are newly diagnosed to accept their situation
and take care of their personal health.
In Thailand, several government hospitals have
set up collaborative service systems involving people living with HIV to provide care and support
to other people living with HIV who are receiving
ART. Volunteers from self-help groups work collaboratively with nurses and hospital staff to counsel
patients before they receive ART. New cases are followed up during home visits to monitor progress,
and suggestions are made on how to adhere to ART
protocols and manage side effects. The HBC staff
and the HIV-positive volunteers follow the cases of
those receiving ART over a long period to monitor their capacity for self-care and ART adherence.
Self-help groups also provide training to their members on new HIV-related information, best practices
for ART adherence, and how to integrate ART into
their daily lives. In this way, self-help groups have
become a more formalized part of the continuum
of HIV care, often receiving funding from local governments, nonprofit organizations, and others.
An important element of HBC is the promotion
of social acceptance through encouraging people
living with HIV to lead positive and productive
lives. The role of people living with HIV in providing home-based services also helps to enhance
their social acceptance and improve perceptions
of them among the public. Volunteers who are
themselves HIV-positive report that they feel an
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increase in self-esteem by helping others, which in
turn helps them to live positively with HIV.

Essential Functions of HBC
Based on case examples, observations of practice,
and research in different parts of the world, the
essential functions of HBC can be summarized as
follows6: empowering people living with HIV and
their families, maintaining quality of life, enhancing medication adherence, providing care to sick
persons (including end-of-life care), and maximizing the use of community resources. These
functions are not independent of one another and
should be integrated whenever possible in order to
provide holistic care.

Empowering People Living with HIV
and Their Families
Empowerment within the context of HIV care
springs from an equitable balance of knowledge,
as well as active participation, of care providers and clients as care partners.12 Empowerment
strategies are incorporated into HBC to promote mutual respect, interconnectedness, and
the active participation of the patients as care
partners. Health professionals and members
of AIDS-related organizations often identify
empowerment as one of the desired outcomes of
their programs.

Maintaining Quality of Life
Quality of life is a term popularly used to convey an overall sense of well-being and includes
one’s happiness and satisfaction with life as a
whole. The World Health Organization (WHO)
has defined quality of life as “individuals’ perceptions of their position in life in the context of the
culture and value systems in which they live and
in relation to their goals, standards, expectations
and concerns.”13 HBC providers need to recognize
and deal with the variety of conditions and needs
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Enhancing Medical Adherence:
The Collaborative Model
A collaborative model of HBC was developed in
northern Thailand in order to enhance medication and treatment adherence among people living
with HIV. In this model, the four HBC core partners
include HIV-positive volunteers, family of people
affected by HIV and AIDS, hospitals and/or health
centers, and other supportive organizations such as
community organizations, religious organizations,
and NGOs. Following is a description of each partner’s roles and responsibilities. Key findings from
a recent study conducted by the authors are summarized here from a research report submitted to
WHO in 2006.5
1. Volunteers are considered the core components of the model of enhancing medication
adherence. There are two groups of people
living with HIV involved in the care system,
namely, HIV-positive volunteers within the
health-care system and HIV-positive volunteers
living in the communities. These volunteers
also serve as leaders of the self-help groups for
people-living-with-HIV located in each district.
Most of the volunteers have been trained and
have collaboratively worked with the staff of the
AIDS divisions in their community hospitals.
They perform home visits to monitor adherence to ART among the clients who disclosed
their HIV status and refer problems back to
the hospital staff. A monthly group meeting is
conducted regularly in each district. During the
meeting, useful information and new knowledge
about ART are distributed to the members.
2. Family members of people living with HIV
are an essential factor influencing ART
adherence. Well-informed family members
can be effective facilitators of ART adherence
by, for example, reminding an HIV-positive
family member to take his or her medicine.
Likewise, family members can also be barriers
community-Based Care
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of individuals and families to improve the overall
quality of their clients’ lives.
The needs of people living with HIV and their
families can be categorized into four interrelated
domains: medical needs, such as treatment information and treatment itself; psychological needs,
such as emotional support; socioeconomic needs,
such as welfare provision, household assistance,
and orphan support; and human rights and legal
needs, including access to care and protection
against violence and discrimination. Over the
years, relevant responses have been developed in
these domains, resulting in comprehensive care
and support services.
When people living with HIV experience recurrent illnesses, the types of services they need will
change. It is this provision of comprehensive care
across a continuum, from home- and communitybased care to institutional services, that will ensure
that the specific needs of clients and their families are met at every stage of the disease process.
Effective referral systems need to be in place to
ensure that people living with and affected by HIV
and AIDS can benefit from the variety of services
available at the community and institutional levels
throughout the course of their infection.
HIV/AIDS is often associated with a
range of psychological sequelae that must be
addressed throughout all stages of HIV infection. Psychological support is critical for all those
affected to help them cope with their fears and
other emotions. Voluntary counseling and testing
provides the bulk of initial psychological support
for the newly infected. It also links individuals,
couples, and families to follow-up psychological
support and other support services, such as legal,
financial, and spiritual support within communities; peer support groups; appropriate medical care
services for early management of TB and other
opportunistic infections; and interventions to
reduce mother-to-child transmission of HIV.

to ART adherence. For example, some people
living with HIV on ART have reported that a
family member told them to quit the medicine
after they experienced side effects at the beginning of their treatment.5
3. Hospitals and/or health centers work closely
with groups of people living with HIV in
their district. They have established a system
of care aimed at promoting adherence to ART.
Some hospitals expand this type of service to
health centers. This means that people living
with HIV can receive ART and care from the
health center nearest their home. HIV-positive
volunteers have been trained by the nursing
staff on how to conduct home visits and create
a written report about the patient’s ART adherence. The authors found that most volunteers
were adept at working within the hospital and
health center settings.5 This collaboration was
an essential factor in the ART adherence outcomes that were observed.
4. The promotion of quality of life must be
emphasized just as much as the patient’s
physical health. Based on direct experiences
reported by all participants of the study, the
quality of life of people living with HIV is
influenced by a complex constellation of illness, poverty, stigma, and discrimination combined with family life, work, and social activities. HIV/AIDS affects not only the infected
person but also his or her family, community,
and country. Working in collaboration with
the community hospital and health centers has
been recognized as an essential piece of the
puzzle, but the focus cannot be only on medical treatment and care. After those receiving
ART experience improvements in their physical and mental health, they then need to attend
to other needs, such as the need for financial
support, job assistance, and other forms of
socioeconomic support.
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Providing Care to Those Who Are Ill
From the review of research and practice in different
countries and settings, it is recognized that home
care for people living with HIV should include the
following key components and activities14-16:
Physical Health Care
During home visits, care providers should be concerned about the basic needs of people living with
HIV and their families. The home care activities
will focus on ensuring the following:
• Client safety and environmental cleanliness
• Personal hygiene
• Adequate nutrition and fluid intake
• Bowel and bladder integrity
• Skin care and pressure sore prevention
• Adequate rest and sleep
Symptom Management and Alternative Care
HBC providers need to have effective symptom
management skills in providing care for people living with HIV. Uncontrolled symptoms can lead to
poor treatment adherence and reduce the quality of
life of people living with HIV. These symptoms may
be induced by medications or HIV itself. Therefore,
HBC providers need to have the knowledge and
skills to assess and manage these symptoms effectively. The most common symptoms experienced
by people with HIV are fever, diarrhea, skin problems, pain, fatigue and weakness, nausea and vomiting, and insomnia or difficulty in sleeping.17-19
Emotional and Social Support
People living with HIV often live with emotional
pain and uncertainty about their health, income, and
family life. They need understanding and acceptance
from family, community, and friends. HBC providers must understand and respect their feelings and
provide information and counseling to help them
cope with their illness. In communities where peer
support is available, it is important to introduce them
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End-of-Life Care
End-of-life care is the active total care of persons
whose disease is not responsive to curative treatment. Some people may use the term “palliative
care,” which is defined by the International Hospice
Institute and College as comprehensive care of people with active progression of advanced disease for
whom the prognosis is limited and the focus of care
is quality of life. The elements of care include pain
and symptom management using a holistic approach
and support for the affected families throughout
the course of the death and dying process. Studies
of palliative care of people living with HIV report
continuing problems with a range of symptoms, and
the care provided by the multidisciplinary team has
been rated as good to excellent.20
Palliative care or end-of-life care is an important part of HBC. The integrated community-based
home care model, which is developed and conducted by a multidisciplinary team from various
sectors, has been verified as the best model for provision of end-of-life care.21 This finding is similar to
the lessons learned by the multidisciplinary team of
the Enhancing Care Initiative for people living with
HIV/AIDS in northern Thailand since 2000.22 This
HBC model aims to provide a continuum of care
for people living with HIV from diagnosis to death.
The care provided (for people who are relatively
symptom free) includes counseling and support
about living positively with HIV and encouraging
positive perspectives on death and dying. When
terminal illness and/or end of life is being experienced, the purpose of care is to enable people to die
comfortably at home. This can be achieved if the

families are able to work in collaboration with other
formal and nonformal caregivers. In addition to the
family, other partners can include hospital personnel, community-based caregivers, HIV-positive
volunteers, members of AIDS-related NGOs, and
other social welfare organization workers. These
partners can collaborate to provide a continuum
of care until the end of life, which will enhance the
care experience of people living with HIV as well as
support caregivers and increase the understanding
of the affected community.

Maximizing Use of Community
Resources
To mobilize community resources in the target setting, available resources must be assessed, including human resources, financial support, educational materials and training, health personnel,
norms and cultures, organizations working with
HIV/AIDS, and welfare. Then strategies should
be developed to plan for and mobilize available
resources in providing HBC. The strategies may
include fund-raising, income generation, and
establishing networks and partnerships with different groups in the community.22,23

Human Rights Aspects of
Home-Based Care
Human rights advocacy for people living with and
affected by HIV and AIDS with respect to HBC may
be based on some or all of the following concepts.

Freedom of Association
It is the right of free adults to mutually choose their
associates as they see fit. Therefore, permission from
the infected and affected people should be ensured
before performing home visits or providing HBC.
Infected and affected people should be informed
about the objective and impacts of the care process.
These should be clearly stated in the verbal or written
consent form.
community-Based Care
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to the peer support group so that they may visit and
share their experiences in dealing with problems and
improving their quality of life. Income generation
and welfare are common concerns among people living with HIV; therefore, it is necessary for the community to provide additional support.14,16,19

Confidentiality

HIV Testing

People living with HIV are subject to stigmatization and discrimination in society. Confidentiality
of data and information from HIV-positive people
and their families is an important part of any activity in HBC. Breach of confidentiality and invasion
of privacy may pose the greatest risks of stigmatization for people living with HIV, especially those
who have not disclosed their status. Notification
regarding sensitive issues or problems found during home visits should be provided only to those
individuals specifically involved with the followup treatment and care. Respect for confidentiality
should be observed at all times.

HIV testing may be needed in the process of
care within a family. In this case, verbal or written consent must be obtained and accompanied
by thorough counseling before and after testing.
HIV-positive persons should continue receiving
posttest counseling and supportive care. Those
who are HIV-negative should be counseled on
how to protect themselves from infection.

Equal Access to Education and Training
To enhance the effectiveness of care and treatment,
education and training are always provided to people
living with HIV and their relatives at the hospital or
other health-care institutions. In addition, an education and training program is always conducted by
the self-help group of people living with HIV. Some
people, particularly those who are undisclosed cases
who cannot access education and training provided
at health-care facilities, should have the chance to be
educated and trained in another way. HIV/AIDSrelated education and training can be provided at
home for individual patients as well as for the family.

Care and Other Social Services
HBC should be provided based on the premise that
everyone, whether or not HIV-positive, should be
provided with quality care and support from the
available care system.
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Conclusion
Care for people living HIV can be initiated based
on the needs of people living with HIV in the community. Different models of care can be established
according to the community context and available
resources. HBC aims to provide comprehensive and
holistic care to people living with HIV as well as
encourage self-care among people living with HIV
and their families.
Key considerations in the provision of HBC
include the holistic approach enhancing the participation of people living with HIV, their families, community members, and support groups;
empowerment of care providers and people living
with HIV; multidisciplinary teams; cultural sensitivity; confidentiality; and the upholding of human
rights standards.
To ensure the sustainability of care, it is important to maximize the use of community resources
through networking and partnerships with different settings or organizations, and learning
and sharing best practices among the caregiver
community.

From the ground up: Developing Pathways and Partnerships

Reference List
Limsuwan A, Kanapa S, Siristonapun Y.

Seminar of AIDS; July 2001; Muangthong

Acquired immune deficiency syndrome in
Thailand: a report of two cases. J Med Assoc
2.

Thanee, Thailand.
10.

Thai. 2003;69:164-169.

S, Saenchaisuriya P, Siripakarn P. Research

Weniger, BG. The epidemiology of HIV infec-

project on development of caring system for

tion and AIDS in Thailand. AIDS. 1994;5

person with HIV infected and AIDS patients,

(suppl 2):S71-S85.

comprehensive and continuing care in north-

3.	Viravaidya, M. The economic impact of AIDS

east community. Khon Kaen, Thailand: Faculty

on Thailand. In Boom DE, Lyons JV, eds.
Economic Implications of AIDS in Asia. Delhi,
4.

of Nursing, Khon Kaen University; 2003.
11.

nurses and received home-based care of AIDS

Department of Disease Control, Ministry

patients in Songkhla province. Master’s thesis.

of Public Health, Thailand. AIDS report.

Chiang Mai, Thailand: Faculty of Nursing,

November 10, 2008.

Prince of Songkhla University; 2002.
12.

empowerment: implications for geriatric health

Soivong P. Model development on strengthen-

care programs and practice. J Aging Health.

receiving ART: research report submitted to

1989;1:267-285.
13.

Organization quality of life assessment instru-

December 2006.

ment. In: Orley J, Kuyken W, eds. Quality of

South Africa Department of Health. National

Life Assessment: International Perspectives.

guideline on home-based care / community-

New York, NY: Springer-Verlag; 1994:9.
14.

Yimyam S, Suwanprapisa. Enhancing care for

December 2001. Accessed July 2007.

people infected with and affected by HIV/AIDS

WHO. Community home-based care in

in northern Thailand. Chiang Mai, Thailand:

action. Geneva, Switzerland: WHO; 2002.

Faculty of Nursing, Chiang Mai University; 2003.
15.

Family Health International (FHI). HIV/AIDS

Limanonda B. Home and Community Based

care and treatment: a clinical course for people

Care for Persons Living with HIV and AIDS

caring for persons living with HIV/AIDS–

in Thailand: Lessons Learned and Future

Module A5. Arlington, VA: FHI Institute for

Prospects. Bangkok, Thailand: Bangkok Desire

HIV/AIDS; 2003.

Co.; 2001.
9.

Senaratana W, Nantachaipan P, Potjanamart C,

factsheets/guidelines/homecare/. Published

resource limited setting: a framework for
8.

WHO. The development of the World Health

World Health Organization (WHO);

based care. http://www.doh.gov.za/docs/

7.

Clarke P. The philosophical foundation of

Nantachaipan P, Senaratana W, Potjanamart C,
ing of care for people living with HIV/AIDS

6.

Suwannathep T. Experience of giving care by

India: Oxford University Press; 1997:9.

http://203.157.15.4. Published 2007. Accessed
5.

Laohasiriwong W, Saengsuwan J, Boonyasripan

16.

Myanmar Nurses Association. Community

Kespichayawatta J. Effects of AIDS prob-

home-based care in Myanmar: a resource

lems on health status of parents of children

and training guide for care givers–Module 1.

with AIDS. Paper presented at: 8th National

Yangon, Myanmar: Myanmar Nurses

community-Based Care

3 61

community-Based Care

1.

views of patients, carers and providers. AIDS

Association in collaboration with National AIDS

Care. 1993;5:105-116.

Program, Division of Nursing, Department of
Health; 2002.
17.

Joint United Nations Programme on HIV/

HIV/AIDS in South Africa. Public Health Nurs.

AIDS (UNAIDS). Summary booklet of

2003;20:271-280.

best practices in Africa, issue 2. Geneva,
18.

19.

362

22.

Senaratana W, Srithanaviboonchai K,

Switzerland: UNAIDS; 2000. UNAIDS/00.34.

Nantachaipan P, Saetang P, Gruskin S, Marlink

WHO. Participant manual for the WHO

R. The meaning of multisectoral collaborations

basic ART clinical training course: Integrated

to improve HIV/AIDS care in resource-scarce

Management of Adolescent and Adult Illness.

settings: the Thai Enhancing Care Initiative

Geneva, Switzerland: WHO; 2004.

(ECI) experience. Paper presented at: 14th

WHO. AIDS home care handbook. Geneva,

International AIDS Conference; July 2004;

Switzerland: WHO; 1996. WHO/GPA/IDS/

Bangkok, Thailand.

HSC/93.2.
20.

21.	Uys LR. Aspects of the care of people with

23.

Thai Red Cross, AIDS Research Center. Manual

Butters E, Higginsons I, George R, McCarthy

to enhance nurse capacity in managing HIV/

M. Palliative care for people with HIV/AIDS:

AIDS clinic. Bangkok, Thailand: Red Cross; 2005.

From the ground up: Developing Pathways and Partnerships

community-Based Care

community-Based Care

363

Leadership and Partnerships

leadership
and
partnerships

Surveying the Global
HIV/AIDS Landscape
Rose McCullough and Lior Miller

F

unding for international HIV/
AIDS efforts has increased dramatically in
recent years, resulting in greatly improved
access to critical care, treatment, and prevention
services. Along with this increased funding has
come an increase in the influence and number of
actors driving the international HIV/AIDS policy agenda. This chapter, while not an exhaustive
review, highlights some of the key agencies and initiatives involved in shaping the present-day global
HIV/AIDS response.

United Nations General
Assembly Special Session
on HIV/AIDS1
The first-ever United Nations General Assembly
Special Session on HIV/AIDS (UNGASS) was
held in June 2001 to address what was labeled
as a “global crisis” requiring “global action.” The
meeting brought together heads of state and government representatives who formally pledged
to work towards reversing the AIDS pandemic
through international and regional partnerships,
and with the support of civil society. At the conclusion of the meeting, participants unanimously
adopted the Declaration of Commitment on HIV/

AIDS. The content of the Declaration was heavily
influenced by both civil society groups and governments, including those from developing countries, and stressed the need for an extraordinary,
multi-sectoral response supported by a significant
increase in resources.
The declaration included a call for strong government leadership and the full and active participation of civil society and the private sector.
Partnerships at all levels of society were vigorously
encouraged. Governments pledged to develop
national plans outlining strategies for the integration of HIV prevention, care, treatment, and support. Special attention was given to the enforcement of legislation, regulations and other measures
to stop discrimination against people living with
HIV and vulnerable groups, such as women and
young people, and to develop strategies to combat stigma and social exclusion. Countries also
committed to mitigating the economic and social
impact of the epidemic through poverty eradication and economic development.
Other issues addressed within the Declaration
included the need to further develop health care
and research infrastructure, and to strengthen
partnerships in this area; as well as the need to
Leadership and Partnerships

367

Leadership and Partnerships

Elizabeth Glaser Pediatric AIDS Foundation, United States

address the heightened vulnerability to HIV
among those living in regions affected by conflict
or disaster, including members of the armed forces.
Governments pledged to allocate at least 15% of
their annual budgets toward improving the health
sector response to HIV/AIDS; countries with limited resources would be helped to reach this target.
Overall, there was a call for massive increases in
resources devoted to HIV/AIDS, and pledges were
made to mobilize these resources on behalf of the
most severely affected countries.
UNGASS represented a critical turning point
in international HIV/AIDS policy, paving the way
for subsequent global efforts, such as the World
Health Organization (WHO) “3 by 5” Initiative
in 2003 and the 2006 Political Declaration on
HIV led by the United Nations (UN). While these
efforts have received some criticism, they have
been widely recognized as important stepping
stones on the path to global progress in increasing
access to HIV/AIDS services for the most affected
populations.

World Health Organization2
As the directing and coordinating authority on
international health within the United Nations
system, the World Health Organization (WHO)
is responsible for providing leadership on global
health matters, shaping the health research agenda,
setting norms and standards, articulating evidencebased policy options, providing technical support
to countries and monitoring and assessing health
trends. The WHO HIV/AIDS Department provides evidence-based technical support to WHO
Member States to help them scale up treatment,
care, and prevention services as well as drugs and
diagnostics supply to ensure a comprehensive and
sustainable response to HIV/AIDS.
WHO plays a significant role in the scaleup of prevention, care, and treatment services
through the development and dissemination of
368

guidelines and recommendations. This guidance
often informs the creation or revision of national
guidelines for new or existing HIV/AIDS-related
services, allowing for evidence-informed improvements in standards of practice to be more quickly
adopted, especially in resource-limited settings. In
2003, WHO set an ambitious global target to provide three million people with life-prolonging antiretroviral treatment by the end of 2005. While this
target was not reached, many believe that it contributed to the expansion of treatment programs in
less-developed countries, thereby demonstrating
their feasibility. These early successes encouraged
donors to increase support and resources for antiretroviral treatment programs in resource-limited
settings and represented a significant early step
toward the goal of achieving universal access to
HIV/AIDS prevention and treatment.

Joint United Nations
Program on HIV/AIDS3
The Joint United Nations Program on HIV/AIDS
(UNAIDS) provides policy guidance that articulates the broad principles and standards meant to
inform national policies on HIV/AIDS throughout the world. Guidance produced by UNAIDS is
informed by evidence and best practices gathered
from multiple sources and is developed through
a systematic process in consultation with relevant
constituency groups (both external and internal).
UNAIDS policies provide specific guidance and
an overarching vision of what is to be done at the
global level to policymakers, planners and advocates. Policies include those that reflect commitments made by governments through inter-governmental processes (i.e., the 2001 Declaration of
Commitment on HIV/AIDS and the Millennium
Development Goals) and technical policies and
guidelines, which have been developed by the
UNAIDS Secretariat and its ten co-sponsors
(Office of the UN High Commissioner on Refugees
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The Global Fund to Fight AIDS,
Tuberculosis and Malaria4
The Global Fund to Fight AIDS, Tuberculosis
and Malaria (The Global Fund) is a partnership between governments, civil society, the private sector, and affected communities that was
established to finance a dramatic turn-around
in the fight against AIDS, tuberculosis (TB),
and malaria. It is a unique financing mechanism
that attracts, manages, and disburses resources
rather than participating directly in program
implementation. In this way, it can promote local
ownership by individual countries while working closely with other multilateral and bilateral
organizations to ensure that programs are coordinated with existing efforts.
As of 2008, the Global Fund had committed US$10.7 billion in 136 countries to support
aggressive interventions against all three diseases. While it finances programs in all regions
of the world, funds are dispersed in accordance
with the regionally disproportionate impact of
AIDS, TB and malaria. For instance, 61% of
funds go to support AIDS-related programs,
with 25% and 14% for malaria and TB, respectively. Over half of all funding (57%) goes to support programs in sub-Saharan Africa. The Global
Fund takes a comprehensive approach to AIDS,
TB, and malaria, funding both prevention and
treatment based on locally determined needs.
Three-quarters of countries awarded HIV/AIDS
funds will use at least a portion of their grants to
provide antiretroviral treatment. All HIV grants

include prevention activities, most often focusing on young people.
At the individual country level, national-level
partnerships, called country coordinating mechanisms (CCMs), develop and submit grant proposals to the Global Fund based on identified needs.
Once a grant is approved, the CCM oversees the
implementation process. The CCMs include representatives from both the public and private sectors,
including governments, multilateral or bilateral
agencies, non-governmental organizations, academic institutions, private businesses, and people
living with the diseases.

The President’s Emergency
Plan for AIDS Relief
The President’s Emergency Plan for AIDS Relief
(PEPFAR) was developed under the United States
Leadership Against HIV/AIDS, Tuberculosis, and
Malaria Act passed by the U.S. Congress in May
2003.5 This act authorized US$15 billion in federal funding over five years to combat the HIV
epidemic through comprehensive prevention,
care, and treatment services in fifteen highlyaffected focus countries, most of them in subSaharan Africa. It was widely heralded as a watershed moment, signaling both political will and
financial commitment to addressing the global
AIDS pandemic. In 2007, over 40% of total government disbursements for HIV/AIDS globally
were from U.S. government funding.6
To implement this large-scale commitment, the
Office of the U.S. Global AIDS Coordinator (OGAC)
was created to manage and supervise all U.S. government-led international HIV/AIDS efforts and to
oversee and distribute the government’s contributions to the Global Fund. At central headquarters,
OGAC also collaborates with the Office of HIV/AIDS
in the Global Health Bureau at the United States
Agency for International development (USAID),
the Global AIDS Program at the Centers for Disease
Leadership and Partnerships
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[UNHCR], UN Children’s Fund [UNICEF],
World Food Program [WFP], UN Development
Program [UNDP], UN Population Fund [UNFPA],
UN Office on Drugs and Crime [UNODC],
International Labor Organization [ILO], UN
Education, Scientific, and Cultural Organization
[UNESCO], WHO, and the World Bank).

Control (CDC), the Food and Drug Administration,
and the National Institutes of Health. In the focus
countries, however, the U.S. Ambassador reports to
the Global AIDS Coordinator at OGAC. In-country
staff from several U.S. government agencies, including USAID, CDC, the Department of Defense,
the Department of Labor, the Department of
Commerce, the Department of Health and Human
Services, the Peace Corps, and the U.S. Embassy,
are responsible for daily program management and
implementation. Additionally, OGAC coordinates
HIV/AIDS efforts with other countries and international organizations.7 One example of such interorganizational collaboration was the Consultation
on Harmonization of International AIDS Funding
co-hosted by UNAIDS, the World Bank, the UK
Department for International Development, and
OGAC. At this conference, the “Three Ones’ principles were endorsed to enhance and support harmonized country-driven responses to HIV/AIDS.
The “Three Ones” principles include: (1) one agreed
AIDS action framework that provides the basis
for coordinating the work of all partners; (2) one
national AIDS coordinating authority, with a broadbased multi sectoral mandate; and (3) one agreed
country-level monitoring and evaluation system.8
In contrast to the “Three Ones” country-driven
approach to planning, the original PEPFAR legislation set specific budgetary allocations, including:
55% of the total monies to be spent on the treatment
of people living with HIV; 15% for the palliative care
of people living with HIV; 20% for HIV/AIDS prevention activities; and 10% for supporting orphans
and vulnerable children.7 The legislation also laid
out aggressive five-year performance targets commonly referred to as the “2/7/10” targets, which are:
• Provision of antiretroviral therapy to
two million people living with HIV
• Prevention of seven million HIV infections
• Care for ten million people affected by HIV
and AIDS
370

Additionally, PEPFAR aims to promote HIV/
AIDS-related health systems strengthening, monitoring and evaluation efforts, and policy reforms.9
To facilitate these efforts, PEPFAR funding is
administered in a mixture of ways. Centrally managed and centrally funded programs are referred
to as “Track 1” awards. These are one-time, fiveyear awards intended to rapidly initiate and scaleup prevention, care, and treatment services in
PEPFAR focus countries. These awards were given
to organizations with proven track records, existing
operations in focus countries, and the capacity to
quickly respond in several countries. Award areas
include behavior change, care for orphans and vulnerable children, providing antiretroviral therapy
(see sidebar on the Track 1 antiretroviral therapy
program), and ensuring safe medical injections.
Funding provided to programs initiated by organizations in individual countries is referred to as
“Track 1.5” awards. Lastly, “Track 2.0” funds go to
individual countries’ annual operational plans.10,11
PEPFAR has made considerable progress towards
meeting its initial targets: As of this writing, approximately 1.73 million people have been provided with
antiretroviral treatment; prevention of mother-tochild transmission services have reached women in
almost 12.7 million pregnancies, with an estimated
194,000 infant infections averted; and more than
6.6 million people have been supported with care
services, including over 2.7 million OVC.12 Other
noteworthy achievements include: provision of
antiretroviral prophylaxis to women in over 1 million pregnancies, 33 million voluntary counseling
and testing sessions carried out, and 2,217 partnerships with local organizations established.12
PEPFAR has demonstrated that rapid, focused
and multi-country efforts are possible when organizations already established on the ground in
multiple settings are given the resources and support to achieve the urgent scale-up of HIV care and
treatment services.
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The PEPFAR Track 1.0 Antiretroviral Treatment Program
The PEPFAR antiretroviral treatment (ART) Program is administered by the
HIV Care and Treatment Team of the CDC
Global AIDS Program, and the HIV/AIDS
Bureau at the Health, Resources, and Services
Administration. The Track 1.0 ART program was the first major funding program
announced in a request for applications in
December 2003 following PEPFAR’s authorization, and was focused on kick-starting largescale ART programs. In order to ensure rapid
scale-up, organizations would only be considered for funding if they had experience in
developing country-level HIV/AIDS care and

treatment programs in multiple settings and
countries, and had worked in at least three of
the PEPFAR focus countries for at least three
years prior to their application.
Those selected to receive funding at the
end of February 2004 included AIDSRelief
(Catholic Relief Services Consortium), the
Elizabeth Glaser Pediatric AIDS Foundation
(EGPAF), the Harvard School of Public Health
(Harvard), and the Mailman School of Public
Health at Columbia University (Columbia).
Countries receiving support via this mechanism, along with their associated partners, are
shown in Table 1.

Table 1. Supported Countries and Associated Track 1.0 Partners (as of March 31, 2008)
Track 1.0 Partner
AIDS Relief

EGPAF

Botswana

Harvard

Columbia

X

Côte d’Ivoire

X

Ethiopia

Total
1

X

2

X

1

Guyana

X

1

Haiti

X

1

Kenya

X

Mozambique

X

Nigeria

X

X

Rwanda

X

South Africa

X

X

Tanzania

X

X

Uganda

X

Zambia

X

X

Total

9

5

X

X

2

X

2

X

3

X

2

X

3

X

4
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Supported Country

1
2
3

8

25
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In July, 2008, Congress reauthorized PEPFAR
for another five years. This reauthorization commits an additional $48 billion in funding during
2009-2013, $39 billion of which is to be devoted
to HIV/AIDS over the next five years. The legislation includes new “12/12/3” targets to prevent
12 million new HIV infections, to provide care for
12 million people including 5 million OVC, and to
provide antiretroviral treatment for 3 million people. Specific targets concerning PMTCT service
coverage, pediatric treatment, and building health
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care workforce capacity have also been added for
the first time: 80% of eligible women should have
access to PMTCT services, children should receive
antiretroviral treatment in proportion to their
percentage within the HIV-positive population in
individual countries, and 140,000 new health professionals should be trained.13 The reauthorization
also removed specific requirements for budgetary
allocations, with the exception of 10% of funding
to support OVC and over 50% of funding to be
expended for care and treatment services.13
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Clinical and Community Provision
of Care and Treatment for Children
Living with HIV in Zimbabwe: National
Policy and Strategy Development
Matthews Maruva,a Jo Keatinge,a Anna Miller,a Geoff Foster,b and Filda Bwakurac
Elizabeth Glaser Pediatric AIDS Foundation, Zimbabwe
Family AIDS Caring Trust and Ministry of Health, Zimbabwe
c
University of Zimbabwe Medical School, Department of Pediatrics and Child Health, Zimbabwe
a

Z

imbabwe is one of the countries
with the highest numbers of children living with HIV in the world. The Ministry of
Health and Child Welfare (MOHCW) has developed initiatives for prevention, care, and treatment
of HIV in children. A national situational analysis
of the provision of services for children living with
HIV in Zimbabwe was performed in 2005‑2006
to further inform and catalyze ongoing policy and
strategy development. A multisectoral national dissemination workshop provided the platform for raising awareness, developing recommendations, and
collaboratively defining the way forward in support
of children living with HIV in Zimbabwe. The situational analysis process was an important step in
defining key issues to be addressed by diverse stakeholders. National progress in scaling up care and
treatment for children living with HIV was made following the situational analysis as a result of several

factors, including the assessment. However, resource
constraints make continued expansion of services for
children living with HIV extremely challenging.
Approximately 165,000 children are living with
HIV in Zimbabwe, representing around 3% of all
children nationally. In the absence of any intervention, it is estimated that a further 25,000 children
would acquire HIV through mother-to-child transmission each year (unpublished data, 2003 estimates,
MOHCW, Zimbabwe). While prevention of HIV
infection in children remains a priority, the importance of ensuring provision of appropriate services
for the thousands of children already infected, and
their caregivers, cannot be overstated.
With this in mind, an overall initiative to
explore opportunities for enhanced care and treatment of children living with HIVa in Zimbabwe was
designed and implemented during 2005 and 2006.
Key processes included engaging with relevant

T he term “children living with HIV” is used throughout this chapter. This term has the advantage of conceptually linking affected
children with adults living with HIV and the rights-based people living with HIV (PLHIV) movement.

a
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b

ministries, policymakers, donors, researchers, and
technical partners to raise awareness and build
support around the issues; conducting a national
situational analysis of community and health facility services for children living with HIV; and convening an MOHCW workshop to discuss findings
of the study and develop recommendations for the
way forward. As a result of this collaborative process, a clearer pathway has emerged for scaling up
the national response to children living with HIV,
aimed at improving the lives of children and families infected and affected by HIV and AIDS.1
This chapter presents a summary of the situational analysis findings and recommendations
developed by stakeholders, with an overview of the
actions subsequently taken by agencies within the
multisectoral HIV response in Zimbabwe. A survey
of this nature can have positive impacts in defining a way forward, and these will be highlighted.
Remaining challenges in scaling up pediatric HIV/
AIDS programs in resource-limited settings will
then be articulated.

Efforts regarding Children
Living with HIV in Zimbabwe
The Zimbabwe national prevention of motherto-child transmission (PMTCT) of HIV program
started as a pilot project at four health clinics in
1999, with subsequent rapid expansion to nearly
96% of health-care facilities by the end of 2005.2 By
the end of December 2006, 1,422 health facilities
nationwide were providing some form of education
on PMTCT, basic counseling, and dispensing of
antiretroviral (ARV) prophylaxis,a with 547 (38%)
of those facilities delivering a more comprehensive
package of PMTCT services, including on-site HIV

rapid testing for all pregnant women. Despite this
progress, access to comprehensive PMTCT services for all pregnant women remains limited, and
referral systems that assist eligible pregnant mothers living with HIV to access CD4 testing and HIV
care and treatment remain weak.
As the national PMTCT program matured,
more attention has been focused on broadening
the scope of service delivery. This broadened perspective occurred in tandem with opportunities
raised by national HIV treatment roll-out, enabling
belated recognition of the need to initiate activities
and mobilize resources for improved services targeting children living with HIV. This was an area
that was seen as not being given adequate priority within the context of the wider national HIV
response. The PMTCT program therefore helped
provide some of the initial push to address HIV
services for children, given the cross-cutting position of PMTCT within HIV, maternal, and child
health. This push came from the acknowledgment
that despite the pivotal role of prevention efforts in
tackling the HIV epidemic, transmission of HIV
from mother to child will continue to occur in the
context of high HIV prevalence and insufficient
resources to ensure full coverage and utilization of
preventive interventions. This reality underscores
the importance of ensuring the ongoing provision
of appropriate HIV services for children living with
HIV, both those already infected and those who
will unfortunately become infected in the future.
The effective management of HIV in children
requires that a multitude of both medical and nonmedical providers work together to address the
clinical, psychosocial, nutritional, community, and
family dimensions of care, treatment, and support.

The national PMTCT program in Zimbabwe utilizes single-dose nevirapine in labor for HIV-positive pregnant women and their
HIV-exposed infants within 72 hours of delivery at a minimum, recommending triple-drug therapy for immunocompromised
women and more complex short-course regimens wherever indicated and available.

a
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Table 1. Comprehensive Care Package for Children Living with HIV3

n
n

n
n

n
n
n

Basic medical care
Prophylaxis against opportunistic infections
(OIs)
Early diagnosis
Appropriate management of HIV and
OIs (including antiretroviral therapy and
complementary traditional treatment)
Rehabilitation services
Palliative care services when the time comes
Education and information regarding illness

Social/Community Care
n

n
n
n

n
n
n
n
n

Nutritional counseling and supplementation for
appropriate growth and development
Psychosocial support
Spiritual support
Social support (meeting needs of the child—food,
clothing, shelter, love)
Competent caregivers with best interests of child at heart
Home-based care
Caring for caregivers
Maintaining schooling
Stigma reduction

A comprehensive package of care for children
living with HIV has been defined by community
stakeholders (see Table 1). All of these elements
require integration within the broader context of
a child’s well-being, with this holistic model of
care representing a huge public-health challenge in
resource-limited settings.
By 2006, the delivery of a comprehensive package of services for children living with HIV in
Zimbabwe lagged behind the national responses
to adult care and treatment initiatives and lacked
clear leadership, coordination, and donor support.
Efforts being made to address the plight of orphans,
palliative care, and ARV roll-out for children tended
to be on a limited scale and had poor formal linkages to each other and to the wider network of service providers. The health system lacked capacity
to deliver antiretroviral therapy (ART) to children
on an expanded scale; there was minimal awareness
about HIV issues in children and limited availability of pediatric syrups or formulas. Moreover, at the
end of 2005, detailed policies, guidelines, and strategic plans that specifically addressed pediatric HIV
issues in Zimbabwe were still being developed and
had not been widely disseminated.
A concerted effort geared toward supporting
the scale-up of comprehensive treatment of children living with HIV therefore initially took place

in the public health sector through the establishment of 11 “learning” sites estimated to have adequate capacity to deliver HIV care and treatment
for children. The concept and support of learning
sites was catalyzed by a small donation of pediatric ARV formulations, around which the efforts
of the Pediatric Association of Zimbabwe, the
MOHCW, and supporting partners were mobilized in the form of a national committee. Working
groups supported development and finalization of
necessary policies, tools, and training materials to
enable the sites to utilize the donated drugs, with
a view to further expansion using the tools developed within the wider health system. Many of the
same health system challenges were experienced in
the learning sites, but nonetheless, by April 2006,
over 2,000 children had been diagnosed with HIV
and started on HIV treatment nationally, in spite
of resource limitations within the country.

The National Situational
Analysis
Study Overview
Following discussions with various stakeholders, and in an effort to further catalyze action
for children living with HIV in Zimbabwe, a
national situational analysis was undertaken
Leadership and Partnerships
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Box 1: Specific Objectives of the National Situational Analysis for Children Living with HIV
in Zimbabwe
1. Obtain details from respondents concerning the number of children living with HIV that are being cared for
and the types of services provided.
2. Determine whether there are differences in the perceptions of those who are predominantly medical care
providers and those who are nonmedical care providers.a
3. Understand whether different providers of care and support network together and how well referral
systems function.
4. Understand the training needs of care providers for children living with HIV.
5. Obtain the perspectives of beneficiaries (i.e., children and their parents or guardians) concerning services
for children living with HIV.

by the MOHCW, the Elizabeth Glaser Pediatric
AIDS Foundation (EGPAF), and Catholic Relief
Services (CRS). EGPAF and CRS-Strive provided
technical assistance to address both the medical/
health-sector issues (EGPAF) and community/
family issues (CRS). The specific objectives of the
study are shown in Box 1.

Study Methodology
Interviews were conducted with 51 respondents
from different sectors, including organizations
involved in providing medical services, nonmedical services, and policy/resourcesb for children living with HIV. Respondents were from the government health sector, the University of Zimbabwe,
mission hospitals, local nongovernmental organizations, international organizations, and children’s
homes based in 18 districts within Zimbabwe.
A questionnaire was administered by the study
team consisting of four sections: the first two sections addressed the provision of medical and nonmedical services; the third focused on networking,
training, policy, strategy, and resources; and the
fourth explored family-centered care. Responses

were subjective, based on individual experiences
or perceptions, and were not validated using other
data or further investigations. In addition, a focusgroup discussion was held with a support group
for children living with HIV, aged 12 to 16 years,
in order to include perspectives of children in the
findings and discussion. The individual questionnaire was not administered to this group, and a
separate focus-group discussion guide was used to
ascertain responses.
Quantitative data were then analyzed, with
qualitative data used to supplement the quantitative findings. In many cases results were presented
in terms of whether respondents were either medical or nonmedical care providers (the latter category including policymakers and heads of agencies) in order to explore differing perceptions
between these groups.

Study Limitations
The questionnaire tool underwent limited pretesting, with some questions open to interpretation.
Many of the questions were also based on respondents’ perceptions and were not triangulated

Medical health providers include doctors and nurses based at a public or mission clinic or hospital. Nonmedical providers
include home-based caregivers, children’s residential home coordinators, and representatives from national and international
nongovernmental organizations.
b
Within this category, interviews were held with representatives from the United States Agency for International Development,
Centers for Disease Control and Prevention, United Nations Children’s Fund, and World Health Organization.
a
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Significant Findings
Diagnosis and Disclosure of HIV Infection
in Children
There are many barriers and challenges to the diagnosis of HIV infection in children beyond access
to testing facilities. Children remain undiagnosed
because of lack of counseling services, inadequate
numbers of trained health workers, lack of treatment services, and negative attitudes concerning
the diagnosis of HIV and AIDS in children.
Most health workers confirm a clinical HIV diagnosis by rapid HIV testing, with some health workers initiating cotrimoxazole prophylaxis for HIVexposed and HIV-positive children. Nonmedical
respondents frequently suspect HIV infection in
children using a “community diagnosis” based on
specific symptoms, a history of chronic or recurrent illness, and/or parents who were suspected
to have been living with HIV. Among nonmedical respondents interviewed, 90% estimated that
they referred suspected HIV-positive children to
government health services; 77% discussed the
possible diagnosis with the guardian; 54% referred
children for voluntary counseling and testing; and
11% did nothing.
Respondents reported that most children learn
their diagnosis after counseling and testing by health
workers, although some respondents reported that a
small proportion of children learned of their positive status through conversations with guardians,
volunteers, or other children. In other cases, children became aware of their HIV-positive status on

their own by inferring their diagnosis following
curriculum-based HIV/AIDS education in school.
Comprehensive Care of Children Living with HIV
The most frequent problems related to the medical
care of children were in the area of treatment, especially the availability, cost, and side effects of drugs,
including ARVs.
Twenty-seven medical respondents interviewed saw irregular attendance, inadequate
compliance, and limited knowledge of caregivers about care and treatment issues as barriers to
the delivery of effective care. Most medical and
nonmedical service providers stated that they
provide nutritional and family support services
but highlighted that there was limited access to
food supplements. Psychosocial support services
were generally provided by home-based care programs or those for orphans and other vulnerable
children. Psychosocial support for children was
provided by only a minority of respondents.
Availability of medical services, including basic
pediatric care, PMTCT, and management of complications arising from opportunistic infections
were most frequently rated as satisfactory by both
medical and nonmedical providers. Diagnosis of
HIV infection and HIV testing in children was
rated as poor, and availability of ARV treatment
was considered as generally lacking.
Although some medical services were thought
to be adequate, all nonmedical services for children living with HIV in Zimbabwe were deemed
unsatisfactory. For example, the availability of services provided to guardians (such as the provision
of information, counseling, and support groups)
was rated as below average. Services provided
directly to children, including food supplementation, prevention of stigma, support groups, palliative care, counseling, the provision of information,
and spiritual support were most frequently rated as
poor or unavailable.
Leadership and Partnerships
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with other sources of data to verify their validity. Therefore, although the findings represented
a general picture of the situation for children living with HIV in Zimbabwe, the conclusions of the
study had to be interpreted with care. A summary
of key findings is included in this chapter and can
be found in more detail in the final report that was
approved for dissemination by the MOHCW.1

Children with Special Needs
Particular problems, especially those related to
continuity of care, were noted for additionally vulnerable children living with HIV. These children
include orphans, street children, disabled children,
sexually abused children, and children living in
residential care. Problems experienced by such
children living with HIV included stigma, abuse,
lack of material and financial support, poor nutrition, additional psychosocial needs, poor followup and adherence, and lack of parental care.
Training in the Care of Children Living with HIV
During 2005 and 2006, training in areas related to
care and treatment for children living with HIV
was noted to be limited and urgently required for
all sectors, especially for nonmedical service providers. Among all respondents, 86% thought that
health workers were inadequately trained to care
for HIV-positive children. Training in psychosocial support, ARV treatment, nutrition, treatment
of opportunistic infections, and community homebased care were identified as the main topics that
should be included in a national curriculum.
Advocacy and Networking of Organizations
Few organizations were identified as strong advocates concerning the neglect of the needs of children
living with HIV in Zimbabwe; UNICEF (United
Nations Children’s Fund) was cited as the most
involved in advocacy initiatives for children. Even
fewer organizations were identified that provided a
forum for networking between medical and nonmedical service providers, and the National AIDS
Council was mentioned most frequently with regard
to providing a platform for regular networking.
Referral Systems
Medical service providers frequently referred children living with HIV to other tiers of the healthcare system. Referrals by medical service providers
380

to nonmedical service providers were infrequent,
with the least referrals occurring from the health
sector to community home-based care services.
One-half of respondents rated referrals from the
nonmedical to the medical sector and within the
medical sector as unsatisfactory, the latter due to
lack of feedback from hospitals, lack of availability
of skilled workers and drugs at clinics, and inadequate availability of transport. Less than one-third
of respondents thought referrals from the medical
to the nonmedical sector were satisfactory. Health
workers were often unaware of the availability of
nonmedical services, and there was a lack of formal
networking between the two sectors.
Family-Centered Care
Stakeholders expressed a common understanding of the principles behind family-centered care
(FCC), with the majority of respondents understanding the care and services described as being
both directed at and provided to the whole family, rather than the individual. Diversity was demonstrated in proposed definitions of “family” in
Zimbabwe, with a majority of definitions including
household members or birth family with or without extended family members. Stakeholders viewed
delivery of FCC as both a solution to stigma-related
issues and a cause of stigma-related problems. The
main barriers to delivery of FCC were perceived as
limited health infrastructure and capacity, stigma
issues, and lack of resources within the family.
Views of Children Living with HIV concerning
Service Delivery
In the small focus-group discussions with children
living with HIV, children stated that they valued the
ease with which they could access medical services
but complained about inconsistency in their care by
different medical practitioners (“Some doctors refuse
to treat you if you are not their patient.”) (unpublished data, focus-group discussion with a group
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Policy, Strategy, and Resources
No respondents were able to identify policies and
strategies that ensured the provision of comprehensive services for children living with HIV. At the
time of the study, there were no specific national
initiatives identified by the respondents to develop
HIV/AIDS services for children, either in terms of
national policies on the provision of children’s services or strategic plans to ensure that comprehensive services for children were developed. Out of all
respondents, 42% thought that insufficient consideration was given to the incorporation of services
for children living with HIV in the design of ART
programs in Zimbabwe. Services for children living with HIV were perceived as being frequently
delivered as a vertical program, and decentralization of services was thought to have been largely
overlooked by the health sector.

National Workshop to
Disseminate Findings
Following the study, the MOHCW convened a
multistakeholder meeting to present findings from
the study. Participants discussed the current status of the national response to children living with
HIV and the implications of the study findings,
and generated detailed and wide-ranging recommendations for further action. Following the workshop, members of the study team streamlined the

deliberations and presented them as final recommendations in the study report. There are over
50 specific recommendations in 12 key areas covering both the optimal holistic continuum of care
and policy development needed to ensure that
children living with HIV are included in a national
response. These recommendations are described in
detail in the final report,1 a summary of which is
given in Box 2. It was anticipated that the MOHCW
would lead policymakers, donors, and other stakeholders to use these recommendations to inform a
concrete implementation plan.

What Has Changed?
The process of carrying out this assessment provided a legitimate platform to build momentum
among policymakers and service providers and
to continue to consider and address the challenges of providing comprehensive HIV services
for children. The objectives of the study were to
lead to a better understanding of the situation of
children living with HIV in Zimbabwe, to ensure
that children are central to the national HIV/
AIDS response, and to facilitate improvements in
service provision.
Since the study was completed in 2006, a number of recommendations have been taken up and
addressed, although much work remains to be
done. A subcommittee for care and treatment of
children living with HIV within the AIDS and TB
unit was formed at the national level during the
process of carrying out the assessment. Chaired by
the MOHCW, it has representation from different health departments, pediatricians, and international and local nongovernmental agencies and
donors. The committee meets on a monthly basis
to discuss ways to drive efforts forward and keep
momentum going. The committee has worked
on a number of the recommendations resulting from the study; however, its effectiveness has
been limited due to the other commitments of its
Leadership and Partnerships
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of HIV-positive children aged 12‑16 years, EGPAF
Zimbabwe). They were concerned about stigmatization because of their appearances (e.g., short stature,
skin rashes) and avoided disclosing their diagnosis to
friends. They placed considerable value on the support group of which they were members and considered this a place of safety. They also found religion as
a source of comfort. Mild depression was common
among this group, with many children harboring
residual sadness and guilt concerning their parents’
illnesses, deaths, and funerals.

Box 2. Recommendations from the National Situational Analysis Report
1. Strengthen prevention of HIV in children by maximizing efforts to enhance quality, integration, and access
to comprehensive PMTCT services in Zimbabwe.
2. Strengthen national leadership within the Ministry of Health to ensure that issues related to children living
with HIV are given greater priority, including securing of additional resources and developing national
guidelines, policies, and strategic plans that strengthen a multisectoral response to care and support for
children living with HIV.
3. Promote greater child participation and develop child-focused HIV programs and services, including
support and advocacy groups to protect and promote the rights of children.
4. Create an effective forum for action, coordination, and networking by establishing a coordinating body to
focus specifically on issues for children living with HIV, including for the development of guidelines and
policies, and definition of mechanisms to improve linkages between the community and the health sector
to ensure efficient use of resources while addressing the needs on the ground.
5. Strengthen linkages between relevant stakeholders by improving communication channels and
strengthening referral mechanisms.
6. Provide psychosocial support for children living with HIV through the development and roll-out of national
psychosocial guidelines, and mobilize resources to support innovative strategies addressing the holistic
psychosocial needs of children.
7. Promote wider HIV testing and counseling for children by increasing access to testing services, developing
specific guidelines that address concerns over age-appropriate consent and disclosure issues, and
supporting this by producing relevant information and training materials to build capacity in this area of
pediatric HIV management.
8. Develop national HIV/AIDS information materials for and by children to be spearheaded by a national task
force, making use of existing materials and initiatives both nationally and within the region. In addition,
information, education, and communication (IEC) materials to support caregivers in providing appropriate
care to children living with HIV should also be created and supported by a dissemination plan and
communication strategy.
9. Roll out and scale up the national pediatric HIV training programs for both communities and health workers
by finalizing training materials and mobilizing both financial and technical resources for these activities.
10. Strengthen the nutritional component of the national HIV response through the participation of multiple
stakeholders and agencies to support both supplementary and therapeutic feeding programs for children
living with HIV on a wider scale.
11. Ensure equitable access to free care and treatment for all children living with HIV by building capacity to
maintain, expand, and decentralize pediatric HIV services; advocate for and mobilize additional resources
through the national AIDS and TB unit.
12. Develop a national strategic plan for children living with HIV that establishes links with other sectors to
ensure a holistic approach to prevention, care, and treatment.

members and limited human, material, and financial resources to meet the scale of the challenge.
The national strategic plan for PMTCT and
children living with HIV has been completed,
with a focus both on the prevention of HIV in
children and on the provision of care and treatment services for mothers and children. The
plan is now being used by the MOHCW to guide
implementation, monitor progress, and mobilize
additional resources.
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National training materials addressing HIV in
children (including modules on psychosocial support, palliative care, and nutrition) have been completed to support health workers in the delivery of
ART to children. By March 2007, over 160 health
workers had been trained in comprehensive HIV
care and support for children in line with the report
recommendations. This training was completed
through a consultative, participatory process, resulting in national training materials that are “owned”
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fundamental importance if the issues for children
living with HIV are to be kept on the agenda and
sufficient resources mobilized.
Integration of services and the establishment of
a continuum of care continue to signify gaps within
the overall national HIV response in Zimbabwe.
As in many other countries, the HIV program in
Zimbabwe largely provides a vertical package of
HIV-specific care with poor linkages and evolving
referral systems. This has particular implications
for comprehensive care of children living with
HIV, as their dependency on caregivers, potential
lack of supportive caregivers, and diverse psychosocial and health needs frequently combine into
complex care scenarios. Development of an effective, integrated continuum-of-care system for children must therefore be given urgent and at least
equal priority to that of adults.
The human resource crisis being experienced
in Zimbabwe and many other countries in Africa
represents perhaps the most serious challenge
to the health-care system. Zimbabwe is facing a
“brain drain” of trained personnel to other countries within the region and beyond, as well as coping with the death of staff members themselves
from HIV. The current efforts of health workers to provide care and treatment for children in
Zimbabwe are nothing short of heroic, given the
human resource constraints within the country.
Nonetheless, the human resource crisis poses
immense challenges in further scaling up care
and treatment for children living with HIV and
ensuring quality, given the resource- and timeintensive nature of providing comprehensive
HIV care for children.
Without strategies to address the ongoing
challenges of human resources, such as task shifting or perhaps staff retention packages and an
integrated continuum of care, issues for children
living with HIV are likely to remain a low priority
on the ground.
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by those spearheading the training program. The
number of health facilities providing ART services
for children has nearly tripled, from 11 to 32 as of
July 2007, with an estimated 7,000 children living
with HIV being managed on ART in the public and
private sectors by July 2007.
Furthermore, pediatric formulations are now
being provided with donor support beyond the
initial “learning sites,” with expansion to 23 ART
sites around the country, and many both adult and
pediatric clinics are also supported with diagnostic
reagents for CD4 analysis and polymerase chain
reaction (PCR) testing. Infant diagnosis algorithms
are being finalized to support earlier identification
of infants under 18 months acquiring HIV through
vertical transmission, and PCR testing will soon
be made more widely available with support from
international donors.
In addition, affirmative steps have been taken
by at least two international nongovernmental
organizations to develop treatment literacy materials for children living with HIV. More psychosocial support groups for children are beginning to
emerge, and support for such groups is included as
part of the national strategic plan.
A focus has therefore been placed upon ensuring that some of the building blocks have been
put in place for a systems-based scale-up of HIV
services for children. It is possible to criticize the
pace at which these changes have taken place relative to adult services and to the numbers of children affected, but in Zimbabwe HIV services for
children are being given greater priority, as is evident from the increasing number of HIV-positive
children receiving care, treatment, and support
despite an increasingly difficult operating environment. Continuous effort is still needed to ensure
that the developments taking place at the national
level translate into improved services, wider coverage, and access at the grassroots level. Advocacy at
both a national and international level will be of

Conclusion
The undertaking of a national assessment has been
an important process for galvanizing stakeholders
and has proven useful in guiding the overall direction of the national HIV program, particularly as
it relates to children. This outcome, in turn, has
ensured the continued progress of scaling up services for all families infected and affected by HIV,
including children. The national strategic plan for
PMTCT and children living with HIV provides
some evidence that the assessment recommendations have, at the very least, been considered
in planning. While the country still faces limited
capacity to address all of the issues, Zimbabwe has
attempted to prioritize those that can be tackled
with available resources.
Although the recent achievements of the
national program cannot be solely attributed to
the assessment findings, the findings have certainly provided an important platform from
which to lobby, mobilize resources, and hold
the national program accountable for its performance and progress. The report has therefore
become a useful tool that can be shared with a
multitude of government departments, donors,
and stakeholders, both nationally and internationally, in order to build awareness and support
for the issues relating to children living with HIV
in Zimbabwe. Despite this exposure, the report
could and should be more widely disseminated,
particularly at a grassroots level and to children themselves. A workshop bringing together
community-based groups in which the results of
the reports were shared was organized for such a
purpose, and more opportunities for grassrootslevel exchanges are hoped for. By continuing to
present their findings to relevant stakeholders,
the MOHCW, EGPAF, and CRS hope to help
sustain the national and international momentum around the need to care for children living
with HIV.
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One of the successful outcomes of the assessment was the productive nature of the participatory processes used. As a result of these processes,
a multitude of relevant government departments
and national and international representatives of
key stakeholders and donor agencies were able to
work collectively in a meaningful way. The recommendations that were made were based on the
experiences of a wide range of practitioners and
experts familiar with the local context. Many of the
recommendations could have been very generic in
nature, but an effort was made to make them as
practical and targeted as possible. Moreover, with
so many different players involved from the outset, government departments, stakeholders, and
donors can now be reminded of their commitment
to address the issues that were raised during the
assessment. The challenge is then to ensure that
ongoing pressure is maintained; with many departments and agencies limited to narrow, traditional
mandates, this can present a significant challenge.
One of the challenges has also been to find sufficient human, technical, and financial resources to
take many of the recommendations forward. Further
attention could have been given to the “next steps”
needed to take the issues forward and translate them
into a time-bound framework. This could include
calls for formalized commitments to achieving further progress (something only partially achieved by
the national strategic plan). Donor support for pediatric initiatives still remains relatively muted compared with adult initiatives, in part because of the
prevailing economic climate within the country and
increasingly difficult operating environment.
It is, however, clear from the Zimbabwe experience that using this type of assessment should
be considered by other countries as a relatively
“nonthreatening” advocacy tool that can promote
greater dialogue, raise awareness, and be applied
as a useful planning tool. Issues for children living with HIV are all too often neglected, and such
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an assessment can also be performed by countries
as an initial step in articulating the problem, and
then facing and addressing the challenges. The
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leadership in order to be successful. Moreover, it
should not be carried out as a finite effort; concerted efforts are required to keep the issues alive
once the findings have been produced.
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Part of the Solution: Faith-Based
Responses to HIV and AIDS in Africa
Geoff Foster

P

eter Piot, head of the Joint
United Nations Program on HIV/AIDS
(UNAIDS), recently stated that the new face
of AIDS is an African woman, given that threequarters of all young Africans living with HIV are
female.1 But bearing in mind the significance of
faith-based HIV/AIDS responses, it might be more
appropriate to assert that the new face of AIDS is
an African woman of faith. Women and men of
faith and the faith-based organizations (FBOs) to
which they belong are increasingly establishing
support and prevention initiatives to assist people
affected by HIV/AIDS, especially in the most rural
and impoverished regions of Africa.
Driven by compassion and a devotion to their
faith, churches, mosques, and other faith-based
groups and individuals in sub-Saharan Africa have
responded to HIV/AIDS with spontaneous, homegrown solutions to the pressing problems lying at
their doorsteps. The solutions vary wildly in scope
and scale. Some are professionally run projects
coordinated by large religious organizations. Many
are community-level projects implemented by
congregations serving a small number of beneficiaries. Individuals are also responding as a result of
their faith—a person sharing food with a neighbor

who is dying in a nearby hut or a traditional healer
advising a client on how to avoid HIV infection.
For the most part, the work of FBOs and individuals continues unnoticed by governments, nongovernmental organizations (NGOs), and international organizations.
This chapter outlines the dimensions of and
describes the characteristics of FBO HIV/AIDS
initiatives, utilizing where possible evidence from
published studies. It explains why FBO initiatives
remain poorly understood and receive insufficient
support from government sectors and development organizations. The chapter concludes with
lessons learned in mainstreaming FBO HIV/AIDS
initiatives, suggesting ways in which external agencies can strengthen faith-based HIV/AIDS initiatives and help them align with accepted best practices and public-health strategies.
Religion is an overwhelmingly significant part
of life throughout Africa and in many other parts
of the developing world. President Mwai Kibaki of
Kenya once commented that 80% of Kenyans pass
through the doors of a church or mosque between
Friday and Sunday.2 From the educated elite to
the urban slum dweller and the village peasant
farmer, 99% of Africa’s 750 million people have a
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Family AIDS Caring Trust and Ministry of Health, Zimbabwe

religious connection. Some two million churches,
mosques, and traditional gatherings blanket the
African continent.3 Religion forms the basis for
living; helps determine attitudes, perspectives, and
decision-making frameworks; and is at the root of
the African search for well-being.4 Faith has always
shaped the ways people respond to one another.
Traditional belief systems are the backbone of
Africa’s extended families and communities and
have shaped the structure of African societies since
time immemorial. More recently, Christianity and
Islam have built on that foundation, bringing with
them new ways of looking at the individual, the
family, and society as a whole. The establishment
of modern health, education, and social welfare
services in sub-Saharan Africa was largely the
result of Christian missionary endeavors. A substantial proportion of existing service provision
and infrastructure is still provided by religious
organizations.5 Many religious groups also have a
strong commitment to social justice and a track
record of standing up for the poor and underprivileged against the rich and powerful.
Early on in the course of the pandemic, many
felt that religious organizations were part of the
problem rather than part of the solution. FBOs
were criticized for having delayed responses, failing to acknowledge the implications of rising HIV
infection rates, and taking moralistic and judgmental stances toward people living with HIV
that contributed to the creation of stigma and the
perpetuation of silence and secrecy.6 Negative attitudes of faith communities toward people affected
by HIV/AIDS are changing. FBOs are increasingly
establishing activities and programs in response to
the widely felt impacts of the AIDS pandemic. But
the negative attitudes of some FBO detractors persist. The mention of religious involvement in HIV/
AIDS activities still sometimes leads to antagonism
or even downright hostility. A regional director of
the World Health Organization has been quoted
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as saying, “The churches are impossible to work
with because they have so many agendas that are
actively hostile to HIV prevention.”7 Unfortunately,
that statement reflects the views of many working
in the field of HIV/AIDS. To strengthen effective HIV/AIDS responses, it will be important to
bridge the divide between the sacred and the secular. Agencies and government departments need
to better understand the unique contributions
religion can make to shape HIV/AIDS responses
so that they can assist FBOs to align with national
HIV/AIDS strategies.

Description of Faith-Based HIV/
AIDS Responses
Definition of a Faith-Based Organization
The United States Agency for International
Development (USAID) defines a faith-based organization as “a group of individuals who have come
together voluntarily around a stated spiritual or
belief system that informs and guides their work
together.”8 Over the past decade, the decision to
set aside a portion of U.S. government funding for
faith-based HIV/AIDS programs has led to heated
discussions about labeling groups “faith-based” in
order to access earmarked resources and has raised
suspicions of right-wing political agendas and conspiracy. These controversies have catapulted the
initials “FBO” into the HIV/AIDS arena. Some
activists erroneously discuss FBOs as if they consisted solely or predominantly of American church
organizations.
The term faith-based organization encompasses a broad range of organizations. It is helpful to distinguish different categories of FBOs to
appreciate their diversity. Worldwide, congregations—churches, mosques, and the like—constitute the majority of FBOs; most congregations
are small, with less than 100 members, and are
led by a single religious leader. Congregations are
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Scale of Faith-Based, HealthRelated Activities
It is important to remember that until relatively
recently, churches, mosques, and monasteries
were the primary healing centers in the West—
ministering to both body and soul. Many of the
best hospitals and health programs in the developed world were started by the faith community.7
Religious organizations continue to play a major
role in the establishment of health initiatives in
developing countries. Yet despite the long history
of faith-based health-care provision in Africa, no
comprehensive assessment of the scale of FBO contribution to national health-service provision has
occurred since 1963.9 It is estimated that one-third
to one-half of national health-service provision in
many African countries is provided by religious
organizations.5,9,10 In Lesotho, 40% of health-service
delivery is provided by nine Christian hospitals
and 75 health centers. In Zambia, 30% of services
are provided by 30 church hospitals and 66 rural
health centers.11 The Christian Health Association
of Kenya and Kenya Episcopal Conference support
780 church health facilities responsible for 40% of
health care in Kenya.12 Although mission hospitals
and clinics are more visible and their contribution
to the health sector is apparent, they nevertheless represent only a minority of FBOs involved
in health-related activities. Every administrative
district in sub-Saharan Africa is home to hundreds of health-focused initiatives implemented
by congregations, faith-based support groups, and
community-based organizations.13
Faith-based HIV/AIDS responses are widespread
throughout sub-Saharan Africa and have expanded
rapidly in the last decade, especially in the “AIDS
belt” of East and southern Africa. An FBO survey
conducted in six African countries found that 220 out

a
The Age of Enlightenment was an eighteenth-century movement in European and American philosophy that applied systematic
rational thinking to all areas of human activity.
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frequently supported and supervised by religious
coordinating bodies (RCBs), such as Christian
denominations and Muslim muftiats. Many local,
national, or international nongovernmental organizations are established and staffed on faith principles. Examples of those include mission clinics
and hospitals, schools, orphanages, service delivery organizations, and training facilities. Less visible yet more numerous than faith-based NGOs
are self-governing voluntary associations (e.g.,
support groups and home-based care initiatives)
and more established community-based organizations run by volunteers. While many communitybased organizations and community initiatives
have organizational values and practices that are
faith based, most are not governed by any single
religious organization.
It is wise to view the rigid classification that
specifies whether or not an organization is an FBO
with caution. The concept that religion is somehow
removed from other areas of life, such as health and
education, is a Western, post-Enlightenmenta construct that is unrelated to much African thought and
practice. Although religion and health are two distinct entities in most Western thought, that notion is
foreign to the language and beliefs of many cultures
in Africa and elsewhere. For example, the Sesotho
people of Lesotho consider that faith and health
are inextricably entwined in the single term bophelo (holistic well-being).4 Many community-based
organizations in Africa, while not considered to be
faith based, hold similar values and implement identical practices to neighboring FBOs. Organizations
may not feel it necessary to follow dictums requiring
them to formally state the spiritual or belief systems
that inform and guide their work if, like most people
in Africa, they consider religious principles to be
implicit in every aspect of one’s life.

of 464 (47%) initiatives supporting children affected
by HIV/AIDS had been established in the preceding
four years.14 A study of 28 churches in Lesotho found
that two-thirds of their HIV/AIDS responses had
been established in the preceding five years.4
The growth of support groups for people living
with and affected by HIV has been especially dramatic. Most focus on home-based care, supporting people living with HIV, and assisting orphans
and vulnerable children. Community members
established most support groups themselves without external assistance. The activities carried out
by such groups throughout sub-Saharan Africa are
remarkably similar, suggesting that their responses
are catering to existing needs.14 In Lesotho the international agency CARE estimated in a 2004 report
that there were approximately 5,000 support groups,
most of which were faith-based although independent of any specific church. Support groups are
established as a result of the economic inability of
community members to access formal health and
social services and the stressed economic situation of
local churches that prevents effective church-based
responses to HIV/AIDS. Many were established

Established
response
26%

by deeply religious people who are motivated by a
concern for the health of the community. Women
constitute a majority of members of support groups.
Most groups rely on the resources of community
members to feed, clothe, hospitalize, and medicate
patients since they are unsupported by either public health systems or churches. Support groups have
been rated by community members as being highly
effective in addressing their health and well-being in
practical ways.4
In Namibia, a national survey of 109 FBOs
found that only 13%—mostly small independent
churches—had no HIV/AIDS response whatsoever (Figure 1). Around one-quarter had “minimal” HIV/AIDS responses—typically a few volunteers providing counseling and spiritual support
and promoting awareness and prevention through
teaching abstinence and Christian marriage.
FBOs with “developing” responses were from
larger, mainline churches, such as Anglican and
Methodist as well as some larger Evangelical and
Pentecostal denominations. Congregations usually had between 2 and 15 volunteers involved
in one or two interventions, such as home-based

No
response
13%

Minimal
response
28%
Developing
response
33%

Figure 1. Level of development of HIV/AIDS responses among 109 FBOs in Namibia15
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Figure 2. HIV/AIDS activities of 109 FBOs in Namibia15
care, youth HIV prevention, or temporary shelters for orphans, with technical support provided
by an HIV/AIDS coordinator employed at the
denominational level. Around one-quarter of
FBO respondents had “established” HIV/AIDS
responses. At the congregational level, this usually meant having 10 or more trained volunteers

involved in different activities. All established
congregation initiatives were part of larger
national programs involving dedicated staff, substantial funding, training, facilities, and a range
of HIV/AIDS interventions. Most of the FBOs
implemented several different prevention, care
and support, or outreach activities (Figure 2).15
Leadership and Partnerships
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Figure 3. HIV/AIDS activities of 96 FBOs in Zambia4
Catholic AIDS Action, which represents the largest faith-based response to HIV/AIDS in Namibia,
was established in 1998 and has more than 44 fulltime staff working in nine regions. As of 2003,
Catholic AIDS Action had 110 volunteer groups
with 1,686 active volunteers offering home-based
care and counseling to approximately 3,000 households. The Evangelical Lutheran Church in
Namibia established an HIV/AIDS program that
supported 48 home-based care groups operating
with more than 400 volunteers. Another evangelical Lutheran denomination had two coordinators
supporting HIV/AIDS committees in 55 congregations with home-based care and orphan support programs involving some 1,800 volunteers in
35 congregations.15
392

Another study carried out in four regions
in Zambia attests to the scale of faith-based
responses. The study mapped 265 “entities”
delivering health, education, and other development services; 73% of these provided HIV/AIDSrelated services while 62% were faith based. Of
60 congregations surveyed, 56 (93%) offered one
or more HIV/AIDS services. Of 36 religious support groups surveyed, 32 (89%) offered an HIV/
AIDS service (Figure 3). Of nine traditional healers surveyed, four (44%) offered either HIV/AIDS
support or prevention activities. Around threequarters of the religious entities were involved
in prevention activities, slightly more than those
implementing care-and-support activities. Other
FBOs conducting HIV/AIDS activities were
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Figure 4. Responses of 358 participants at 16 workshops to the question, “What does religion
contribute to health?”4

Characteristics of Faith-Based
HIV/AIDS Responses
Intangible Contributions to Health
FBOs possess a number of significant advantages
in delivering HIV/AIDS interventions.15 When
asked, “What does religion contribute to health?”
respondents in Zambia and Lesotho considered that
“intangible” factors were the most important, ranking higher than more visible, “tangible” factors such
as comprehensive care, material support, and curative interventions (Figure 4). The principal intangible factor was spiritual encouragement, a collective
description for contributions such as “hope,” “faith,”
“trust,” “prayer,” and “spiritual counseling.” Spiritual
encouragement encompassed the way in which religion gave people the inner strength to proceed with
resilience, courage, and determination in the midst of
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mostly clinics, schools, development organizations, or denominations.4
Few faith-based HIV/AIDS responses are as
comprehensive as the Integrated AIDS Program,
an NGO established in 1993 and administered
by the Catholic Diocese of Ndola in Zambia. The
program operates in 32 shanty compounds of five
towns in northern Zambia with a total population of 400,000. Eleven different agencies, most of
which are church related, coordinate the provision
of home care to patients with chronic illnesses.
More than 15,000 orphans were identified through
the program, with 750 community volunteers providing home care to around 9,000 people in 2005;
coverage was estimated to be 77% of chronically
ill patients. Roughly 80% of identified households
were eligible for food and other welfare support
through the program.16

ill health, poverty, and misfortune. Another intangible factor was knowledge giving—the contribution of
religion in the areas of education, training, and prevention. Moral formation summed up contributions
such as “morality,” “behavior change,” “self-control,”
“positive living,” “patience,” and “temperance” and
described the way in which religion was perceived to
shape the behavior and lifestyles of people. It was the
combination of both tangible and intangible contributions to health and well-being that gave faithbased activities, in the eyes of those receiving services, an advantage over non-faith-based programs.4
Recipients of FBO health services place great value
on the intangible factors. Faith-based health services were said to provide better quality of care than
government-run services. The quality of the services
was said to result from the compassion and love that
stemmed from the religious motivation of healthcare providers, especially volunteers, and from the
delivery of medical, physical, and material support
supplemented with spiritual and psychosocial care
by faith-based providers.4 In a Kenyan study, 53% of
respondents from the general public had confidence
in church-related services, while government health
services only received a 3% confidence rating.10 A
World Bank study of 155 randomly selected healthcare facilities in Uganda found that FBOs, generally
altruistically motivated, often provided services of
better quality than government facilities.17

Volunteers
Volunteers play a central role in HIV/AIDS
responses.18 One of the most important strengths
of religious groups is their ability to mobilize large
numbers of volunteers to implement HIV/AIDS
activities. For Christians and Muslims, volunteerism stems from religious teachings that encourage followers to care for the sick, visit widows and
orphans, and feed the hungry.3 In a six-country
study of 690 FBOs in Africa, more than 9,000 volunteers were reported to be involved in the care
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and support of some 156,000 orphans and vulnerable children.14 In another study, the vast majority
of home-based caregivers were noted to be women
of faith between the ages of 25 and 50. When volunteers were asked why they had chosen to become
involved in home care work, they ranked the different motivating factors as follows:
1. I see that my neighbors are sick and many children have become orphaned, and I want to help
them.
2. It is my Christian duty to follow the teachings
of the church, including the example of Jesus.
3. I am willing to help out because I see that my
community and my nation need me.
4. As a volunteer, I want to become educated and
learn new skills that can help others.
5. I realize that today it is you and tomorrow it
may be me; becoming a volunteer will prepare
me in case my own family needs help, too.19
Experience within faith-based programming
has shown that retention rates of volunteers are
extremely high. This is especially true when sufficient training, regular supervision, and necessary
supplies are provided, even where financial incentives are lacking. An indication of the level of volunteer commitment is that only 1 volunteer out
of 800 dropped out over several years of program
history in 25 community-based orphan programs
associated with two FBOs in Zimbabwe.20 The fiscal
contribution of this army of faith-based volunteers
throughout Africa is enormous—their labor was
conservatively estimated to be worth US$5 billion
per annum in 2006, an amount similar in magnitude to the total funding provided for HIV/AIDS
by all bilateral and multilateral agencies.21

Sustainability
For centuries, religious groups have proven their
resilience and sustainability. They have continued their work despite conflicts, natural disasters,
political oppression, and disease. People of faith
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have demonstrated their commitment to respond
to human need based on the teachings of their
religion, and they do so voluntarily and over long
periods. FBOs addressing the universal need for
community and spiritual life endure for the long
term when others tire, drop out, or shift energies
to other crises. Within the context of HIV/AIDS,
FBOs typically work with smaller budgets and over
longer time frames than secular agencies, based on
a realistic assessment of what is sustainable in the
long term.
The substantial amounts of resources that FBOs
contribute to support their activities is evidence
of the sustainability of their HIV/AIDS initiatives and stands in marked contrast to programs
implemented by governments and NGOs that are
funded mostly by taxpayer dollars. A study of the
South African National AIDS Database looked
at 162 FBOs in the database. The sample was not
representative of FBOs nationally, since less than a

quarter worked in rural areas; most were projects,
social service agencies, or NGOs; and only 18 were
congregations. The study nevertheless found that
donations were by far the major source of funding for the FBOs. Congregations stood out from
other FBOs because they stated that they needed
additional resources mainly to meet basic needs,
an indication of the sustainability and service mentality of grassroots FBOs.22
A Namibian study of 109 congregations, NGOs,
and RCBs found that contributions from church
members, private individuals, and local fundraising constituted the majority of their resources
for HIV/AIDS activities (Figure 5). Seventy-nine
percent of FBOs reported that they received no
external HIV/AIDS funding whatsoever. Only
seven respondents stated that they required funds
for core support; the vast majority would like to see
additional funds used to support orphans and vulnerable children, home-based care, and prevention
Leadership and Partnerships
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Figure 5. Main sources of support for HIV/AIDS activities of 109 FBOs in Namibia15

activities.15 FBOs raise most of their own funding
locally to support their activities, which suggests
that those activities will be sustained regardless
of external funding. At the same time, FBOs were
unable to respond to increasing needs because of
lack of resources and an almost complete reliance
on contributions from people living in severely
affected communities. There is urgent need for
external agencies to develop mechanisms that
“drip feed” FBO initiatives with appropriate levels
of resources to enable them to increase their effectiveness and expand the scale of their responses.23

Individual Responses to HIV and AIDS
In addition to encouraging believers to get involved
in organization-led HIV/AIDS activities, congregations also influence members to engage in acts of
compassion in an individual capacity. HIV/AIDS
activities are frequently provided by women and
men of faith acting independently. For example,
church women might visit a sick member or nonmember living in the church neighborhood and
pray for healing without any formal call from their
religious leader.22 Such actions are spontaneous
and not specifically sanctioned by religious leaders
since they are neither centralized nor organized.
The influence of religion on HIV/AIDS responses
extends beyond FBO-implemented project activities. It is difficult, and for the purposes of grassroots religious groups, completely unnecessary,
for FBOs—even those with the most elaborate
monitoring systems—to capture data on individual
responses to people affected by HIV/AIDS.
Traditional healers are one group of individuals
that are often overlooked in discussions of faithbased responses. Studies suggest that less than 10%
of Africans are “one hundred percent” followers of
traditional belief systems.24 That low figure belies

the influence of traditional belief in African cultures. In much of sub-Saharan African, syncretisma
is common and there is a complex blending of multiple religious practices. In a study from Zambia
and Lesotho, traditional healers were noted to be
isolated from public-health and religious networks.
Most HIV/AIDS responses led by traditional healers are individual rather than being a part of an
FBO-managed activity. Traditional healers ranked
lowest—even lower than markets—as contributors
of every tangible and intangible factor contributing
to people’s health and well-being in this study. Most
study participants held Christian beliefs, and it was
noted that they were antagonistic toward traditional
healers, especially those that practiced divination.4

Prevention
Religion is an important determinant of personal
risk behaviors. FBOs have focused on promoting abstinence and marital faithfulness as effective methods of HIV prevention and for general
well-being. FBO efforts are believed to have contributed to reductions in numbers of sexual partners, delayed sexual debut, and stabilization of
HIV prevalence in countries as diverse as Uganda,
Senegal, Zimbabwe, and Jamaica.8 Lessons learned
in these countries suggest that successful national
HIV/AIDS prevention responses involve generating high levels of social capital by engaging a wide
range of actors from the state, the religious sector,
and other parts of civil society.25
Senegal’s success in maintaining national adult
HIV prevalence below 2% over several years may
have resulted in part from the prevalence of male
circumcision and low levels of alcohol consumption. Vigorous and early government response is
also thought to have played a central role. The key,
however, may well have been the mobilization of

The Concise Oxford English Dictionary, 11th edition, defines syncretism as “the amalgamation (union) of different religions,
cultures or schools of thought.”
a
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World Health Organization Studies Show Faith-Based
Organizations’ Engagement in HIV/AIDS Care Is Extensive
and Crucial
Ted Karpf
World Health Organization, Switzerland

prevention, treatment, and care than previously recognized; often about 40% of health
services are either owned or operated by
FBOs. Such services tend to operate outside
governmental planning and therefore tend to
go unrecognized or unsupported as critical
actors in the health system. Religious health
assets (RHAs), a term coined in the ARHAP
study, include hospitals, clinics and dispensaries, community congregations, support
groups, intermediary bodies, pressure groups,
media, and traditional healers. In other words,
RHAs are more complex health systems.
According to the Appreciating Assets
report, many of these expanded resources are
invisible or taken for granted as part of the
normal service structure of faith community
services. Because faith communities and family life are mutually supportive of each other,
the crucial role FBOs play in providing healthcare services is implicitly understood and recognized at the community level. Therefore,
while the research results are not surprising
to families and health-policy officials, they are
critical to those who would support family
and children’s health services. With the goal
of universal access to HIV prevention, care,
and treatment services by 2010, urgent efforts
are needed to encourage greater collaboration
among public-health agencies and faith-based
groups.
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ncreased demand on health
s ystems and the challenge to reach the target of universal access to HIV/AIDS treatment, care, and prevention services by 2010
are creating pressure to include nongovernmental actors in health care. To more effectively document what is needed, the World
Health Organization (WHO) contracted with
the South Africa–based African Religious
Health Assets Programme (ARHAP) to conduct an in-depth survey assessing the role
and breadth of health services offered by
faith-based organizations (FBOs) not often
included in public funding schemes by governments in sub-Sahara Africa. ARHAP
surveyed health-service districts in Lesotho
and Zambia and published its findings in the
report Appreciating Assets: The Contribution
of Religion to Universal Access in Africa.4
Other recent studies by WHO include
the Multi-country Study of Medicine Supply
and Distribution Activities of Faith-Based
Organizations in Sub-Saharan African
Countries, published in collaboration with
the Ecumenical Pharmaceutical Network in
2006, and Working Together: The Anglican
Response to HIV and AIDS in Africa, released
in October 2007 in collaboration with the
Anglican United Nations Office in Geneva.
All these studies consistently found that
FBOs play a much greater role in disease
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ARHAP Study Approach
The WHO/ARHAP study was undertaken by
researchers from the Interfaith Health Project
at Rollins School of Public Health at Emory
University in the United States and partners in ARHAP at the universities of Cape
Town, KwaZulu-Natal, and Witwatersrand
in South Africa. Both qualitative and quantitative information was collected at participatory workshops together with data from
WHO’s Public Health Mapping and Global
Information System (GIS) Program and
its HealthMapper and Service Availability
Mapping programs. The ARHAP study was
the first to use participatory workshops coupled with GIS technology to map RHAs in
Africa.
Study workshop participants gave high
ratings to the tangible and intangible health
services provided by many FBOs, leading
researchers to conclude that these “exemplars” could help government and other
agencies overcome common barriers to
scaling up HIV services, such as overly centralized services and lack of coordination
between different health programs. Often
methodological challenges make it difficult
to determine the exact proportion of faithbased health-care provision. Given the complex interweaving of ownership and resourcing, many FBO coordinating bodies lack
clarity on assets at their disposal.
For example, a recent WHO-commissioned
mapping study on the outreach of the worldwide Anglican Communion 26 revealed a
lack of coordinating capacity and information systems in central coordinating bodies. Only through field visits can the quantity and nature of Anglican health assets be
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ascertained. Further, many FBOs are not centrally organized; they are local faith communities responding to local needs.
FBOs can therefore be considered significant health-service providers in developing countries. If health systems are to be
strengthened, especially with a view to offering universal access to health care, many
faith-based projects and assets could be
used to meet that and other strategic aims of
national health plans.

The Value Added Is Values
The researchers worked from the premise that
religion, health, and well-being are deeply
influenced by local context and cannot be
understood as a single, simple cultural variable. They also employed a holistic African
perspective, which considers health and religion as part of an indivisible “healthworld.”
By contrast, Western-educated health leaders
and policymakers tend to think of religion and
health as being separate. The term healthworld
is derived from the Sesotho word bophelo
(Sesotho is the main indigenous language of
Lesotho), which has a range of meanings from
biological life (of humans, animals, and plants)
to the social life of individuals, families, villages, and countries. Religion and health are an
intertwined part of the social aspect of bophelo. Zambian concepts of health and religion
are very similar to those found in Lesotho.
The ARHAP study was based on the assumption that these holistic perspectives define the
health-seeking strategies of many Africans, and
it argues that the failure of health policymakers to understand the influence of religion in
African healthworlds could seriously undermine efforts to scale up health services.
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of care to people in some community, hospital, hospice, and assisted-living settings—it is
critical in relation to HIV/AIDS. Decent care
includes treatment literacy, patient advocacy,
and person-centered care, according to a
WHO consultation report from 2006.27 Decent
care not only focuses on the quality of care,
which is crucial, but also carefully considers
the input of those receiving care. In this process, care recipients help define and manage
the care they need and receive in collaboration
with health-care providers and those providing
supportive services. To successfully provide
decent care, however, health-care providers
and recipients must overcome the damaging
stigma and discrimination often associated
with particular behaviors and diagnoses.
Religious values have relatively deep and
indivisible purposes given that they seek to
promote a humane and spiritual environment
under the terms of their ethical construct with a
service philosophy that encompasses a holistic
set of practices. In addition, religious values suggest a greater range of human assets than might
be expressed in a secular economic development model. In an attempt to fulfill the physical
needs of the global population, religious tradition critiques the materialist basis upon which
development models are often built. FBOs not
only relieve poverty and bring health gains to
vulnerable communities, they also offer lesstangible means for self-fulfillment and communal well-being and offer hope for life.

Leadership and Partnerships

Leadership and Partnerships

For example, compassion is the primary
value underlying major religious systems. This
is often summarized in the ethic of reciprocity (i.e., the “Golden Rule”): Do unto others
as you would wish them to do unto you. For
persons of faith to reflect on how they would
feel if they were in the position of another is
to elicit the compassion that drives them to
act on the other’s behalf. There appears to be
a connection between beliefs in the divine origin of compassion that may cause believers to
offer compassion to others.
In caring for others, religious communities
act not only out of compassion but also out
of an ethic of decency. That ethic of decency
prescribes values and principles about how to
treat others in accordance with their humanity and establishes an imperative to abolish
conditions that would damage or degrade
people’s inherent dignity. The ethic demands
that care be provided in a way that meets
people’s individual needs and respects their
dignity and self-worth. Out of respect for the
individual’s dignity and agency, it is imperative that health-care systems and FBOs in particular provide individuals with decent care
(comprehensive or holistic care) services that
address the person’s medical, physical, mental, social, and spiritual well-being and place
him or her at the center of the services.
Although such an understanding and practice of decent care is not new—it has been a
critical component of nursing and provision
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people at all levels, including teachers, soldiers,
religious leaders, and NGOs. Religious groups,
such as Jamra, an Islamic NGO, and Sida Service, a
Christian NGO, promoted abstinence and fidelity
as methods of HIV prevention.25
In Uganda, national HIV prevalence fell from
around 20% in 1990 to 1993 to 6% to 7% in 1999
to 2000. Several studies indicate that Uganda’s dramatic reduction in national HIV prevalence was
more strongly associated with behavioral change
involving fewer partners and delay of sexual debut
than increased condom use. Evidence suggests that
the efforts of religious organizations and other
opinion leaders in Uganda—such as political leaders, school authorities, and traditional healers—
who advocated abstinence and fidelity contributed
to the observed decline in HIV prevalence. Leaders
of the main religious groups began working closely
with the Ministry of Health on HIV prevention
activities in the late 1980s. Religious groups stated
that they wished to promote “fidelity” and “abstinence” while steering clear of condom promotion
or distribution. At that time, many people working
in AIDS prevention believed that it was unlikely
that the promotion of abstinence and faithfulness
would lead to any reduction in the spread of HIV.
Nevertheless, grants were issued on the condition
that FBOs should agree not to criticize condom
promotion being implemented by other groups.
Two of the FBO projects later became involved in
some condom promotion activities. The Islamic
Medical Association of Uganda implemented
a project covering 11 of Uganda’s 45 districts.
In each district, workshops were organized for
imams from 850 mosques as well as 6,800 female
and male community volunteers. The workshops
covered sexually transmitted infections, behavior
change, safer sex, and the responsible use of condoms. Another project, implemented in five of the
27 dioceses of the Anglican Church of Uganda,
trained 863 leaders and 5,702 community health
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educators and distributed 1.2 million condoms in
the first 18 months of activities.8 A USAID-funded
evaluation of sexual behavior change among those
reached by the project found that the proportion
of adults reporting two or more sexual partners
declined from 86% to 29% among men, and from
75% percent to 7% among women; use of condoms
rose from 9% to 12%.28

Limitations of Faith-Based
Responses to HIV and AIDS
Lack of Skills
Although FBOs possess a number of distinct
advantages in delivering HIV/AIDS interventions,
they also suffer from certain limitations that hamper their effectiveness. One important constraint is
that they lack personnel with the necessary skills
to implement effective HIV/AIDS activities. When
asked what challenges they faced in carrying out
HIV/AIDS initiatives, 99% of FBOs in Namibia
identified their need for training in HIV/AIDSrelated technical skills; lack of skills prevented
FBOs from establishing or expanding their activities. The second most important identified need,
lack of funding, was mentioned by 69% of the sample.15 Having embarked on HIV/AIDS activities,
many FBOs now have an overwhelming desire to
be more effective in their responses, and developing their skills is one way in which their effectiveness may be increased.4

Limited Networking
Many FBOs function independently and do not
network with other FBO-led HIV/AIDS initiatives,
even those within their own faith grouping. In a
study of 109 FBOs in Namibia, 61% of respondents
with HIV/AIDS programs did not belong to a network or affiliation that supported their response.
An additional 19% belonged to a network but had
not received any support. Almost all respondents
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stated that they would like to be affiliated with a
network supporting HIV/AIDS work.15
A number of different types of organizations
provide networking services to FBOs responding to
HIV/AIDS. RCBs have established coordinators at
the national or subnational level to support members’ existing HIV/AIDS responses or to establish
their own projects implemented through member
congregations. Faith-based NGOs have taken on
networking roles with FBOs, such as the Zambia
Interfaith Networking Group on HIV/AIDS,
Zimbabwe Orphans through Extended Hands, and
the Church Alliance for Orphans in Namibia. Some
secular, interfaith, and inter-religious umbrella
bodies, councils, and fellowships (such as national
HIV/AIDS networks, church hospital associations,
and religious council bodies) provide members
with networking services. But with some quarter of
a million congregations alone in the AIDS belt of
East and southern Africa, FBO networking needs
are enormous. Hundreds of thousands of congregations and faith-based support groups implement
small HIV/AIDS responses, and most remain
unconnected to external sources of support.

community-based organizations that performed a
variety of functions that contributed to health. Yet
there was little connection between those groups
and the formal health sector. The notion of “multisectoral responses” is a mantra that is more an
article of faith and a statement of intent than a principle of implementation. The study recommended
that the formal health sector reorient its work so that
it could encourage and support the health development groups.14 FBOs are even less likely than other
categories of CSOs to link with government departments and are more likely to lack integration into
larger service delivery frameworks.
Funding is one way through which linkages
between government and FBOs can be strengthened. Yet none of the 18 congregations surveyed
on the South African national HIV/AIDS database received financial support from government sources.18 Only 2% of 109 FBOs in Namibia
received any financial support for their HIV/AIDS
activities from government.15

Lack of Linkages with
Government Sectors

Development practitioners and researchers have
over the years systematically avoided the subject
of religion and development.29 A 15-year review of
three leading development journals found scant
references to the topics of spirituality and religion.30 Understanding some of the reasons why
FBO responses have been overlooked might assist
external agencies to take actions to strengthen FBO
HIV/AIDS and development responses.

Religious Terminology Is Confusing
Outsiders have difficulty comprehending how religious organizations function, given an assortment
of governance structures ranging from congregational to hierarchical, as well as mystifying terminologies. These include the names of religious
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The AIDS pandemic has exposed how threadbare
collaborative responses to health really are. A study
in Lesotho of 75 religious groups with HIV/AIDS
activities found minimal integration with public
health facilities. James Wolfensohn, former president of the World Bank, summed up the situation
succinctly: “Half the work in education and health
in sub-Saharan Africa is done by the church . . . but
they don’t talk to each other, and they don’t talk to
us.”4 It is not just FBOs that lack connectedness. Civil
society organizations (CSOs) involved in health
issues generally have limited interactions with government departments. A study of one district in
Senegal identified 550 committees, associations, or

Why Faith-Based HIV/AIDS
Responses Have Been
Overlooked

leaders, the titles by which they are to be addressed,
and a bewildering array of religious organization
names such as synods, brigades, dioceses, muftiats, parishes, circuits, unions, fields, conferences,
supreme councils, national spiritual assemblies,
and associations.

Faith-Based Discourse Is “Value Laden”
Religious groups stress personal morality and individual responsibility. Their HIV/AIDS discourse is
ingrained with notions of right and wrong, good and
bad, sin and virtue, guilt and innocence. Many development and public-health practitioners engaged in
promoting safer sexual behaviors struggle with this
value-laden approach. It is as if religious and publichealth groups are talking two different languages, a
“language of faith” and a “language of development.”
Agencies wishing to work with FBOs might usefully
invest in developing the religious literacy of their
personnel utilizing a “lexicon of religious terms”
drawn from the FBO sector.4

External Assistance Might
Promote Religion
The vast majority of FBOs are nonpartisan service
providers. That is consistent with religious theologies that build missionary endeavors around
humanitarian relief and development.31 For most
religious organizations, the twin aims of humanitarian response and promotion of religion are
difficult to untangle. Many examples exist of religious organizations using development activities to influence the religious beliefs of beneficiaries. External agencies give support to FBOs to
strengthen the health or education components
of their service delivery and are frequently wary
that their resources might assist in the promotion
of religion. That leaves agencies in a difficult predicament: how much should they tolerate religious
promotion conducted through the FBO development activities that they support? Should they try
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to regulate or proscribe proselytizing? Some agencies decide not to support religious groups because
it might lead to them being accused of supporting
religious activities.
Some agencies are uncomfortable supporting
religious groups because of a social science tenet
stating that one should not impose one’s own values or religious beliefs on others; psychologists,
sociologists, and health professionals seek, in most
circumstances, to remain neutral and nonjudgmental in their practice, accepting the views and
values of their clients even if they conflict with
their own. That perspective leads many development theorists that hold a materialistic worldview
and to avoid the topic of religion “out of respect for
local culture.” But the consequence of that position
is to promote a nonreligious worldview among
local cultures that hold religious viewpoints. The
notion that secular organizations have “neutral”
religious perspectives while FBOs are “biased” is
untenable and condescending.31 If secular agencies
provide resources to religious groups with the precondition that the funds should not go to support
religious activities, the materialistic precondition
weakens the religious motivations that drive FBO
humanitarian activities, thus breaching their nonprescriptive social science tenet.

Agencies Have Concerns about
FBO Accountability
External agencies and FBOs sometimes have difficulties forging partnerships because of their diverse
working practices. Most development agencies
cannot implement partnerships that trust partners
to determine how they will use donations based on
the partner’s ongoing perception of local needs. In
an era of target-driven funding initiatives, agencies
expect partners to implement projects with clearly
defined objectives, specified activities, and measurable results. To satisfy those expectations, they
constrain their partners with agreements, plans,
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conducted at the community level by unpaid volunteers, yet insignificant proportions of the massive amounts of HIV/AIDS funding now available
trickle down to benefit the poorest—a situation
that can be characterized by the saying “Water,
water everywhere, yet not a drop to drink.”35
In the face of a pandemic with long-term repercussions, thousands of community groups with
low administrative capacity are struggling to sustain social structures. Although external funding
can indeed create dependency, reduce local contributions, and affect FBO self-reliance and sustainability, it is wrong to use such concerns to justify
why external agencies hold on to the bulk of financial resources. The provision of external funds has
the potential to build the capacity and increase the
sustainability of FBOs. It is not so much funding
as the operating practices of grantmakers that consume local capacity and undermine sustainability.

FBO Sustainability May Be Undermined

Conclusion: Strengthening
Faith-Based HIV/AIDS Responses

The awareness that external financing could damage grassroots responses may lead to agencies
being reluctant to partner with and fund FBOs. A
common criticism of development aid is that most
taxpayer development dollars from rich countries
get spent within those rich countries themselves.33,34
External agencies, rather than local organizations, determine how most development dollars
are spent. Because of institutional constraints or
the need to maintain national interests, many
donors make large grants to a small number of
contractors. Many grants involve complicated and
time-consuming application procedures, stringent
reporting requirements, and short time frames.
Local organizations are peripheral to the design of
most large projects and the proposal submission
process, and few agreements contain preconditions
to ensure local participation and local accountability for project grants. It is an anachronism that
the majority of HIV/AIDS responses are being

A great deal of public-health activity is being undertaken by religious groups that are perceived to have
several strengths, including the scale of their infrastructure, the philanthropic values that underpin their
personnel and activities, and their deep roots within
communities that inspire trust among their constituents. At the same time, there is general acknowledgment that FBO responses need to be improved and
coordinated, not just expanded. Despite the scale
of faith-based responses, the evidence base on FBO
functioning is surprisingly thin. More studies are
needed to evaluate FBO effectiveness and assess ways
of scaling up FBO HIV/AIDS initiatives.
Funders must go beyond providing funds and
reexamine and modify their operating practices if
they are to engage effectively with FBOs. They need
to ensure the development of simplified funding
mechanisms that recognize local decision making and channel small amounts of resources over
Leadership and Partnerships
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targets, reporting requirements, and supervisory
visits.32 Many FBOs, however, are used to working
autonomously and do not mirror the performance
measures and indicators demanded by secular institutions. Grassroots FBOs in particular are nimble,
operating in accordance with their perception of
local needs because of their close connection to
the communities they serve and on whom they
rely for human and financial resources. As a result
of different operating practices, external agencies
may be reluctant to work with autonomous, principled religious groups that view service to their
local communities more highly than accountability to “rich and powerful neo-colonial bureaucracies” (personal communication, religious leader in
Uganda, 2004). For their part, FBOs occasionally
decline external offers of assistance or even return
funding rather than compromise their activities
simply to fit in with donor demands.

longer periods (i.e., “drip feeds”).36‑38 In addition to
funding, agencies need to engage strategically with
FBO HIV/AIDS initiatives and help them align
with accepted best practices and public-health
strategies. Some local FBO practices are suboptimal given that religious groups have had little
contact with development organizations or publichealth systems. For example, the recent proliferation by FBOs of institutions for children affected
by HIV/AIDS is a largely inappropriate response
that has often resulted from contacts with overseas
religious groups.39
Supporting the development of local networking
initiatives is an important strategy for strengthening FBO HIV/AIDS initiatives. The formal health
sector is well placed to draw together the many
efforts at the community level to respond to HIV/
AIDS, including those of congregations and support groups.40,41 Current large-scale approaches to
HIV/AIDS, characterized by external decision making and short-term projects, are unlikely to provide
FBOs with the type of support they really need.
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Agencies wishing to work with FBOs might do well
to learn from faith-based donors, NGOs, and RCBs
that have experience in building the capacity of and
working collaboratively with FBOs.
The devastating impact of HIV/AIDS presents
us with one of the great moral challenges of our
time. FBOs are responding to the challenge with
compassion, hope, and courage, and external agencies have an extraordinary opportunity to assist
them in their response.
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The Case for Integrating Reproductive
Health and HIV/AIDS Programs
Janet Fleischman

M

ore than a quarter of a
century into the AIDS pandemic and at
the end of the initial five-year phase of
the President’s Emergency Plan for AIDS Relief
(PEPFAR), there is increasing international consensus about the imperative to target women and
girls when designing HIV/AIDS programs. With
women now constituting 60% of those living with
HIV in sub-Saharan Africa, and young women
accounting for three-quarters of 15- to 24-yearolds living with the virus in that region1, comprehensive care for women should be at the top of the
international HIV/AIDS agenda.a One of the ways
that PEPFAR and other international HIV/AIDS
initiatives should build upon this consensus is to
make the integration of reproductive health and
family planning with HIV/AIDS services a major

new priority.b Reproductive health–HIV integration presents important opportunities for PEPFAR
and national programs to expand their impact and
improve the prospects of achieving prevention,
care, and treatment goals. It is also a new way of
thinking in larger terms about how to enhance the
sustainability of PEPFAR and other bilateral and
multilateral programs and to overcome the barriers
to broader access to HIV/AIDS services.
Integration is a feasible means to achieve multiple key goals: prevention of new HIV infections
among women and girls, prevention of mother-tochild transmission (PMTCT) of HIV, reducing the
number of AIDS orphans, and supporting the reproductive rights and fertility choices of HIV-positive
women. Reproductive health and HIV services
have generally been funded separately and operated

Moreover, the core obstacles to addressing reproductive health are the same as those fueling the AIDS pandemic, including
the vicious cycles of poverty, gender-based violence, discrimination in access to education and services, and women’s lack of
control over their sexual and reproductive lives. Adolescent girls in particular bear the brunt of the intertwined issues of unintended teenage pregnancy, sexually transmitted infections (STIs), and HIV, exacerbated by intergenerational sex and sexual
violence.
b
Integration in the health sector means that a facility is offering two or more services during the same operating hours, with providers of both services encouraging clients to consider using the other service. When integrated services are not colocated, they
include a strong referral system. Services can also be integrated outside clinic settings, through community outreach, youth programs, and education activities. See Family Health International (FHI). Network: Integrating Services. Arlington, VA: FHI;
2004:23(3).
a
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Center for Strategic and International Studies (CSIS) HIV/AIDS Task Force, United States

vertically, which means that clients see a different
provider or must come on a different day for each
health service. Yet with over 80% of HIV infections
being sexually transmitted,2 addressing reproductive
health and HIV together would serve the needs of
clients and health-care providers in a more comprehensive, cost-effective, and efficient manner.3
Inevitably, some U.S. policymakers will be
uncomfortable with the premise of integrating
reproductive health and family planning into HIV/
AIDS programs, given their strong opposition to
abortion. Yet reproductive health covers a broader
range of women’s health issues, including detecting and treating STIs and supporting HIV-positive
women’s desires for safe labor and delivery.
PEPFAR officials can use new evidence from the
field to make the persuasive case that integration
represents a bridge to achieve PEPFAR’s objectives.a
With women and girls in PEPFAR focus countries
so acutely vulnerable to HIV infection, the United
States has ample motivation to ensure that its AIDS
programs recognize and address emerging gaps in
treatment, care, and prevention services. On ethical and operational grounds, those women and
girls accessing HIV testing and treatment through
PEPFAR programs have a compelling need for
reproductive health and family planning services,
especially relating to their fertility choices, just as
women and girls accessing reproductive health
and family planning services have a critical need
for HIV information and services.
Integration of services is fraught with many
challenges, notably the shortage of trained health
professionals; reductions in donor funding for
reproductive health and family planning, as well as
separate funding streams for reproductive health
and HIV; issues of provider bias, especially against

HIV-positive women who are sexually active; U.S.
congressional and policy restrictions pertaining
to both reproductive health and HIV funding and
activities; and the lack of political conviction to
date on the part of donors and national governments alike to make reproductive health–HIV integration a policy priority. In addition, reproductive
health / family planning programs have been weakened in those instances in which the response to
the HIV pandemic has drawn health professionals and resources away from reproductive health
programs. Promoting linkages between HIV programs and women’s reproductive health services is
an important way forward, and one that can help
capitalize on the increased resources available for
HIV/AIDS and supplement the limited funding
for reproductive health.
While reproductive health–HIV integration is
a logical step for PEPFAR to take in pursuit of its
goals for treatment, prevention, and care, it has
only recently begun to emerge as an important
issue. Yet this chapter shows that integration is
gaining prominence in AIDS programs and that
there are relevant examples of integrated reproductive health–HIV programs funded by PEPFAR.
One critical next step is for the Office of the U.S.
Global AIDS Coordinator (OGAC) to proactively support funding for integrated reproductive
health–HIV programs and to promote efforts to
operationalize strategies toward that end.

The Case for PEPFAR Support
for Integrated Reproductive
Health–HIV Programs
Integrating reproductive health and HIV programs
can expand entry points for accessing HIV/AIDS services, increase the efficiency and cost-effectiveness of

The goals of PEPFAR’s first five-year phase were to support treatment for 2 million people infected with HIV/AIDS, to prevent
7 million new infections, and to support care for 10 million people infected and affected by HIV/AIDS.

a
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• Data increasingly demonstrate that some
HIV-positive women, especially those on
antiretrovirals (ARVs) who are feeling better
and functioning more normally, would like to
become pregnant; many women also report
strong family pressure to have children. With
the increasing availability of PMTCT programs,
more HIV-positive women may want to become
pregnant.8 PEPFAR programs should help providers counsel HIV-positive women on the
risks and benefits of childbearing and respect
women’s reproductive choices.
• Reaching adolescent girls, including married
adolescents, with reproductive health and
HIV information and services represents a
critical challenge. This is an area that demands
greater innovation and attention, through both
facility-based approaches and other activities to
reach young people.

Promising Programs:
Examples from the Field
An increasing number of programs are integrating reproductive health / family planning and
HIV services for women and girls in affected
countries. Some of these programs focus on integrating reproductive health / family planning into
HIV prevention, treatment, and care services;
others focus on integrating HIV services into
preexisting reproductive health / family planning programs; and still others focus specifically
on reaching young people, including adolescent
girls, with reproductive health and HIV information and services. The following section provides
brief descriptions of some of the innovative initiatives in each of these categories. While there is
still a significant need to document what works
and to measure impact, these programs show the
importance of investing in operations research
and monitoring mechanisms to expand the evidence base.
Leadership and Partnerships
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programs, and help address the shortage of healthcare workers. While vertical, program-specific
approaches may be useful in some cases as a way to
maintain a clear focus, there is increasing concern
that the creation of parallel programs within the
broader health-care system can lead to duplications,
distortions, and disruptions in services.4 Reasons for
supporting integration include the following:
• Reproductive health / family planning and HIV
programs share a common target audience (i.e.,
women and girls of reproductive age), especially in countries with generalized epidemics.
By increasing entry points along the life cycle of
women and girls, PEFPAR can increase access
to HIV prevention, care, and treatment services
for vulnerable women and girls while helping to
maintain their dignity and ensure their safety.
• Integrated programs can reduce the stigma
and discrimination associated with attending
stand-alone HIV facilities.
• Integration can also help address the shortages of health-care workers, since most acutely
affected countries cannot afford to develop
parallel programs that duplicate human
resource requirements. Integration may be
a more efficient way to reach both HIV and
reproductive health goals since reproductive
health / family planning providers and nongovernmental organizations (NGOs) are already
equipped to offer services to women, including
young women involved in unprotected sex who
require information and access to services.5
• Preventing unplanned pregnancies can reduce
costs related to PMTCT services, ultimately
reducing the number of children orphaned by
HIV and in need of care and support.6,7
• Meeting the huge unmet need for contraception also has important HIV-related outcomes. Providing contraception can prevent
unintended pregnancies and mother-to-child
transmission of HIV.8

Integrating Reproductive Health Services
into HIV/AIDS Programs
There is a logical link in addressing reproductive
health concerns and health risks within the voluntary counseling and testing (VCT) setting. VCT
sites are increasingly becoming places to determine one’s HIV status and learn about HIV; in
some cases, they are also becoming places to access
reproductive health / family planning information
and services. In addition, some VCT clients, such
as married adolescents, men, and couples, may not
necessarily be visiting family planning clinics, and
VCT can help fill that gap.
Integrating Reproductive Health Services with
VCT: Webuye Hospital, Western Province, Kenya
The Kenyan Ministry of Health (MOH), with
support from Family Health International (FHI)
and other partners, is testing a national strategy
for integrating family planning and VCT services.
This strategy followed a 2002 assessment that
found that few VCT providers were referring clients for family planning services, despite the fact
that some VCT clients wanted to prevent pregnancies and that most VCT providers and clients in
the study supported integrating family planning
services within VCT clinics.
In late 2004, the MOH, with support from FHI,
the AMKENI project, and Jhpiego, and with funding
from PEPFAR, began integrating family planning
into VCT and antiretroviral therapy (ART) services
in over 60 centers throughout Kenya, including
Webuye Hospital in the Bungoma district of
Western Province. VCT sessions now include family planning information, with oral contraceptive
pills and condoms provided free of charge. Other
family planning methods are available through
referral to the Maternal and Child Health (MCH)
department in another part of the hospital building. The program staff have reported an increased
uptake in reproductive health services since they’ve
412

been integrated, although they acknowledge that it
is difficult to attribute the uptake solely to the integrated services (Webuye Hospital staff, oral communication, February 2006).
Integrating HIV Care with Antenatal Care
Services: The Reproductive Health Research Unit
at Johannesburg General Hospital, South Africa
The Reproductive Health Research Unit (RHRU) of
the University of the Witwatersrand established an
ART clinic in the department of obstetrics and gynecology at Johannesburg Hospital, funded by PEPFAR
and the South African government. By setting up a
pilot ART clinic within the obstetrics department
of an antenatal clinic, the project is able to provide
reproductive health and HIV services to its antenatal
clients, and to rapidly initiate pregnant women on
ARVs with close monitoring and support.9

Integrating HIV/AIDS Services into
Reproductive Health Programs
Integrating HIV/AIDS services into reproductive
health programs offers many benefits to clients,
not least of which are the opportunities for women
to learn their HIV status and access services
before they fall ill or pass the infection on to their
unborn children. Too often, people are referred
to VCT only after they become sick, contributing to high AIDS-related morbidity and mortality.10 Integrating services may also increase family
planning uptake, which would help reduce vertical
transmission. Finally, linking family planning and
HIV services helps to address the sexual and reproductive health needs of people living with HIV.
Using reproductive health, including antenatal clinics, as an entry point for HIV services
increases access for women and girls by expanding the number of HIV service delivery outlets. In
Kenya, for example, 90% of women receive antenatal care from a trained medical provider, providing a good opportunity to reach large numbers of
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Integrating HIV Care, Treatment, and
Prevention with Reproductive Health:
Family Health Options Kenya
Family Health Options Kenya (FHOK; formerly Family Planning Association of Kenya), an
International Planned Parenthood Federation (IPPF)
member association,a has introduced HIV prevention, care, and treatment into its reproductive health
program. Given that the program reached over
32,000 women with family planning services in 2005
(Joachim Osur, MD, FHOK, oral communication,
February 2006), it has the potential to provide a useful entry point for HIV services. The FHOK model
offers the opportunity to roll out HIV prevention
and care services through established reproductive
health clinics. The program has the added advantage
of being able to link with existing community networks. The entry point can be family planning, VCT,
PMTCT, or medical treatment. FHOK is also able to
reach newly married women with HIV information
and services when they come for family planning,
antenatal, and postnatal care.
The FHOK ARV program started in 2005, and
as of 2007 had 30 women on treatment in Nairobi
and 73 total at its four sites (FHOK staff, oral communication, February 2007). Other women had

been identified as HIV positive but were not yet
eligible for ARVs. These women are being followed
at the clinic.
Integrating VCT into Family Planning: Population
Council in Northwest Province, South Africa
This PEPFAR-supported project seeks to increase
access to quality HIV and family planning services
by integrating VCT into family planning in South
Africa’s Northwest Province. Given the relatively
low uptake at stand-alone VCT sites, and that some
40% of reproductive health clients present with
STIs, the aim was to improve VCT access, increase
the use of dual protection, and continue to offer
quality family planning services. The pilot project
has set up two models, which differ in the degree of
integration: high-integration clinics provide preand posttest counseling and rapid tests by family
planning providers in the family planning counseling room, while low-integration clinics refer
family planning clients for VCT services, on-site
but in a different room (Saiqa Mullick, Population
Council, oral communication, May 2006).
Integrating HIV/AIDS Services, Including VCT,
with Reproductive Health: Family Guidance
Association of Ethiopia
The Family Guidance Association of Ethiopia
(FGAE), an NGO in Ethiopia, is an IPPF member association. In 2002, based on an assessment
of client needs and preferences, FGAE expanded
its reproductive health services to include HIV/
AIDS services. While reproductive health services are usually used by women and girls, the
HIV component has attracted men not usually
targeted by reproductive health programs. FGAE

IPPF, the largest organization focused on sexual and reproductive health issues, has 150 member associations working in
167 countries; IPPF is also active in a further 15 countries where there is not currently a member association. See http://www.
ippf.org. Because IPPF advocates for liberalized abortion policies, the work of many of its member associations on unsafe
abortion has suffered or been neglected as a result of the U.S. Mexico City Policy, which denies reproductive health funding to
foreign NGOs that support, provide, or refer for abortions.

a
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women with HIV information. In addition, 40% of
women in Kenya deliver in a health facility, which
provides an additional opportunity for HIV integration. Though only small numbers of Kenyan
women receive postnatal care, some 75% of children under five years of age are immunized, which
provides another opportunity to reach the mothers
and their potentially HIV-exposed babies in a safe,
nonstigmatizing environment.11

reports having had over 40,000 VCT clients in
2005,a making it the country’s largest VCT provider after the Ethiopian government. FGAE
has implemented different integration models:
facility-level integration, where HIV and family
planning services are colocated in the same facility and clients are referred to a different part of
the facility for different services; room-level integration, where HIV and family planning rooms
are rotated weekly to avoid the problem of clients being identified as seeking VCT services; and
counselor-level integration, where health providers offer both HIV and family planning services
in the same session.12

Examples of Programs Reaching
Adolescent Girls
Family Health Options Kenya
FHOK is working to make its VCT sites youth
friendly and to attach youth resource centers to
its clinics, thereby linking reproductive health
and HIV information and services. Its outreach
activities include having teams of young people go into communities and visit schools and
churches to provide information about HIV/
AIDS. FHOK also provides outreach VCT services, and individuals who test positive are
referred to the clinic. Outreach VCT services are
offered in Nakuru, Eldoret, Kisumu, Mombasa,
Nairobi, and Thika. FHOK is finding that its
integrated youth centers are experiencing good
uptake of reproductive health and HIV services.
Between 2004 and 2006, some 9,000 girls were

counseled and tested for HIV at the organization’s six sites (Edward Marienga, FHOK, oral
communication, February 2006).
Family Guidance Association of Ethiopia
FGAE youth centers in Bahir Dar and Nazareth
offer diagnosis, treatment, information, counseling, and services relating to family planning, STIs,
HIV/AIDS, emergency contraception, pregnancy
tests, postabortion care, treatment of opportunistic infections, and other medical services. The
centers also offer VCT, and they have found that
more girls than boys are accessing these services.b
The centers offer recreational and entertainment
facilities as well as library services. To address the
problems of out-of-school youth facing poverty
and unemployment, FGAE youth centers provide
some skills-training, assertiveness-training, and
leadership-training programs. The centers also
sponsor posttest clubs for HIV-positive young
people, as well as girls clubs, which are a way to
overcome girls’ reluctance to come to centers
dominated by boys. The girls clubs also reach out
to vulnerable girls, including sex workers, housemaids, and street children, with information about
HIV/AIDS and family planning.15
loveLife, South Africa
loveLife is South Africa’s national HIV-prevention
program for youth, promoting healthy living to
reduce HIV infection and unwanted pregnancy
among young people aged 12 to 17.c loveLife combines national-scale clinical and community-based

Between January and December 2005, FGAE tested 40,692 clients—20,812 female and 19,880 male. Of those, 4,573
(2,863 female and 1,710 male) were HIV positive (FGAE, Addis Ababa, Ethiopia, unpublished data).
b
According to data from FGAE, between June 2002 and June 2004, a total of 15,028 young people were tested, of whom 8,628
were female.
c
loveLife was launched in late 1999 by a consortium of leading South African NGOs in partnership with the South African
government and major South African corporations, including the South African Broadcasting Corporation, and with the support
of private U.S. funders. loveLife has been funded by the South African government; the Kaiser Family Foundation; the Bill and
Melinda Gates Foundation; the Nelson Mandela Foundation; the Global Fund to Fight AIDS, Tuberculosis and Malaria (Global
Fund); and more than 20 private South African corporations. The Global Fund, whose grant accounted for one-third of loveLife’s
funding, withdrew its funding in late 2005.
a
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PMTCT as an Entry Point for
Reproductive Health Services
PMTCT programs provide an essential entry
point to address women’s family planning needs
and fertility intentions during antenatal and
postnatal care. Too often, however, PMTCT
programs miss this opportunity. Despite the fact

that most PMTCT programs are offered within
existing maternal and child health facilities, little
family planning counseling appears to be provided, and the extent of integration with other
services varies widely.13
The World Health Organization (WHO)
framework for PMTCT highlights the importance
of family planning in HIV prevention.b The framework focuses on preventing HIV in young women,
avoiding unintended pregnancies in HIV-positive
women, providing ARVs to prevent vertical transmission (as well as safe delivery and support for
safer infant-feeding practices), and providing
care and support to mothers and their families.
However, PMTCT programs have traditionally
focused on providing ARVs, while family planning
has been an underutilized intervention.
Yet little family planning is being offered as
part of PMTCT programs because PMTCT services are largely limited to HIV testing in antenatal
care and the provision of ARVs to those who test
positive. Family planning discussions are limited
in antenatal care due to the fact that family planning messages in this context often do not result in
contraceptive uptake, since women are focused on
pregnancy and childbirth, not on preventing pregnancies. The ideal would be to provide family planning services in the early postpartum period, but
family planning programs have struggled for years
to reach women with postpartum family planning services, especially in areas where few women
deliver in health facilities. It is therefore essential
to develop strategies to provide a continuum of
care and access to services in order to reach more
women during the early postpartum period, since
this period is critical for PMTCT and reproductive
health / family planning interventions.

T he four prongs of PMTCT include primary prevention of HIV; prevention of unintended pregnancy in HIV-positive women; preventing HIV transmission from HIV-positive women to their children; providing care for HIV-positive mothers and their infants.14

b
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services and outreach programs with a sustained
multimedia education and awareness campaign.
loveLife’s “franchises,” which implement loveLife
programs locally, include youth-friendly public
clinics, multipurpose youth centers (at least one
in each of South Africa’s nine provinces), schools,
and community-based organizations. Key elements of loveLife include a community-level HIVprevention education and youth mobilization program led by national corps of 18- to 25-year-old
“groundbreakers” and volunteer peer motivators
(mpintshis); the National Adolescent-Friendly
Youth Clinic Initiative (NAFCI), which has established youth-friendly HIV-prevention services in
many government health clinics; a national network of youth facilities (“Y Centers”); loveLife
games, a school sports competition; and a sustained multimedia HIV and AIDS education and
awareness campaign. At the end of 2005, loveLife
was reaching over half a million young people a
month, including 300,000 young people seeking
information and counseling via loveLife’s toll-free
helpline16 (David Harrison, CEO, loveLife, oral
communication, February 2006). In the public
clinics that are part of loveLife’s youth-friendly
program (NAFCI), more girls than boys access
services. Most girls access family planning services
but are also referred to VCT by the family planning counselors.17

Recommendations for
Strategic Integration
The United States, bilateral and multilateral donors,
and national governments have an important
opportunity to enhance the sustainability and effectiveness of their programs by promoting greater
integration of reproductive health and HIV services. This approach helps to meet program goals
and improve the quality of programs, while also
addressing the compelling needs of women and girls
in regions severely affected by the HIV pandemic.
This is a crucial time to reflect on the evolution of
the pandemic and to apply the lessons learned in
order to strengthen strategies to integrate reproductive health and HIV/AIDS services. In addition to PEPFAR, national and international AIDS
programs should implement proactive strategies to
move forward with reproductive health–HIV integration; they can begin in five key priority areas.
1. Communicate with country programs and
partners.
• Formulate written instructions and guidance
to country teams and partners outlining
the importance of programs that integrate
reproductive health and HIV, and provide
information about how to meet the reporting
requirements of different funding streams in
integrated programs.
• Encourage the Global Fund to make reproductive health–HIV integration an essential component in its HIV/AIDS proposals.
This means providing technical guidance on
integration and designing indicators for the
monitoring and evaluation toolkit.
• Solicit successful examples of reproductive
health–HIV integration and wraparound servicesa from country programs and partners.

• Support collection and evaluation of strategic information on integrated programs to
inform scale-up of programs.
2. Incorporate reproductive health / family planning components into existing HIV programs, and incorporate HIV services into
existing reproductive health / family planning
programs.
• Expand work with HIV-positive women to
support their fertility decisions and respect
their reproductive rights. Determine clients’ reproductive intentions in order to
provide appropriate information and services within the context of VCT, PMTCT,
and ART services; identify operational barriers and gaps in providing family planning
services within HIV services; and provide
informed-choice counseling.
• Include family planning and reproductive
health as part of an essential package of HIV
services, and colocate services wherever
possible.
• Encourage ART programs that incorporate family planning components during
scale-up, and proactively provide information and family planning methods, backed
by guidelines and protocols. Working with
country programs and partners, ensure that
ART protocols include family planning, and
ensure that adequate counseling and access
to family planning and reproductive health
services are available at ART sites.
• Support additional training in family planning and reproductive health for VCT and
ARV providers. At the same time, family
planning providers should receive basic training in HIV and VCT.

“Wraparound” funding and services refer to ways that PEPFAR funds can be leveraged with other programs that are supportive
of HIV/AIDS programs, such as nutrition, family planning services for women with HIV, education, and microeconomic activities.

a
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and cervical cancer screening. Increase the
capacity of service providers to address the
reproductive wishes of HIV-positive women.
• Support training for PMTCT service providers that includes additional training on family
planning and reproductive health issues.
5. Make the case for integration to national and
international policymakers.
• A growing body of evidence points to the
important benefits of integrating HIV services
with family planning and reproductive health
services. These benefits include the expansion
of entry points to reach those most at risk, a
reduction in mother-to-child transmission of
HIV, more efficient use of existing infrastructure and health personnel, and a contribution to long-term, sustainable national HIV
responses and other health services.
• PEPFAR officials should bring the attention
of Congress, the administration, and the U.S.
public to this growing body of evidence supporting integrated strategies, and build support for a streamlined approach that successfully addresses both reproductive health and
HIV imperatives.
• The Global Fund should be pressed to provide resources and support for reproductive
health–HIV integration programs and to
prioritize proposals that focus on integrated
services. As part of this, the Technical Review
Panel (TRP) and the Country Coordinating
Mechanisms (CCMs) should include members with expertise in reproductive health–
HIV integration.
• Bilateral donors, United Nations agencies, and independent foundations should
improve coordination to support leadership
for and financing of reproductive health–
HIV programs.
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3. Reach and solicit input from those most affected
by HIV and AIDS.
• Include women’s health advocates and networks of women living with HIV in HIV/
AIDS programming and resource allocation decisions.
• Expand youth-friendly health services for
young people, including adolescent girls.
Criteria for youth-friendly services should
include involvement of young people,
affordability and availability at convenient
times, inclusion of skills training and assertiveness building for prevention, and extensive work with service providers to sensitize
them to the special needs of young people
(as nurses’ attitudes are widely seen as one
of the greatest deterrents to young people
accessing services).
• Ensure that health worker and client needs
are being solicited and evaluated in order to
continually improve services and efficiency.
4. Expand PMTCT coverage and strengthen
linkages with reproductive health and family
planning.
• Call for country-specific strategies to
increase PMTCT coverage and to strengthen
linkages with maternal and child health and
reproductive health programs. Such strategies should also address barriers that women
face in accessing PMTCT programs and
postnatal care services, including lack of
education, stigma and discrimination, fear
of violence, distance to health facilities, and
cost of services.
• Ensure that women accessing PMTCT services receive a minimum package of reproductive health services, including information
about preventing unplanned pregnancies,
contraceptive commodities, and Pap smears

Conclusion
The innovation and richness of the field experiences profiled in this chapter show that moving
forward with reproductive health–HIV integration
offers great promise. The valuable evidence that is
emerging from these programs demonstrates that
a new threshold has been crossed, exposing a critical new dimension of the global response to the
HIV/AIDS crisis.
At a time when many policymakers, experts,
and advocates are debating whether funding for
HIV/AIDS is undermining other critical health priorities—including child survival, maternal health,
and family planning—promising approaches to
integration illustrate both the important overlaps between these sectors and ways in which the
greater integration of services can help strengthen
the health sector overall. Reproductive health–
HIV integration represents the kind of efficiency
and long-term cost-effectiveness that should make
it a priority area both for PEPFAR and for other
international AIDS-funding institutions.
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With women increasingly bearing the brunt of the
AIDS pandemic, especially in sub-Saharan Africa,
this is a critical time to focus on new opportunities
to ensure the success of prevention, care, and treatment programs. The field experiences under way in
numerous countries provide innovative examples of
approaches that have been implemented and that
point the way forward for global AIDS policy.
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Approaches to Linking HIV
Prevention, Care, and Treatment
with Sexual and Reproductive
Health Services
Michael T. Mbizvo

T

he linkage or integration of
sexual and reproductive health services to
HIV prevention and care, particularly in
sub-Saharan Africa, is increasingly being highlighted as a critical strategy to increase the overall
effectiveness of the HIV and AIDS response and
to ensure the success of programs to improve sexual and reproductive health. In many settings with
a high prevalence of HIV, sexually active people
have regular contact with the health-care delivery
system for reproductive-health-related services.
Providers working in sexual and reproductive
health already have regular contact with millions
of women who are at the center of the global HIV
pandemic; increasingly, this contact is expanding
to adolescents and to men. Therefore, sexual and
reproductive health services provide an opportunity and a platform upon which interventions for
HIV prevention, care, and treatment can be built.
These interventions include voluntary counseling
and testing (VCT) for HIV, condom promotion,
management of sexually transmitted infections
(STIs), contraceptive services and dual protection

from unintended pregnancy and STIs (including
HIV), and prevention of mother-to-child transmission (PMTCT) of HIV services.
Conversely, HIV and AIDS services offer an
opportunity for increasing access to sexual and
reproductive health services. People at risk of infection or already living with HIV can be given access
to vital sexual and reproductive health information and services. For instance, models suggest that
contraceptive uptake to prevent unintended pregnancy among HIV-positive women is potentially
an effective and less costly intervention to prevent
mother-to-child transmission of HIV than antiretroviral (ARV) prophylaxis.1
In general, integrating HIV prevention and
care with sexual and reproductive health and family planning services, where appropriate, can help
decrease stigma associated with HIV and AIDS,
while simultaneously addressing the existing need
for both types of services. Making such services
available in nonstigmatizing environments serves
to further promote access to these critical interventions while increasing their overall effectiveness.
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World Health Organization, Department of Reproductive Health and Research, Switzerland (current affiliation)
University of Zimbabwe Medical School, Zimbabwe (former affiliation)

Box 1. Rationale for Linkages or Integration of HIV Prevention and Care with Sexual and
Reproductive Health Services
n

Serves the same target population: sexually active men, women, and young people

n

Promotes safe and responsible sexual behavior (behaviors that prevent HIV also prevent STIs)

n

Potentially increases dual protection and condom use

n

Reduces mother-to-child transmission and stigma of HIV/AIDS

n

Minimizes missed opportunities for increasing service uptake, access, and coverage for underserved,
vulnerable, and high-risk groups

n

Builds on existing programs, structures, and institutions and promotes universal access to each

n

Provides tailored sexual and reproductive health services for people living with HIV

n

Potentially saves costs, eliminates duplication, and promotes coordination and efficiency

n

Targets unprotected sex—the common denominator of HIV, STIs, and unplanned pregnancy

n

Potentially increases impact on HIV prevention, quality of care, and user convenience

Operational Definitions
The following terms are used throughout this
chapter:
Integration. The impetus for integration of services related to reproductive health emerged from
the 1994 International Conference on Population
and Development and is based on the need to offer
comprehensive reproductive health services simultaneously. It implies that individuals with several
reproductive health needs can be served within the
same facility.
Linkages. Linkages are alternative ways of combining services, including creating opportunities
for systematic referrals between programs. When
interventions are linked, it implies that they can
be combined, connected, or systematically tied so
that users can be served within the same facility or
referred for complementary services. Linkages can
extend to program operations and policy frameworks to reflect coordination between programs.
Thus, linkages between sexual and reproductive
health and HIV can be based on programmatic,
behavioral, or service interventions in addition
to their biological linkage. This chapter addresses
linkages mainly in the context of service provision
or program operations.
422

Synergies. Synergies are the combined outcomes of integrated or linked services that are
greater than the outcomes of individual services.

International Commitments
to Integration and Linkages
Over the past decade, the international community
has renewed its calls for the integration and strengthening of linkages between sexual and reproductive health services and strategies, and services for
HIV prevention and treatment. In June 2006, at the
United Nations General Assembly Special Session
(UNGASS) on HIV/AIDS, member states acknowledged “the need to strengthen policy and program
linkages and coordination between HIV and sexual
and reproductive health.”2 However, the benefits of
these linkages have not been fully realized, due in
part to the lack of policies and programs and normative guidance on what constitutes effective linkages.

Opportunities for
Operationalizing Linkages,
Experiences, and Indicators
Linking health-care services or offering integrated
approaches provides opportunities for health-care
providers to address the broader health and social
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Box 2. International Commitments to Reproductive Health–HIV/AIDS Integration and Linkages
United Nations General Assembly World Summit (2003)3
At this high-level plenary meeting of the United Nations General Assembly, heads of states and governments
committed themselves to “achieving universal access to reproductive health by 2015.” They advised that
universal access to reproductive health information and services would have far-reaching effects for both the
maternal health and child health Millennium Development Goals (MDGs) and for virtually all other goals,
including those for HIV/AIDS, gender, education, environment, hunger, and income poverty.
The Glion Call to Action on Family Planning and HIV/AIDS in Women and Children (2004)4
The Glion Call to Action emphasized the global emergency created by HIV/AIDS and sexual and reproductive
ill health; the urgent need for much stronger links between sexual and reproductive health and HIV/AIDS
policies, programs, and services; and the centrality of these intersecting efforts toward the achievement
of the MDGs. The Call to Action recommends actions to strengthen the potential synergies between family
planning and programming for PMTCT. When implemented alone, PMTCT programs are estimated to reduce
transmission by 2%–12%. Preventing primary infection in women and unintended pregnancy among women
living with HIV, however, has intrinsic benefits to women and could decrease the proportion of infants infected
by HIV by 35%–45% in some countries.
The New York Call to Commitment: Linking HIV/AIDS and Sexual and Reproductive Health (2004)5
A global consultation drafted the Call to Commitment, urging stronger efforts to ensure universal access to
sexual and reproductive health services and an effective global response to HIV by making these initiatives
mutually reinforcing. The conveners recognized that without these efforts, the MDGs adopted by the United
Nations in 2000 would not be achieved.

needs of their clients. In so doing, providers can anticipate the need for, and ultimately provide, services
beyond those which the client originally sought.

Reproductive Health Services
Reproductive health services are often provided
within the primary health-care system. The key
components of reproductive health services, as
defined in the World Health Organization (WHO)
Global Reproductive Health Strategy, 6 include
improving antenatal, delivery, postpartum, and
newborn care; providing high-quality services
for family planning, including infertility services; eliminating unsafe abortion; combating STIs
(including HIV), reproductive tract infections,
cervical cancer, and other gynecological morbidities; and promoting sexual health.

National reproductive health program strategies should include policies on HIV prevention
and care, with integration or linkages supported
at various levels (e.g., policy, program, and service
delivery levels). Such linkages can be assessed and
monitored by including indicators that capture the
key elements of integration, as proposed in Table 1.
Such indicators can also be used to spur or trigger
action and thus serve as input indicators, or they
can be used during implementation as process and
outcome indicators.

Primary Health-Care Services
Entry points for HIV prevention and care exist
within reproductive health services offered as part
of primary health care, or within individual components of reproductive health services. Proposed
Leadership and Partnerships
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World Health Organization World Health Assembly (2004)6
The 57th World Health Assembly, comprising health ministers of 192 member states, adopted the World Health
Organization’s first Global Reproductive Health Strategy. Five target activities are included in the strategy, each
of which can contribute to strengthening research as well as policy and programmatic aspects of linkages
between sexual and reproductive health and HIV.

Table 1. Indicators of Linkages between Sexual and Reproductive Health and
HIV/AIDS Programs (WHO)7
Type of
Indicator

Suggested Indicators of Linkages

Policy

n

n

Social
determinants

n

n

Access: service
availability

n

n

Access:
information

n

n

Use of services

n

n

Outcome/
impact

n
n

Existence of a national reproductive health strategy that includes HIV prevention, care,
and support
Existence of a national behavior change strategy for HIV prevention and care within
sexual and reproductive health policies and programs
Proportion of HIV-discordant couples using condoms and treatment for prevention of
partner infection
Proportion of primary health-care service delivery points that (a) are adolescent
friendly and (b) promote male involvement in sexual and reproductive health
Number of sites per 500,000 population offering sexual and reproductive health
services—including HIV prevention, care, and support—as part of essential basic
health care
Proportion of primary health-care service delivery points that offer (a) three or more or
(b) six or more of the following sexual and reproductive health and HIV/AIDS services:
family planning, antenatal care, postnatal care, STI services, VCT, provider-initiated
testing and counseling (PITC), PMTCT, ARVs, cervical cancer screening, and prostate
cancer screening
Incorporation of sexual and reproductive health and HIV prevention within lateprimary and secondary education curricula
Proportion of primary health-care service delivery points that offer (a) VCT, including
follow-up of partners for treatment and counseling, and (b) behavior change
communication (BCC)
Proportion of HIV-positive antenatal women receiving (a) appropriate ARV, and
(b) PMTCT services at delivery
Proportion of partners of HIV-positive or syphilis-positive antenatal women receiving
appropriate treatment and counseling
Prevalence of HIV among antenatal clinic attendees
Incidence of HIV transmission from women with HIV to their infants

linkages for curbing the spread of HIV or improving
sexual and reproductive health include health systems and community-level linkage through appropriate health education and promotion activities and
community outreach activities. Services that can
be integrated with or linked to primary health care
include behavior change communication (BCC),
VCT, maternal and child health (MCH) services,
cervical cancer screening and treatment, diagnosis
and treatment of STIs, and family planning.
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A proposed framework for service linkages to
increase access to HIV prevention and care within
primary health care and thus to improve the quality of sexual and reproductive health is shown in
Figure 1.7
Indicators to monitor linkage of primary healthcare services include the following:
• Proportion of primary health-care services
offering family planning, including condoms
and HIV counseling, testing, or referral

From the ground up: Developing Pathways and Partnerships

Existing
Services

Proposed
Linkages

Expected
Outcome

Family planning
services
STI services
Primary health-care
services

Cervical cancer
screening
VCT

Increased access
to HIV treatment
and prevention
Improved quality of
sexual and
reproductivehealth services

BCC
STI = sexually transmitted infection; VCT = voluntary counseling and testing; BCC = behavior change communication

• Proportion of primary health-care services
offering HIV and STI counseling, testing, or
referral
• Proportion of primary health-care services
offering cervical cancer screening
• Proportion of primary health-care services promoting/providing BCC

Family Planning Services
Many countries have integrated family planning services within primary health care, in addition to providing vertical family planning services. Integration
of HIV prevention and care, in particular VCT,
within stand-alone or integrated services, reduces
stigma associated with stand-alone HIV facilities and
serves a common client: individuals of reproductive
age at risk of unintended pregnancy or infection.
According to the 2004 Joint United Nations Program
on HIV/AIDS (UNAIDS) annual report, nearly half
of all HIV-positive persons are child-bearing-aged
females and are both sexually active and in need of
contraceptive services. Access to and utilization of
family planning by HIV-positive women who are

not intending to get pregnant is a major pillar in
PMTCT. Features of an integrated family planning
service are shown in Figure 2.7
Indicators to monitor family planning linkages
include the following:
• Proportion of family planning service sites
offering counseling and HIV testing or referral
• Proportion of family planning service site users
counseled on HIV and referred or tested
• Proportion of people using any family planning
method who plan to use condoms (for family
planning, STI, or HIV prevention)
• Proportion of family planning service site users
receiving BCC
• Proportion of family planning service site users
counseled, referred, or treated for STI

Maternal Health-Care Services
Entry points for HIV prevention and care within
maternal health-care services include providing
services to women during antenatal clinic (ANC)
intrapartum and postpartum care, such as VCT and
PMTCT (Figure 3). Such services should include
Leadership and Partnerships
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Figure 1. Proposed linkages of HIV prevention and care to primary health-care services

Existing
Services

Proposed
Linkages

Expected
Outcome

VCT
BCC
Family planning
services

Condom promotion
STI services

Increased access
to HIV treatment
and prevention
Improved quality
of family
planning services

Adolescent-friendly
alternatives
VCT = voluntary counseling and testing; BCC = behavior change communication; STI = sexually transmitted infection

Figure 2. Proposed linkages of HIV prevention and care to family planning services

Existing
Services

Proposed
Linkages

Expected
Outcome

PITC
PMTCT
ANC and
delivery services

Family planning
STI services

Increased access
to HIV treatment
and prevention
Improved quality of
sexual and
reproductive
health services

Male
involvement
ANC = antenatal care; PITC = provider-initiated testing and counseling; PMTCT = prevention of mother-to-child transmission;
STI = sexually transmitted infection

Figure 3. Proposed linkages of HIV prevention and care to maternal health-care services (ANC and
intrapartum care)
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Box 3. Lessons from the Field: Primary Health-Care Linkages
The following perspectives come from a number of different programs linking reproductive health
with HIV/AIDS services in resource-limited settings.
“In a context of limited resources, integration of reproductive health and HIV care services is a cost-effective
and sustainable approach and provides synergy of actions. In Kenya, the Division of Reproductive Health
and the National AIDS and STI Control Program in the Ministry of Health jointly run the respective services.
The rationale and motivation include high burden of disease, limited resources, same population being
targeted, and activities implemented by the same staff. Initially, integration had mainly focused on PMTCT,
family planning and VCT, and integration of RTIs [reproductive tract infections] into reproductive health settings. Newer areas include adolescents and youth programs and integration of gender issues into reproductive health / HIV activities. Enabling factors include a conducive structure, such as both programs report to
the Department of Preventive and Promotive Health Services; HIV/AIDS is a component within the country’s
reproductive health strategy; majority of those targeted by HIV/AIDS programs are people with reproductive
health needs; resources for HIV/AIDS have been on the increase.”8
“In Nigeria, condoms are distributed within all PHC [primary health-care] services in the country, but services
are not yet fully integrated. Since 2006, partners are supporting the process of integrating HIV prevention and
care within PHC services.” (Dr. O. Odujinrin, questionnaire response, 2007)
“In Zambia, PHC services include HIV prevention and care. Some facilities have integrated VCT services, while in
some, there is only counseling, and clients are referred to testing sites or to NGOs [nongovernmental organizations] within the community.” (Mrs. P. Kamanga, questionnaire response, 2007)
“In Sudan, VCT/ART [antiretroviral therapy] sites are located within hospitals in the states. Only a few are also
located at a PHC-level facility. There are no data being collected to measure the effectiveness of the linkage of
services but rather general program performance.” (Dr. A. Alagabany, questionnaire response, 2007)
“In Uganda, HIV services are linked to and not integrated within PHC services. It overloads the system because
it requires relatively well-trained service providers to be able to do VCT, together with the other PHC services at
service delivery points. The resources are not enough to cater for the massive numbers that require the service.”
(Dr. O. Sentumbwe-Mugisa, questionnaire response, 2007)

or link to family planning, STI services, and male
involvement. PMTCT services should include
the four-pronged approach comprised of (1) primary prevention of HIV infection among women;
(2) prevention of unintended pregnancies among
women living with HIV; (3) prevention of HIV
transmission from women living with HIV to their
infants; and (4) provision of treatment, care, and
support to mothers living with HIV, their infants,
and their families.
Indicators to monitor progress include the
following:
• Proportion of ANC and delivery service promoting the four-pronged approach to PMTCT

• Proportion of ANC and delivery service
users counseled and treated for STIs, including following up with the male partner for
treatment
Another maternal and child health service component is postpartum care services. A framework
for sexual and reproductive health and HIV prevention and care components integrated or linked
to postpartum care is shown in Figure 4.
Indicators to monitor progress include the
following:
• Proportion of postpartum care service sites
counseling and offering family planning methods, including condoms
Leadership and Partnerships
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“In Tanzania, HIV services such as information on prevention and VCT are provided in all PHC services.”
(Dr. T. John, questionnaire response, 2007)

Existing
Services

Proposed
Linkages

Expected
Outcome

VCT � ART
BCC
Family planning
Postpartum
services
STI services
Cervical cancer
screening

Increased access
to HIV treatment
and prevention
Improved quality of
sexual and
reproductive
health services

Male
involvement
VCT = voluntary counseling and testing; ART = antiretroviral therapy; BCC = behavior change communication;
STI = sexually transmitted infection

Figure 4. Proposed linkages of HIV prevention and care to postpartum services
• Proportion of postpartum care users counseled
on HIV and offered or referred for testing and
treatment
• Proportion of postpartum women screened for
cervical cancer

Postabortion Care Services
Postabortion care services, which include treatment
for complications arising from unsafe abortions,
benefit from including family planning counseling
and services, referral to or integration with VCT, and
information on STIs and reproductive tract infections (RTIs) (Figure 5). Where family planning has
been integrated into postabortion care services,
reduction in the incidence of recurrent abortion has
been reported.9 However, much less is reported on
linking postabortion care services to HIV prevention,
particularly in high-burden countries. This could be
a missed opportunity, given the current estimates on
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the high number of unsafe abortions taking place in
settings with a high prevalence of HIV.10
Indicators to monitor progress include the
following:
• Proportion of women receiving postabortion
care who are counseled and offered a family
planning method and condoms
• Proportion of women receiving postabortion
care who are counseled and referred for STI/
HIV testing and treatment

STI Prevention and Control Services
Sexually active men, women, and young people who
present for STI diagnosis or treatment are also at
risk of HIV infection and transmission. Client needs
for integration within STI services include condom
promotion and distribution and BCC, with linkage
to or integration of VCT. Few STI services include
systematic linkage to family planning services.

From the ground up: Developing Pathways and Partnerships

Box 4. Lessons from the Field: Family Planning Linkages
The following perspectives come from a number of different programs linking family planning with HIV/AIDS
services in resource-limited settings.
“Good-quality family planning services have great potential for reducing MTCT [mother-to-child transmission]
of HIV. In Kenya, 62 sites in eight provinces provide integrated family planning/VCT services.”8
“In Zambia, family planning guidelines emphasize the need to include HIV in all family planning service provision. Where it has been feasible, providers have integrated HIV into their services, and where they cannot provide testing, they refer clients to other facilities. Within bigger hospitals, the referral is between departments.”
(Mrs. P. Kamanga, questionnaire response, 2007)
“In Sudan, there is both linkage to and integration of family planning services. The Sudan Family
Planning Association and several NGO [nongovernmental organization] family planning facilities also
provide VCT. However, there is need for systematic data collection to assess the outcome or impact of the
linkages.”(Dr. A. Alagabany, questionnaire response, 2007)
“In Nigeria, family planning services provide information, education, and communication on HIV. Counseling is
carried out and clients are referred for further treatment. Clients are also offered male or female condoms for
HIV prevention.” (Dr. O. Odujinrin, questionnaire response, 2007)
“In Uganda, family planning and HIV services are linked, but not integrated. According to program managers, it
overloads the system, because it requires relatively well-trained service-providers to be able to do VCT together with family planning services at service delivery points. The resources are also not enough to cater for the
massive numbers which require the service of VCT. Integration of HIV information in family planning requires
training and therefore resources to do this, and yet it is an area with severe constraints in terms of funding
and training.” (Dr. O. Sentumbwe-Mugisa, questionnaire response, 2007)
“HIV counseling and sometimes testing are offered together with family planning services in Tanzania. The
training package for family planning also includes a chapter on HIV information and counseling.” (Dr. T. John,
questionnaire response, 2007)

In a Tanzania study, a total of 1,928 women attending family planning received VCT. Of these, 155 tested positive and were referred for care and treatment. Overall, use of modern contraceptive methods significantly
increased, and in one district, family planning clients increased from 699 to 2,317 in six months following integration, which was attributed to “improved quality of services, improved counseling skills after training, stigma
reduction training and, through VCT approach, attraction of clients for multiple services.” In this study, integration attracted more women than stand-alone services did. Implementation involved participatory planning of
health facility staff, community health committees, council health management teams, and others. Integration
also helped to strengthen other sexual and reproductive health services and health systems.12
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A randomized trial evaluated the feasibility, acceptability, and effectiveness of HIV prevention information
and routine offer of provider-initiated counseling and testing for HIV into family planning services in 18 health
facilities in South Africa. It concluded that integration of HIV prevention and routine offer of testing in family
planning services was feasible, acceptable, and effective, without compromising quality of family planning
services.11

Existing
Services

Proposed
Linkages

Expected
Outcome

Family planning
STI services
Postabortion care
services

VCT
BCC

Increased access to
HIV treatment
and prevention
Improved quality
of sexual and
reproductive
health services

Cervical cancer
screening
STI = sexually transmitted infection; VCT = voluntary counseling and testing; BCC = behavior change communication

Figure 5. Proposed linkages of HIV prevention and care to postabortion care services

Box 5. Lessons from the Field: ANC and Postpartum Care Linkages
In many countries with a high prevalence of HIV, PMTCT is now routinely offered as part of ANC. For example,
according to questionnaires collected in 2007, women in Nigeria, Zambia, Sudan, and Uganda are offered VCT
during antenatal care, and HIV-positive women are offered or referred for antiretroviral therapy (ART). Family
planning is an important component of PMTCT that has been shown to be effective,1 yet family planning
counseling is seldom provided, and its integration varies widely.12 In Tanzania, for example, HIV counseling,
information, and testing are offered in ANC and postnatal care. However, PMTCT services are only available in
roughly 10% of facilities in the country (Dr. T. John, questionnaire response, 2007). In most countries, postpartum care is the weakest component of the PMTCT program and should be strengthened.

Indicators for monitoring availability of services
include the following:
• Proportion of STI service sites providing counseling and testing for HIV
• Proportion of STI service sites promoting BCC
• Proportion of STI control service users counseled on family planning and offered condoms
Linking HIV services with components of
sexual and reproductive health in the context of
achieving universal access to sexual and reproductive health, including HIV prevention and care, is
crucial. Where HIV services are offered, such as

430

VCT, PMTCT, antiretroviral therapy (ART), or
BCC programs, elements of sexual and reproductive health services to be offered or for which there
could be systematic referral include family planning services, condom promotion, STI prevention
and control, and BCC (Figure 6).7
Indicators to monitor progress include the
following:
• Proportion of HIV service delivery points offering condoms
• Proportion of HIV service sites incorporating
BCC materials

From the ground up: Developing Pathways and Partnerships

Existing
Services

Proposed
Linkages

Expected
Outcome

Family planning
STI services
VCT, PMTCT,
ART, BCC
Condom promotion

Improved access to
and coverage of
sexual and
reproductive health
services

BCC
VCT = voluntary counseling and testing; PMTCT = prevention of mother-to-child transmission; ART = antiretroviral therapy;
BCC = behavior change communication; STI = sexually transmitted infection

Figure 6. Proposed linkages between HIV/AIDS prevention, care, and treatment services and sexual
and reproductive health services
Box 6. Lessons from the Field: Postabortion Care Linkages
“In Zambia, postabortion care includes HIV counseling and possible referral for voluntary counseling and testing in sites where there are no integrated services.” (Mrs. P. Kamanga, questionnaire response, 2007)
“In Uganda, postabortion care clients are counseled on family planning before they leave the wards, and they
select a method of choice if they so wish; they are also counseled on accessing other sexual and reproductive health services according to needs. Condoms are included in services that are offered to clients in both
Zambia and Uganda.” (Dr. O. Sentumbwe-Mugisa, questionnaire response, 2007)

• Proportion of HIV-positive people offered
treatment and counseled on sexual and reproductive health
• Proportion of HIV service sites offering or
referring for STI treatment

Challenges, Needs, and
Lessons Learned
Challenges to ensuring effective linkages or integration to improve sexual and reproductive health,
particularly HIV prevention and care, include the
following:

• Training needs (training is a requirement for
capacity building and enhancing and expanding skills for service providers)
• Poor motivation and attitudes of some service
providers
• Instances of provider and service overload
• Traditional orientation of services with limited
privacy and space
•	Vertical donor programs
• Priority accorded only to HIV by some donors
• Lack of political will and poor conceptual
understanding
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“In Tanzania, postabortion care training includes information on HIV counseling and testing, and services
include condom distribution.” (Dr. T. John, questionnaire response, 2007)

Box 7. Lessons from the Field: STI Care Linkages
“In Sudan, clients at STI clinics are provided with condoms, and care providers are trained on STI management
and counseling; HIV education is included as an integral component. For monitoring purposes, data are
monitored on condom distribution.” (Dr. A. Alagabany, questionnaire response, 2007)
“In Uganda, integration occurs at some units at the district hospital– level, where there are more health
workers in specialized units; but in lower levels, often a client is only treated for the presenting STI condition.”
(Dr. O. Sentumbwe-Mugisa, questionnaire response, 2007)
“In Zambia, HIV is considered primarily as an STI, and new STI guidelines and manuals for providers have
integrated HIV. Most STI service providers are also trained HIV counselors, and the importance of preventing
STIs to reduce HIV transmission is emphasized.” (Mrs. P. Kamanga, questionnaire response, 2007)
“In Tanzania, training and guidelines for STIs/RTIs include HIV information. The services are offered by the
same provider, especially at the first-level facility.” (Dr. T. John, questionnaire response, 2007)

Box 8. Lessons from the Field: Linking Sexual and Reproductive Health Services to
HIV-/AIDS-Related Services
“Training manuals on HIV counseling include dual protection against both STIs and unwanted pregnancy in
Zambia.” (Mrs. P. Kamanga, questionnaire response, 2007)
In Uganda, “. . . there is inadequate training across the board on sexual and reproductive health among HIV
service providers, and thus implementation is on an ad hoc basis.” (Dr. O. Sentumbwe-Mugisa, questionnaire
response, 2007)
In Ghana, a performance needs-assessment was conducted to determine the capacity to provide family planning to HIV-positive women on ART. After three months, health talks and counseling on family planning had
taken place at intervention sites. However, trained staff attrition or redeployment proved a major challenge.13

• Sexual and reproductive health and HIV programs managed by different program managers with autonomy, resulting in the need for
closer collaboration and joint planning and
implementation
• Paucity of data for advocacy on effectiveness
and acceptability of linkages
Suggestions to overcome these challenges
include the following:
• Continued generation of multicountry evidence to further demonstrate effectiveness,
cost-efficiency, service uptake, access being
achieved, intervention coverage, effect on quality of care, stigma reduction, and acceptability
and feasibility of integrating or linking programs and/or services
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• Establishment, through operations research,
of requirements for scaling up integrated
programs
• Training and reorientation of service providers
on various components proposed within integrated programs and on requirements for efficient linkages
• Increasing the capacity of sexual and reproductive health services and health workers to contribute to HIV prevention and care
• Ensuring advocacy for integration or linkages at
all levels of service provisions
• Development or strengthening of services to
enhance technical capacity to meet a range of
user needs

From the ground up: Developing Pathways and Partnerships

“By integrating HIV and sexual and reproductive health services, it will save time and
resources for the client . . . it will minimize
missed opportunities . . . and is cost-effective
for the programs, planners, and government.”
(Dr. T. John, questionnaire response, 2007)

Conclusion
It is widely believed that stronger linkages between
sexual and reproductive health programs and
those for HIV prevention and care contribute to
a number of public-health benefits. There is need
for resources that take into account the potential
benefits of these linkages. Data must be collected
on the outcomes of linked programs or services
as part of ongoing monitoring and evaluation of
activities. Additional evidence needs to be generated to support advocacy efforts, in particular on
the best approaches to strengthening linkages. In
the words of one program officer from Tanzania
(Dr. T. John, questionnaire response, 2007), “It
will be a good idea if opportunities are taken to
strengthen integration or linkages as it will accelerate the availability of both services . . . and leverage
the available resources towards achieving universal
access to sexual and reproductive health and HIV
prevention and care.”

Leadership and Partnerships

• Development of a package of essential HIV
prevention and care services within sexual and
reproductive health services and vice versa
• Top-level planning of HIV / sexual and reproductive health resource-sharing and programming via seeking joint funding (e.g., for condom purchase and distribution with the view to
promote dual protection)
• Establishment of task forces or management
communities comprising representatives of sexual and reproductive health and HIV programs
• Involvement and sensitization of policymakers
or decision makers
Reported benefits from the field of efforts to
integrate services include the following:
“Patients would be seen at a one-stop center,
therefore reducing the time spent trying to access
different services. It increases client confidence
in the service and satisfaction for the service
offered.” (Dr. O. Sentumbwe-Mugisa, questionnaire response, 2007)
“Limited availability of human resources in
health makes it necessary to offer integrated services. Long distances to facilities make it necessary
for all needs to be made available at the same place
or visit. Every visit to a health centre is an opportunity to prevent disease or offer services.” (Mrs. P.
Kamanga, questionnaire response, 2007)
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Expanding Access to HIV Care and
Prevention through Successful
Public-Private Partnerships:
Lessons Learned from Botswana
Joan Sullivan, Lesego Busang, L.R.G. Manthe, and Themba L. Moeti
African Comprehensive HIV/AIDS Partnerships (ACHAP), Botswana

models to inform the design of a PPP for a generalized epidemic in sub-Saharan Africa. While
some errors were made during the initial phase
of the PPP with regard to strategy and approach,
the lessons learned from the Botswana experience
are relevant to other countries on the road to universal access in the context of severe generalized
epidemics.

Historical Context
Since independence from Britain in 1966 and the
discovery of diamonds in 1967, Botswana has transitioned from an agrarian economy to the highest
per capita income economy in sub-Saharan Africa,
excluding the island nations of Seychelles and
Mauritius.1 As one of Africa’s longest-running stable democracies, and with an average gross domestic product (GDP) growth of 10% over the last four
decades,2 Botswana has reaped substantial development gains only to watch them melt away under the
relentless spread of HIV. For example, the United
Nations system reports that life expectancy at birth
fell from 65 years in 1990–1995 to 51.9 years in
1995–2000 to 46.6 years in 2000–2005. It is, however, projected to increase to 50.7 years during the
period 2005–2010, due to recent declines in HIV
Leadership and Partnerships
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T

he African Comprehensive HIV/
AIDS Partnerships (ACHAP) is a countryled public-private partnership (PPP) between
the government of Botswana (GOB), the Bill &
Melinda Gates Foundation, and Merck & Co. Inc. /
The Merck Company Foundation. Created in 2000
at the height of Botswana’s HIV epidemic, ACHAP
was designed to provide significant financial and
technical resources to the GOB (an ACHAP partner and its main grantee) to accelerate the national
comprehensive response to the epidemic. One of
ACHAP’s major success areas has been its support
of government efforts to establish and rapidly scale
up provision of free antiretroviral therapy (ART)
to all individuals requiring treatment, through the
provision of significant technical, human, and infrastructural resources. ACHAP is widely credited with
having catalyzed the establishment of Africa’s first
public sector ART program.
This chapter describes some of the lessons
learned from the ACHAP experience during the
first six years (2001–2006) of the partnership. It
also highlights the challenges encountered in a
severely human resource–constrained environment in the context of rapid scale-up. At the time
ACHAP was being conceptualized, there were few

prevalence combined with greater access to ART.3
Based on the Botswana population censuses of
1981, 1991, and 2001, the Central Statistics Office
in Botswana estimated life expectancy at birth to
be 56.2, 65.3, and 55.6 years, respectively, indicating the negative impact of HIV/AIDS.4
Since 1992, Botswana has conducted annual
HIV sentinel surveys among a representative sample of pregnant women attending select antenatal
clinics. These surveys indicate that HIV prevalence
peaked at 38.5% in 2000 and declined significantly
(P≤.0001) to 32.4% between 2001 and 2006.5 On
a population level, the most recent government
and Joint United Nations Program on HIV/AIDS
(UNAIDS) estimates (25.3% and 24.1%, respectively) for adult HIV prevalence point to the same
conclusion: that one-quarter of sexually active
adults aged 15–49 in Botswana are infected with
HIV.6,7
Against this background, the GOB has consistently demonstrated strong visionary leadership
to respond aggressively to the epidemic. Among
its many achievements are three “firsts” for
sub-Saharan Africa: first country to roll out prevention of mother-to-child transmission (PMTCT)
services to all public health facilities (2001), first
country to introduce free ART for all its citizens
through public health facilities (2002), and first
country to institutionalize the routine offering of
HIV testing in public health facilities (2004).
In the six years since Botswana’s national program began, provision of ART has scaled up rapidly; a total of 90,543 patients were receiving ART
as of September 2007, of which 73,759 were in the
public sector and 16,784 in the private sector. Over
7,000 private sector patients are funded by public sector resources in a contracting arrangement.
According to World Health Organization (WHO)
estimates, Botswana’s adult ART coverage rate
was 79% in 2006, the highest in Africa.8 This correlates with current government estimates of 82%
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coverage based on the country’s original estimate
of 110,000 people infected with HIV.9
Part of Botswana’s success may be attributed
to its ability to have attracted, in the words of
President Mogae, “unprecedented partnerships” in
its war against AIDS.10 This is particularly relevant
in the context of Botswana’s reclassification as an
upper-middle-income economy in the mid-1990s,
which resulted in the departure of most bilateral
and multilateral donors from Botswana just as the
HIV epidemic was escalating.11
It is within this context that the GOB responded
positively and swiftly to a proposed partnership
with Merck & Co. Inc. and the Bill & Melinda
Gates Foundation.12 A statement of intent was
signed in July 2000, and in January 2001 ACHAP
began operations in the capital, Gaborone. Exactly
one year later, following a period of intense consultation and an influx of human and infrastructural resources facilitated largely by ACHAP,
Botswana’s first public sector antiretroviral (ARV)
patient began treatment, on January 21, 2002.
On the ground, ACHAP is credited by both
government officials and development partners
as having made an invaluable contribution to the
initiation and roll-out of Botswana’s national ART
program.12 Although other HIV/AIDS partnerships in Botswana preceded ACHAP, ACHAP was
the first public-private partnership in Botswana
created specifically to strengthen government
efforts to develop and implement a comprehensive
national response to the epidemic. Other PPPs followed suit, mostly from the pharmaceutical sector.
To date, at least 12 PPPs of varying duration and
objective have been created to support the GOB’s
national response.

Description of ACHAP
The steps leading up to the creation of ACHAP and
its governance structure are described elsewhere.9,12-15
Briefly, ACHAP is governed by a five-member
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conduct a national feasibility assessment for ART.
Five months after the results of this exercise were
presented to the Ministry of Health (MOH) and
the Cabinet in August 2001, Botswana’s first public sector ARV patient was started on treatment.
While only part of an ongoing process of dialogue
and consultation, this assessment is widely recognized within Botswana as having had a profound impact on the initial design and launch of
Botswana’s national ART program by providing
the government with its first tangible estimates
of latent demand for ART as well as the original
blueprint including human resource and infrastructural needs for the continent’s first public
sector treatment program.
The doctor-centered treatment model approved
by the government required an influx of ARTcompetent clinicians. In the absence of a medical
school, Botswana urgently needed a training program to quickly update and standardize the skills
of its existing and newly recruited health workers
to provide ART to the estimated 110,000 patients
in need of treatment in 2001.9 ACHAP committed
nearly 100% of the funding for the start-up and
implementation of a national standardized AIDS
training program known by the acronym KITSO
(Knowledge, Innovation, and Training Shall
Overcome AIDS), which also means “knowledge”
in the local language, Setswana. The KITSO AIDS
training program represents an important collaboration between the MOH and the Botswana–
Harvard AIDS Initiative Partnership for HIV
Research and Education, made possible through
ACHAP support.16
As of August 2007, a cumulative total of 5,395
health professionals had been trained in KITSO’s
flagship course, AIDS Clinical Care Fundamentals,
representing approximately 75% coverage of
Botswana’s health professionals in the categories
trained, according to government estimates. This
course enabled the creation of a truly national
Leadership and Partnerships

439

Leadership and Partnerships

board of directors represented by the two foundations (Gates and Merck) and a senior professional
from the Harvard AIDS Institute. The central point
of contact between the board and the government
is through ACHAP’s Gaborone-based managing
director. The initial partnership involved a pledge
of US$50 million from each of the two foundations, for a total of US$100 million over a period
of five years (2001–2005). In addition, Merck &
Co. Inc. donated two ARV medicines, Stocrin (efavirenz) and Crixivan (indinavir), to the GOB for
five years. This initial partnership was extended
for an additional four years (2006–2009) with the
signing of a second memorandum of agreement on
December 19, 2005. For this second phase of the
partnership, the two foundations each pledged an
additional US$6.5 million as well as the continued
Merck drug donation to the end of 2009.
The partnership handles significant resources;
therefore, various structures are in place to ensure
accountability. ACHAP management is accountable to the board of directors, which, in turn, is
supported in its governance role by the Madikwe
Forum, a governance structure that includes the
board of directors, the managing director, and
the heads of key government ministries and the
National AIDS Coordinating Agency (NACA). In
line with good corporate practice, standard operating procedures are in place to guide management
processes, with a performance appraisal system in
place to monitor staff performance. Furthermore,
the organization’s accounts undergo an external
audit annually, with the submission of reports to
the supporting foundations to track both expenditure and program implementation.
ACHAP’s guiding principle was to act as
quickly and as decisively as possible to help the
GOB jump-start a rapid scale-up of ART. Within
its first three months, ACHAP negotiated the
pro bono services of the international management consulting firm McKinsey & Company to

treatment program, with ART services available in
all districts.
To further strengthen human resources for
ART, ACHAP initiated a Clinical Preceptorship
Program (CPP) in 2001 in collaboration with
the MOH. This program ensured that the newly
trained KITSO graduates in their respective treatment clinics received supplemental hands-on,
practical training and mentoring for three to six
months. ACHAP sponsored a total of 51 HIV clinical specialists (49 from Europe, North America,
the Middle East, Australia, and New Zealand; 2
from within Botswana) to take part in the CPP to
strengthen local capacity and confidence for ART
in select clinics. Cumulatively, these clinical preceptors trained and/or mentored 11,124 health
professionals (mostly doctors and nurses, but also
social workers, pharmacists, laboratory technicians, and counselors) over five years (2001–2006),
for an average of 218 trainees per preceptor.
In the absence of a medical school, Botswana’s
CPP acted as a critical link between KITSO’s theoretical, classroom-based training and the actual
clinical setting in which health professionals were
faced with their first cohort of ARV patients. For
this reason, ACHAP’s support of the CPP was strategically important during the start-up phase of
national roll-out. However, the value added by a
capacity-building program dependent upon shortterm international expertise has naturally diminished over time. Local clinical expertise within
Botswana’s 32 ART sites has grown steadily since
2002, such that significant training and mentoring
capacity is now available in-country. In anticipation
of a shift toward a more integrated, public-health
treatment model, ACHAP is currently supporting
MOH efforts to create a local cohort of suitably
trained nurses to provide ART in Botswana. It is
expected that this devolution of roles from doctors
to nurses will improve access, reduce costs, and
improve the sustainability of the program.
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In addition to building human capacity for
national ARV roll-out, ACHAP has committed
9% of its budget (US$8.9 million) to date for the
construction of critical space and the procurement
of laboratory monitoring equipment at both central and peripheral health facilities. In collaboration with the MOH, ACHAP has constructed 31
infectious disease care clinics (IDCCs) since 2002.
It has also procured patient monitoring equipment (CD4, viral load, and sequencer) to equip the
state-of-the-art Botswana-Harvard HIV Reference
Laboratory in Gaborone. To support GOB efforts
to decentralize ART patient enrollment and monitoring, ACHAP procured an additional 10 CD4
and six viral load machines for select district sites.
Between May 2006 and April 2007, treatment sites
with CD4 machines procured by ACHAP have
performed more than two-thirds (68%) of all CD4
tests carried out in public sector laboratories, a
significant contribution to diagnostic and monitoring capacity. In addition, ACHAP support for
district laboratory capacity has relieved pressure
on the nation’s main referral laboratory, reducing
turnaround time for district patients from several
weeks to less than one week, according to referral
and district laboratory reports.

Lessons Learned from the
ACHAP PPP Model
We have identified the following five lessons from
the ACHAP PPP model that are relevant to partnerships in the context of the global universal
access initiative.
1. It is possible to implement effective ART
in a resource-limited setting in Africa. An
essential precondition for success is bold political
leadership.17 In the case of Botswana, President
Mogae’s strong personal and political commitment to launching the continent’s first public
sector ART program has attracted important
partnerships, such as ACHAP, which provided
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local governance structure known as the Madikwe
Forum in 2004, which facilitated quarterly consultation with top policymakers in seven key
ministries and agencies as well as with mid-level
technical and managerial staff to improve implementation and remove roadblocks. As ACHAP has
become more adept at working within government
systems, it has resolved at least some of the differences in approach and work culture—issues that
affected the early years of the partnership.12
3. The ability of a partnership to be responsive to and evolve within a changing landscape
of priorities and challenges is essential to maintaining relevance to any national response.
While initial focus is key, partnerships must not
remain static. In 2001, ACHAP was the largest
HIV/AIDS donor agency in Botswana, and its primary objective at that time was to inject significant
financial and technical resources to help the government kick-start a national public sector ART
program. Over time, as the national treatment
program matured and other development partners
arrived (e.g., the President’s Emergency Plan for
AIDS Relief [PEPFAR]; the Global Fund to Fight
AIDS, Tuberculosis and Malaria; and the Clinton
Foundation), ACHAP was able to focus more
attention on HIV prevention in the context of
increased treatment access. To this end, ACHAP is
supporting the development and implementation
of a national business plan to scale up prevention
interventions. This plan informs increased investment by the government, development partners,
and other stakeholders in prevention initiatives at
all levels, including within districts and communities. ACHAP’s evolution also included broadening
its support to seven health districts beginning in
2005 to strengthen the coverage and impact of the
national response.
Within its ongoing support of Botswana’s
national ART program, ACHAP has also recognized the need to evolve in line with international
Leadership and Partnerships
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significant additional resources (financial, technical, infrastructural) that leveraged government
efforts to respond to the epidemic. ACHAP’s
long-term commitment to supporting Botswana’s
national response has allowed government
resources to go further, given that many public
resources were diverted from other development
areas to address HIV/AIDS. Under President
Mogae’s leadership, Botswana has funded the
lion’s share of its own national response, providing a strong incentive that attracts new partnerships and makes existing partnerships more
effective. In 2005, government estimates show
that international development partners collectively committed about 20% of national spending
on HIV/AIDS, with the remaining 80% coming
from public sector funds.18
2. The primary purpose of any PPP for HIV/
AIDS should be to support and scale up only
those efforts aligned with one national guiding framework. When ACHAP started in 2001,
Botswana did not have such a blueprint; thus,
one of ACHAP’s first activities was to support the
development of Botswana’s first National Strategic
Framework (NSF) for HIV/AIDS (2003–2009). In
addition, ACHAP has committed 5% (US$4.8 million) of its portfolio to date to building capacity
within NACA to strengthen coordination of the
national response, including the establishment and
implementation of a monitoring and evaluation
(M&E) framework. Following a midterm strategic review in 2004, ACHAP shifted from its initial proposal-driven strategy to one that was firmly
anchored within the NSF. This decision reflected
the growing maturity of the ACHAP PPP model,
which recognized (a) the importance of respecting structures in place and (b) the primacy of
ensuring that the government had a meaningful
say in the nature of programs and interventions
to be supported. To further strengthen the collaboration, ACHAP facilitated the creation of a

recommendations for integrated treatment
models in resource-limited settings. Concern
about the long-term costs and sustainability of
Botswana’s original treatment model has resulted
in recent policy decisions to move away from a
doctor-centered treatment model toward a more
sustainable, integrated public-health model in
which nurses and other allied health professionals
will assume greater responsibilities. The expansion
of the role of nurses in ARV service delivery and
the increased use of appropriately trained lay and
peer counselors, among others, are initiatives currently receiving ACHAP support.
4. The success of any partnership should ultimately be determined not by the total numbers
of people being treated or by the percentage of
a study population reporting behavior change,
but rather by tangible improvements in systems
capacity to ensure more cost-effective and sustainable national responses. As in many subSaharan countries, the greatest challenge facing
Botswana and its development partners in the
fight against AIDS is the critical shortage of skilled
human resources with which to address all aspects
of the national response: conceptualization, coordination, planning, implementation, M&E, and
documentation. A recent government decision to
build a medical school over the next five years will
eventually reduce Botswana’s reliance on expatriate clinicians but will have little immediate impact
on the chronic shortage of qualified program planners, administrators, financial officers, managers,
coordinators, M&E officers, and information technologists that currently plagues all sectors, not just
the health sector.
ACHAP’s primary response to this challenge
is to help the GOB identify, acquire, and employ
the necessary resources and technical assistance to
strengthen the institutional and human capacity
to carry out the national response.9 In close collaboration with the GOB, ACHAP has recruited
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or seconded more than 160 technical staff to various ministries and civil society organizations since
2001. A further commitment of 120 staff in 2007
is intended to address emerging needs, including
the next phase of roll-out of ARV services to clinics. However, the lack of a clear capacity-building
strategy with measurable outcomes has resulted in
a somewhat ad hoc technical assistance recruitment
mechanism, with suboptimal use of the resources
provided. ACHAP has joined other development
partners to support the MOH in developing a
Human Resources for Health Plan, which should
enable more strategic capacity development in the
future.
5. Botswana and other sub-Saharan African
countries need to nurture a culture of information use to strengthen the monitoring of current
programs, as well as to inform the design of new
“evidence-based” initiatives. The underdevelopment of M&E expertise in Botswana deserves special mention. The local and regional marketplace
is conspicuously lacking in strong M&E skills; it
took ACHAP almost one year to identify seven
M&E officers for secondment to the Ministry of
Local Government to strengthen the monitoring
of district responses. The strengthening of M&E
capacity is essential not only for United Nations
General Assembly Special Session on HIV/AIDS
(UNGASS) reporting requirements, but, more
importantly, to accurately assess the long-term
impact of program interventions, such as the quality of life of ARV patients and measurable changes
in social norms and individual behavior as a result
of ART access.

Outcomes
The ultimate measure of ACHAP’s success will
be the extent to which the GOB has achieved
its national goals and objectives in addressing
Botswana’s AIDS crisis; it will be several more years
before this effort can be fully evaluated.13
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Based in part on the timely and focused infusion
of PPP resources, Botswana is now well on the road
toward universal access. Botswana now has a wellestablished treatment program at the secondary
care (hospital) level. However, to improve access at
the primary care level, ACHAP has, at the request
of the government, committed additional funds to
support the next phase of national roll-out to an
additional 50 clinics, which will require the rapid
scale-up of human and infrastructural resources to
meet increasing demand for HIV prevention, testing, and treatment services across the country.
Recognizing that HIV prevention efforts in
Botswana are not keeping pace with increased
treatment access, ACHAP is committed to helping
the GOB achieve the same gains in prevention that
it has made in treatment. In collaboration with
NACA, ACHAP is facilitating the development
and implementation of a national business plan to
guide efforts to strengthen the coordination and
scale-up of government and development-partner
prevention efforts. Over seven years (2001–2007),
the ACHAP PPP has evolved from its initial treatment niche to become one of Botswana’s main
partners advocating for and supporting a comprehensive approach to the epidemic.

Leadership and Partnerships

Prior to the implementation of the ACHAP
PPP, Botswana’s response to the epidemic was
similar to that of most other sub-Saharan countries in the late 1990s—in other words, the glaring gap was the treatment component. Within
one year of ACHAP’s arrival in Botswana, the
continent’s first public sector ART program was
launched, in spite of international skepticism.
While ACHAP could be criticized for allocating so many resources to ART at the expense
of HIV prevention during the first phase of the
partnership, 15 the level and intensity of such
focused grant making helped Botswana move
one step closer to universal access by facilitating
the transition from an incomplete to a complete
response. The scaling up of Botswana’s response
was a watershed moment; once one country in
the subregion had successfully rolled out public
sector ART, other countries felt compelled to follow suit. Most African countries have since gone
on to build more cost-effective national ART programs, jump-starting continental action toward
universal access. Botswana is benefiting from
their collective experience and currently transitioning toward a more sustainable, integrated
public-health treatment model.
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Public-Private Partnerships:
From Theory to Practice
R. Sebastian Wanless,a,b John Damonti,a Phangisile Mtshali,a and Patricia Doykosa
Bristol-Myers Squibb Foundation, United States
Baylor International Pediatric AIDS Initiative, United Sates

a

S

ecure the Future (STF) was
launched in 1999 as a US$100 million commitment from Bristol-Myers Squibb (BMS)
to fund HIV/AIDS community outreach, education, medical research, and care projects in the five
southern African countries: Namibia, Botswana,
Lesotho, Swaziland, and South Africa. As of 2008,
STF had grown to a grants budget of US$150 million (all administrative costs of the program were
paid directly by the Bristol-Myers Squibb company) and was active in 12 African countries.
From the outset of activities, close consultation
and collaboration with the government of each
country led to the formation of partnerships to
ensure that the projects were compatible with and
complementary to the countries’ health-care policies and priorities. These partnerships were further
solidified by the inclusion of Ministry of Health
(MOH) representatives in independent Technical
Advisory Committees, which were established to
evaluate proposals submitted from community
organizations, academic institutions, and healthcare facilities and to advise STF on which proposals to consider for funding. For example, all ministries stipulated that the proposals selected for
funding should be sensitive to the local context,

ethically sound, innovative, sustainable, and replicable and have the potential to promote equity,
but they also needed to be in line with each country’s national HIV/AIDS plan. Because the objectives of STF were often in alignment with those of
the government, the partnership represented an
opportunity for both parties to pursue their strategic objectives.
The public-private partnership model was not
only applied at the government level, but also continued at the project level among grantees and their
organizations. The strength of these organizations,
namely, their knowledge of the situation on the
ground, was enhanced by the skills and core competencies that a private organization such as BMS
could bring to the table, such as good governance,
financial and project management, and expertise
in research and information technology.
STF initially funded individual organizations to
conduct small- to medium-sized projects, usually
with simple and discrete objectives. However, the
real strength of these partnerships and the greatest
promotion of equity are most visible in the work of
the Community-Based Treatment Support (CBTS)
program. This program was initiated by STF
in 2003 in close collaboration with ministries of
Leadership and Partnerships
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• Wellness Programs
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Disease Education

• Nutrition/Food Security
• Home Based Care

• Community Mobilization
• Buddies
NGO
CBO
FBO

• Site Hosts
• Clinical Care
• Lab Services
• Pharmacy
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• Specialist Services
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of Care and Support
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Figure 1. The Community-Based Treatment Support Program model of care
ART = antiretroviral therapy; CBO = community-based organization; FBO = faith-based organization; IGA = income generating
activities; NGO = nongovernmental organization; PLHIV = people living with HIV; PMTCT-plus = prevention of mother-to-child
transmission plus family-based care and treatment; WHO = World Health Organization
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The STF Community-Based
Treatment Support Program
for People Living with HIV
The CBTS model emphasizes that people living
with HIV in resource-limited settings need both
clinical services and community services to effectively enhance their quality of life and clinical outcomes. It employs supportive services such as food
security and home-based care to help people manage their chronic HIV disease outside the clinic, in
their homes and communities. The program leverages the strengths of government, the private sector, and community-based organizations to offer a
true continuum of care, or as STF refers to it, “23 ½
hours” (the time outside the clinic) of disease management and psychosocial support that takes place
in the patient’s home and community following a
“half hour” of medical care in the clinic.
The model is represented diagrammatically in
Figure 1. The top diagram illustrates the threeway partnership between the public sector (government, local health authorities, and facilities),
the private sector (STF, private physicians, traditional healers, and other private companies) and
the community (nongovernmental organizations,
community-based organizations, faith-based organizations), which STF established at each of its
CBTS sites. The bottom diagram contrasts the service provided at the clinic with those delivered by
community organizations.
The key to success in implementing this type of
program is partnership, the dynamics of which will
be examined in detail in this chapter.
Based on a three-year, five-site experience in
southern Africa, STF has characterized and documented the implementation of the model according to seven steps, as follows:

• Step 1: Engage Government and Community
• Step 2: Establish Leadership and Management
Structure
• Step 3: Adapt and Define CBTS Model
• Step 4: Build Partner Capacity and
Infrastructure
• Step 5: Deliver Services
• Step 6: Monitor and Evaluate Implementation
• Step 7: Improve and Revise Services
These seven steps are cyclical in nature, following a sequence of planning, action, and reflection
as illustrated in Figure 2.
The rest of this chapter describes how this
model was put into practice through a publicprivate partnership to deliver much-needed treatment and care to a remote and poverty-stricken
town in Botswana.

The Setting
Only a few years ago, Bobonong, in the sub-district of Bobirwa, (Figure 3) was a dying community, both figuratively and literally. The small town
in eastern Botswana was ravaged by HIV/AIDS,
poverty, unemployment, illiteracy, and hopelessness. The town is home to about 20,000 people and
is the center of activity within the Bobirwa subdistrict, which has a total of 66,000 inhabitants.
Unemployment in the sub-district increased from
nearly 25% in 2001 to 33% in 2003. The prevalence
of HIV among pregnant women was close to 37.4%
in 2003,1 making it one of the places in the world
hardest hit by HIV.
The government of Botswana recognized the
profound impact that HIV/AIDS was having on
communities throughout the country, and began
providing antiretroviral therapy (ART) to its citizens in January 2002 under the MASA program (a
Setswana word meaning “new dawn”). Initially, the
principal beneficiaries of MASA were the larger cities, such as Gaborone, Francistown, and Serowe.
Isolated communities with scattered populations
Leadership and Partnerships
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health, in order to target poor and disadvantaged
populations living in settings with very limited
resources.

1. Engage
Government
and Community

2. Establish
Leadership and
Management
Structure

7. Revise
Services
Reflect

6. Monitor and
Evaluate

Plan

3. Adapt
CommunityBased Treatment
Support Model

Act

5. Deliver
Services

4. Build
Partner
Capacity

Figure 2. The seven steps of implementation

such as Bobonong were not earmarked to receive a
clinic in the program at this early stage. Therefore,
residents of the village had to travel approximately
three hours each way to either Francistown or Serowe
to access antiretroviral drugs (ARVs). As Gabaitse
Marope, treasurer of the Ward AIDS Committee in
Bobonong, described it, “Those who made the trip
had to factor in the time and expense. This was not
easy for people here; it was demoralizing.”

Engaging and Partnering with
Government and Community
When STF started consulting with the government
in 2003 regarding the relevance and acceptability of implementing a CBTS model in Botswana,
the MOH representative on the STF Technical
Advisory Committee championed the selection of
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Bobonong because of the presence of the Bobonong
Home-Based Care Society (BHBCS), a dedicated
community-based organization that had pioneered
home-based care in the country. Negotiation with
the MOH proceeded rapidly, in part because of the
excellent relationship STF had been developing
with the government of Botswana since 1999. This
relationship started with the building of the country’s first HIV reference laboratory, which facilitated the roll-out of MASA, as well as the establishment of a state-of-the-art facility for treating
children with HIV, the Botswana-Baylor Children’s
Centre of Excellence. The national AIDS and STD
Unit took the lead in engaging with intergovernmental, district, and local stakeholders to develop
a proposal for Bobonong based on the STF model
and adapted to the local context.
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Figure 3. Bobonong, Botswana

security services. The 70-member organization,
formed in 1996, began with only 12 volunteers
and is viewed as one of the best communitybased organizations in southern Africa.
• KPMG Management Services, a private organization, is a fund management company that
oversaw project activities using rigorous financial
controls. KPMG was required to sign off on any
expenses over 3,000 pula (approximately US$430
in 2006). According to John Botswelelo, project
manager, “We wanted to be certain that the funds
were being used for their intended purpose.”
• STF helped build the institutional capacity of
the project by funding new facilities, equipment, and staff; conducting recruitment and
training, and providing technical assistance.
The core competencies of BMS were leveraged
in order to build capacity in governance, project management, financial management, Good
Clinical Practice (code of conduct underlying
research involving human subjects), and monitoring and evaluation.
Leadership and Partnerships
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STF consultation with the government led to
an appropriate sharing of roles and responsibilities
between the public and private partners as follows:
• The Ministry of Health and the Ministry of
Local Government provided ARVs and related
drugs, supervised institutional coordination,
and ensured that the monitoring and evaluation
system met the national ARV guidelines. Focal
persons were appointed by the two respective
ministries to work closely with fund manager
KPMG and the project team.
• Bobonong Primary Hospital (BPH), repre
senting the MOH, provided ARVs, laboratory
and radiology services, social work services,
and dietetic services, and conducted operational research associated with the project.
BPH, the only hospital in Bobonong and one
of only two in the subdistrict, also housed the
Project Secretariat and served as chair for the
Project Management Committee.
• Borotsi Clinic, representing the Ministry of
Local Government, also located in Bobonong,
conducted community outreach activities,
screened and referred patients to the hospital, provided psychosocial support and patient
follow-up, and participated in the operational
research of patients who did not require treatment after an HIV-positive diagnosis (based
on a CD4 lymphocyte count above 200 cells/
mm3 without any AIDS-defining illnesses).
• The District Health Team, under the guidance of the Ministry of Local Government,
oversaw community outreach and education
on all public-health programs and also served
on the Project Management Committee.
• Bobonong Community Home-Based Care
Society (BHBCS), representing communitybased organizations, community mobilization and counseling, peer education and patient
follow-up, income-generating activities, homebased care, psychosocial support, and food

The existing national HIV/AIDS response structure was built into the CBTS program in the subdistrict, including voluntary counseling and testing
(VCT), prevention of mother-to-child transmission, and orphan care services. The program
was further aligned with the country’s National
Strategic Framework for HIV/AIDS (2003-2009)
that sought to increase access to care and support
services by 50%, and usage of HIV/AIDS treatment
and support services by 25%, by 2009.
In December 2003, the MOH signed a memorandum of understanding with BMS concerning
the sustainability of the Bobirwa subdistrict ARV
project. In essence, the ministry agreed to assume
responsibility for the continuation of the program
beyond the three years of funding provided by STF.
As of January 2007, the government of Botswana
has respected this clause of the agreement. This
is a testimony to the strength of the partnership,
a strength imparted by mutual respect and trust
between the government and STF.
Engaging with local community-based organizations was relatively simple in Bobonong compared to some of the other STF CBTS sites, because
of the strength of the partnering nongovernmental
organization, the BHBCS. This group had established a solid home-based care practice in the
subdistrict and was already providing services to
a large number of clients. This was good for STF,
but it was also good for the BHBCS, since it meant
an infusion of funds, resources, and training. The
partnership also resulted in the construction of
new facilities to house BHBCS offices, providing
space for activities such as staff training, patient
support groups, and income-generating activities.

Strengthening Partnerships through
Leadership and Management
The management structure that was developed
(Figure 4) gave considerable responsibility to
the project manager, who had direct authority
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over the implementing team and administrative authority (i.e., the District Health Team and
the medical team at BPH). STF encouraged this
structure and understood the advantage of identifying a strong project manager from the early
stages of planning. After six months of searching,
an exceptional project manager was recruited who
galvanized the team and brought the project to a
level of performance ultimately recognized by an
award from STF.
The structure reflects some key principles underlying the CBTS model: partnership, linkage, and
interdependency between the various stakeholders.

Partner Adaptation of the Model
The partnership model is by nature generic and its
adaptation to the local context is required. This process was simplified in Bobonong by the fact that the
community component was entrusted to one organization, the BHBCS. Nonetheless, in addition to
the HIV clinic established at BPH, the Borotsi Clinic
and other satellite clinics in Mathathane, Semolale,
and Tsetsebjwe would also provide services. As STF
discovered for all the CBTS programs, the elaboration of a detailed patient flow is the starting point
from which the program design should be developed. In keeping with the philosophy of partnership, this patient flow (Figure 5) was determined at
a workshop attended by stakeholders from clinical,
community, and government sectors.
The strong partnership with government, at
both the MOH and district health levels, allowed
for an approach that enabled satellite clinics to provide VCT, ongoing care of patients not yet requiring ARVs, and referral of more advanced cases to
higher-level facilities. The relative advantages and
disadvantages of decentralized service provision at
different levels of health facilities are outlined in
Table 1. It is important to note that regardless of
whether a decentralized or centralized approach
is chosen, the system and the patient flow only
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Figure 4. The Bobirwa ARV project management structure
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Table 1. Advantages and Disadvantages of Varioius Facility Types
Type of facility

Advantages

Disadvantages

District hospital

Can be dedicated solely to HIV/AIDS
or jointly provide HIV/AIDS and other
needed services (e.g., TB treatment,
sexually transmitted infection treatment, family planning)

Can put patient at a greater risk of
stigma, as he or she may be identified
as being HIV-positive by observers

Usually located close to other critical
hospital services, including inpatient
care, surgical care, pharmacy, and
laboratory services

Depending on geography, patients
may have to travel long distances to
site

General outpatient
department

Normalizes HIV and thus can reduce
associated stigma

Services not focused on HIV, personnel not specialized to treat people
living with HIV

Primary health clinic
linked to district hospital

Generally closer to patients’ homes,
which minimizes transport challenges

Less comprehensive and specialized
care

function well if the community members and community organizations are involved.
The community partner, BHBCS, decided that
community education, mobilization, care, and
support activities (including home-based care,
psychosocial support, food security, and incomegenerating activities) should be developed. The
patient flow diagram (Figure 5) indicates how
referrals can occur from the clinic to the community and vice versa. Thus a patient could, for example, be referred from the clinic to BHBCS to receive
home-based care and food security services. The
same patient might be referred back to the clinic
by a community health worker who finds that the
patient has developed side effects to ART. In the
event that the patient does not turn up for a scheduled clinic visit, the community health worker is
alerted to go and trace the patient rapidly to avoid
treatment interruption. This technique was instrumental in maintaining a very low treatment default
rate of 5.2% in STF-sponsored CBTS programs.2
The project leaders also recognized early on the
importance of partnering with traditional healers in
the surrounding area. According to Dr. Kabengele
454

of the HIV clinic at BPH, “People in our community have a strong belief in traditional healers.
You cannot overlook them. We therefore needed
to train them on HIV/AIDS issues.” While recognizing that he and other traditional healers take
a very different approach to HIV/AIDS than the
health professionals at BPH and BHBCS, Ngwako
Nkawana, a member of the traditional healer group
Botswana Dingaka Association, said he was viewed
as a member of the team from the outset: “Here
people are appreciative of traditional healers and I
have worked well with others in the program.”
In this way, partnerships between public, private, and community sectors were clarified during
the adaptation process. Once this step was completed, capacity building was needed before service
delivery could begin.

Training and Capacity Building
Bringing diverse organizations together as implementing partners requires capacity building for
clinical staff, private physicians and/or traditional
healers, and community organizations, both
prior to the launch and throughout the program’s
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Figure 5. Patient flow in the Bobirwa ARV Project
HBC = home-based care; PLHIV = people living with HIV; TCM = total community mobilizers
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operation. In communities where ARVs have
not previously been available, as was the case in
Bobonong, training on many aspects of therapy
and follow-up care is essential.
Training was coordinated by STF and provided
to all partners according to their needs. It included
HIV/AIDS education for all groups; training in
governance, project management, and financial management for the program leaders; Good
Clinical Practice for research-associated staff;
and monitoring and evaluation for most staff. In
keeping with the MOH mentorship program, the
Children’s Centre of Excellence in Gaborone (also
funded by STF) provided ongoing clinical training on general HIV care and treatment with teams
from the center visiting Bobonong on a monthly
basis over a period of six months.
Capacity can also be enhanced by upgrading physical facilities. The partnership resulted in
the creation of a new HIV clinic at the hospital, a
dedicated HIV care facility at the Borotsi Clinic,
and a new facility for the BHBCS. In addition, the
full cadre of implementers was educated about the
CBTS model so that they became acquainted with
the principles of the program. This helped keep
them motivated, as they were able to understand
how their individual contributions fit within the
broader continuum of patient care.

Service Delivery
The objectives of service delivery were defined as
follows:
• To build and strengthen the institutional capacity of program partners for effective implementation of ART
• To mobilize, educate, and sensitize the community in general, and people living with HIV in
particular, on ARVs and HIV/AIDS
• To provide ART at the project site, and improve
accessibility, availability, and effective utilization of ARV services
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• To improve food security at both the household
and community levels
• To monitor and evaluate the implementation
and impact of the project
The best way to demonstrate the effectiveness
of service delivery is to show results. Monitoring
and evaluating the program’s progress is important to ensure that patients are receiving the services they need and program outcome goals are
being achieved. With assistance from Family
Health International (FHI), which was contracted
by STF, the stakeholders established a monitoring
and evaluation framework, data collection tools,
and indicators, and trained personnel on data collection methods. This framework focused on the
community component of the program, especially
the link between community indicators and clinical
outcomes. Clinical data were collected at BPH and
the satellite clinics according to national requirements and according to an operational research
protocol designed by STF.

Program Outcomes
In September 2006, the experience and data from
Bobonong that had been collected since the beginning of 2004 were combined with those of the three
other CBTS sites in southern Africa (Namibia,
Lesotho, and South Africa). Overall, the results
demonstrated the effectiveness of the CBTS model.
Highlights of these results are as follows:
• Overall, the uptake of VCT increased approximately tenfold within two to three months
from the start of community mobilization. By
November 2006, more than 16,000 patients
had been enrolled in CBTS sites in southern
Africa. In Bobonong, over 3,500 had been
enrolled by this date and of these, more than
1,500 were on ARVs—three times the number
that had been forecast.
• An intent-to-treat analysis from the first 941
patients on ART for 12 months at the four sites
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Another dramatic effect of the program relates
to the job description of home-based care workers
themselves. “When we began, home-based care was
associated with people who were about to die,” said
Nkhori, secretary of BHBCS. “That has changed
dramatically. Many of our clients are not even bedridden now. Our volunteers do not visit the clients
as often as they did before. In fact, some clients no
longer need home-based care. They have gone back
to work now and care for their own children.”
Noted Dr. Wanless, former medical director of
STF, “I recall when I first visited Bobonong, I met
this team of very dedicated ladies who walked from
homestead to homestead, caring for the dying. And
frankly and understandably, they were depressed.
Two years later, they were transformed and reinvigorated, now looking after people getting well
and helping them to live full lives again.”
There is further dramatic evidence of the program’s impact in the decline in the HIV/AIDS bed
occupancy rate at BPH—from 93% in 2003 to 52%
percent in 2005; during the same period, the HIV/
AIDS mortality rate at the hospital dropped from
23% to 13%. This impressive outcome could be
demonstrated because of the fact that all patients
within the BPH catchment population (which
comprised approximately 20,000 people) could
only be referred to this hospital since no other
facilities were in existence.

Challenges and Lessons Learned
With regard to partnership, the CBTS program
experience, and that of Bobonong in particular,
demonstrates the following:
• Governments can be engaged if the program model aligns with national policies and
addresses critical challenges.
• A strong project manager trained in project
management should be identified early in the
planning stage and that person should be given
adequate authority to coordinate the activities
Leadership and Partnerships
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showed an overall efficacy of 64%. Efficacy was
defined as a sustainable increase in CD4 lymphocyte count of greater than 50 cells/mm3. All
deaths and discontinuations were considered
failures. The data for Bobonong alone showed
efficacy of 66%.
• At 12 months, 73% of patients were still more
than 95% adherent. Adherence was defined as
missing no more than one dose per month.
• This was assessed by correlating community
indicators (from the FHI protocols) with clinical outcomes and was demonstrated in the following outcomes:
- CD4 counts increased by significantly
greater amounts (P=.016) and reached significantly higher levels in patients on ARVs
who accessed community support compared
to those who did not—an increase in average
CD4 count from 129 to 381 cells/mm³ was
seen in patients receiving community support compared to an increase from 126 to
330 cells/mm³ in patients not receiving community support.
- Patients satisfied with the level of community support they received also experienced
better quality of life and adhered better to
their ARV medication than those who were
not satisfied.
- Food security and home-based care were the
two services statistically associated with better adherence.
- The loss-to-follow-up rate in CBTS programs was only 5.1%, compared to 10% to
20% reported from other comparable ARV
sites in South Africa.3,4
Overall, it was shown that with community
mobilization and support, a patient was more
likely to present for testing and treatment, was better prepared to begin and adhere to ART, was less
likely to default, and was more likely to have a better clinical outcome.

of all partners. Then a management structure
needs to be established with clear roles, responsibilities, and reporting relationships developed
through collaborative and transparent workshops. The structure should place equal importance on the roles of all partners.
• The configuration of clinical services must
match the partners involved and the geography of the targeted patient population. A clear
patient flow and referral points need to be
defined. Once the patient flow is defined, everything else will fall into place and the roles of the
various partners will be further clarified.
• Training partners will make them better able
to execute the plan and fulfill their part of the
partnership.
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Key reasons for the success of the Bobonong
CBTS program include the following:
• Strong and methodically nurtured partnerships
with government, public, private, and community sectors.
• A strong project manager who placed equal
emphasis on the roles of all partners and worked
tirelessly to develop a high-performance team,
whose motto could be described as “seamless
partnership.”
• The implementation of community support
services to extend the support provided to
patients into their communities. This was complemented by strong and clear linkages and
referral systems between the clinic and community partners.
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diving in: the earliest days of the bristol-myers squibb
secure the future program
Responding to HIV/AIDS on a scale commensurate with the epidemic is a global imperative.
The task has barely begun, but at least we are at the end of the beginning, with the needs
recognized together with the proven elements of an effective response.
—Peter Piot et al5
begin taking action. The challenge was to adequately resource and coordinate these efforts
while simultaneously addressing the social
issues that fuel the spread of the disease.
As a global company and leading developer
and manufacturer of antiretroviral treatments,
BMS was acutely aware of the impact of the
AIDS pandemic around the world. The company had been involved in the field of HIV
medicine since 1985 when the virus was first
discovered and efforts to develop treatments
began. From that point on, HIV became a constant focus of the company. Ongoing interaction with researchers, clinicians, advocates,
policymakers, people living with HIV, and the
company’s own African business strengthened
the understanding among senior management
that the creation of a dedicated philanthropic
program was the necessary, responsible, and
right thing to do.
The company also recognized that philanthropy could provide an opportunity for
leadership. BMS could combine its knowledge
of HIV/AIDS with its independent and flexible philanthropic resources and be one of the
first to step forward and seriously address a
complex social issue. In so doing, corporate
philanthropy would help take the risks that
individual governments and multilateral
organizations could not, would not, or were
slow in undertaking.7 Encouragement to act
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ith the reauthorization
of the President’s Emergency Plan
for AIDS Relief (PEPFAR) by the
United States Congress in April of 2008 at
US$50 billion over five years and the Global
Fund to Fight AIDS, Tuberculosis and Malaria
having attracted $4.7 billion in financing
through 2008, it is difficult to remember a
time not that long ago when both the public and private sectors of the global community were not receiving significant financial
resources to address the HIV/AIDS crisis in
Africa. Yet large initiatives such as PEPFAR
and the Global Fund did not in fact lead the
way. Rather, it was nimble private philanthropic efforts, such as those led by BristolMyers Squibb (BMS) and others, that were the
first to devote significant financial resources
to international HIV/AIDS efforts.
By 1999, the AIDS pandemic had reached
alarming proportions, and its impact was
being experienced most severely by people
living in sub-Saharan Africa. At that time, 16
million people had died of AIDS, 25.3 million
were living with HIV, and 10 million children
had become AIDS orphans in the region since
the beginning of the pandemic.6 Yet in 1999
the global community was just beginning to
wake up to the speed and scope of HIV transmission worldwide, the disparity between the
treated and untreated, and the urgent need to
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boldly came from the secretary general of the
United Nations, Kofi Annan, who personally
approached the company’s CEO and asked
BMS to take a leadership role in helping to
fight the pandemic in Africa and to do so in an
unprecedented way.
In May of 1999, BMS and the BMS
Foundation (BMSF) announced a groundbreaking five-year US$100 million initiative
called Secure the Future: Care and Support
for Women and Children Affected by HIV/
AIDS (STF). STF was the first major corporate philanthropic program to target the AIDS
pandemic in Africa. The goal of the initiative
was to identify and support innovative, costeffective, sustainable, and replicable models to
manage the impact of HIV/AIDS in resourcelimited settings. Initially, the program focused
on the five countries in southern Africa that
had been hardest hit by the pandemic—
Botswana, Lesotho, Namibia, South Africa,
and Swaziland. In 2001, an additional commitment of US$15 million allowed the program
to expand to four low-prevalence countries
in West Africa—Mali, Côte d’Ivoire, Senegal,
and Burkina Faso—and further commitments
have enabled expansions to Uganda, Malawi,
and Tanzania. To date, BMS has committed
US$150 million under STF, which has been
operating for nearly 10 years.
It is important to view the initial as well as
subsequent financial commitments from BMS
in the context of the limited public and private
sector funds being targeted for HIV efforts in
Africa in the late 1990s and the early 2000s.
In 1998, international assistance funds made
available for HIV/AIDS totaled $300 million.8 In July of 1999—two months after the
announcement of STF— United States Agency
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for International Development (USAID)
announced the Leadership Investment in
Fighting an Epidemic (LIFE) initiative, which
committed US$100 million to support projects
in 13 focus countries. In September of 2000, the
World Bank launched the Multicountry HIV/
AIDS Program for Africa with commitments of
US$500 million for a two-year phase of immediate funding and US$500 million for the second phase commencing in 2002.9 As late at as
2001, BMS was contributing more than some
of the 22 wealthy donor countries of Europe’s
Development Assistance Committee.10 As for
private foundations, according to Funders
Concerned About AIDS, in 1998, only US$7.3
million in grants—largely from the Bill &
Melinda Gates Foundation—had been made
by U.S.-based foundations to support AIDS
programs outside the United States.11 Though
the US$150 million contributed by BMS pale
in comparison to the US$10 billion that economists have estimated is needed annually to
reverse infection trends and treat the millions
living with HIV, it was an unprecedented sum
for a company like BMS and perhaps made
even more significant by the fact that it came
from a pharmaceutical company that was also
in the throes of developing the proper business response to the pandemic.10
The creation of STF helped to propel the
medicines business to make certain that its
contributions to defeat the AIDS pandemic
were reflected in its business practices as well.
For example, in May 2000, on the first anniversary of the establishment of STF, the company
became a founding member of a new initiative
by the United Nations and the research-based
pharmaceutical industry to speed access to
treatment. The Accelerating Access Initiative
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at even lower prices. At the same time, BMS
announced that it would ensure that its patents did not prevent access to inexpensive
HIV/AIDS therapies in sub-Saharan Africa.
Through the years, other significant business
actions would follow, including an agreement
to help ensure sustainable access to treatment
for millions of HIV-positive individuals in
sub-Saharan Africa and India through a technology transfer of BMS’s newest antiretroviral,
atazanavir, to two generic-drug companies,
Aspen and Emcure.

Leadership and Partnerships

(AAI) is a collaborative program with nine
research-based pharmaceutical companies,
as well as UNAIDS, and four other United
Nations agencies and governments, to facilitate
the availability of antiretroviral medicines in
countries that have clearly developed national
AIDS strategies. The initiative helped lead to
the availability of BMS HIV medications at
significantly reduced pricing. In addition, by
March of 2001, the company announced that
it would make its two HIV medicines, Videx
and Zerit, available in sub-Saharan Africa
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rev. gideon byamugisha in front
of his church in uganda

Reverend Canon

Gideon
Byamugisha
Cofounder of ANRELA (African Network of Religious Leaders
Living with or Personally Affected by HIV and AIDS), Uganda

When Rev. Canon Gideon Byamugisha,
the prominent HIV-positive Anglican priest from
Uganda, was two years old, he became very ill with
smallpox. His family lived in a village in southwest
Uganda, and the nearest doctor was 30 miles away
on an island in Lake Bunyonyi. His mother carried
him all the way to the lakeshore and found a girl
with a canoe to take them to the doctor.
On the way, the boy wiggled free from his mother’s arms and fell into the water. Unable to swim,
the mother feared she had lost him. But the boy
emerged, and she fished him out. Unfortunately, his
struggle to regain his health was less successful. The
doctor gave him numerous injections for smallpox
but none appeared to work, and his mother returned
to her village, virtually hopeless.

written by John Donnelly
photographs by Dominic Chavez
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“Don’t feel helpless about HIV. AIDS is vulnerable to
supportive community and people are willing to talk about it

For days, the boy’s family prayed for his life.
Then his grandmother told everyone an angel had
appeared during her prayers, informing her that
the boy would live and grow up to be a church
leader like his father.
“That’s how I survived,” Byamugisha said in his
home in the hills outside Kampala.
That’s also how he received his last name, which
means “blessing.” His life, in turn, has been a blessing to those fighting against HIV and AIDS. The
first of 14 children, Byamugisha has emerged as
one of the forceful and innovative actors in Africa’s
response, especially among church leaders and
those living with the virus.
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In 1992, he became the first religious leader in Africa to declare publicly he was HIV-positive. He first
told his fellow priests and students,
then his family, and finally the world
in a speech at an AIDS conference in
Kampala. In 1998, the virus had turned
into full-blown AIDS, and a few years
later a doctor gave him six months
to live. But a woman from California
who had gotten to know him paid
for his antiretroviral treatment, which
then cost thousands of dollars per
year, and he lived. “That saved me,”
Byamugisha said.
He went on to start the African
Network of Religious Leaders Living
with or Personally Affected by HIV & AIDS, as well
as the Friends of the Canon Gideon Foundation,
which supports orphans and other vulnerable children with vocational and professional training.
But none of this has been easy. Byamugisha, 48,
has faced one trial after the other, starting when his
sister-in-law, Eunice Mari, told him that his wife,
Kellen, had been HIV-positive when she died in
1991; they had two children together, but only one
survived. He has since remarried, and he and his
second wife, Pamela, who is also HIV-positive and
widowed, have two children. They also take care of
many orphans.
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information, vulnerable to places where you have a
and help each other.”
Q&A
with Gideon
Byamugisha

Q: What was your reaction to the news your first wife was HIV-positive?
“It was like a bombshell. I entered a kind of panic. I said, ‘You mean since my wife died of AIDS, I could also
be positive? Me? A pastor, a born-again Christian?’ They had told us this was a disease of prostitutes.”
Q: How did you deal with your shock?
“My sister-in-law said something that changed my life. ‘Go for a test,’ she said. ‘And let me assure you of the
love for you in our family.’ It was a statement that dried my tears. The eldest daughter of my wife’s family was
not judging me, and instead assuring me of unconditional love. Sometimes, I look back and think without
Eunice, I would be dead.”
Q: Once you learned you had HIV, how did you decide to make it public?
“I struggled. Should I talk or should I keep quiet? But on my mind was that if I kept quiet, I would be living
a double life. It started with going to Eunice. She embraced me. She cried with me. She prayed for me. I went
to the principal of the [Episcopal Theological] college. He was shocked. He told me he would do everything
possible to help me, but I should not tell anyone about it. I told him blankly that I would not follow that
advice. I went before my fellow brothers at the college, in a staff room, while we were having tea. I said to them,
‘Brothers, I want to tell you I’ve been to have an HIV test and I am positive.’ A hush fell on the staff room.
Some patted me on the shoulder. No one said a bad word.”
Q: What are some of the lessons you’ve learned about AIDS since you began speaking out?
“There are two pieces of good news about AIDS. One is that HIV is 100% preventable. We have knowledge,
skills, and resources to make it happen. The second message is don’t feel helpless about HIV. AIDS is vulnerable to information, vulnerable to places where you have a supportive community and people are willing to
talk about it and help each other.”
Q: What challenges do you see in the next five years?
“I see two challenges. One is that the world may get so used to HIV and stop trying. People may say, ‘Well,
AIDS is one of many problems.’ If we don’t keep up our advocacy, it could become like any other disease and
the world would be willing to tolerate it. The second challenge is that we’re now getting a whole new generation that wasn’t exposed to what we know about HIV. So we can never stop teaching the basics. I hear all the
time, ‘Excuse me, tell us where AIDS comes from.’ ”
Q: What gives you hope about meeting these challenges?
“The group that is walking with AIDS, sleeping with AIDS, they will not get tired. They are not going to keep
quiet. We need to get to them, train them, empower them. They are our future saviors.”
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Epilogue

W

ith the significant recent expansion of HIV/AIDS care programs in resourcelimited settings, we may cautiously say that we are reaching “the end of the beginning” of the
global AIDS pandemic. While infection rates have not yet decreased in many locations and
populations, the ever-widening impact of treatment and prevention efforts is a sign that the relentless
expansion that marked the beginning of the epidemic is slowing in many settings around the globe. The
long “middle stage” of the epidemic and the urgent need to further expand our response now looms ahead,
especially without the prospect of an HIV vaccine on the immediate horizon.
Over the last 25 years, millions of lives have been taken, but with each life lost, the flame of dedication
that burns in our hearts has grown more intense. Experience has taught us that long-term success is realized not by building programs in a vertical or isolated fashion, but rather by strengthening national health
care systems through our efforts and fostering greater linkages with the communities they serve. The
health of the community is tantamount to the health of individuals, and we must continue to do everything in our power to support communities in overcoming the challenges arising from the devastating
combination of poverty and infectious diseases like HIV.
Looking forward to the next 25 years, many challenges lay ahead. The tools we have at our disposal to
address these challenges, however, will grow ever more effective and accessible. Each one of us must learn
how to use these tools ethically and responsibly, and always with the aim of improving the health and
well-being of all those in need. We also must ensure that progress is never limited by borders and institutions. Together we can work toward greater collaboration and partnership in all that we do. Our strength
is in our numbers and our willingness to work together.
Finally, we would like to close these three volumes with one wish: that each of us routinely steps aside
from our daily activities to acknowledge and learn from the work of our colleagues, whether they are wellknown or unsung heroes. In so doing, we will be personally enriched and reenergized, and the quality of
our work greatly improved. This is but one of the many lessons that From the Ground Up has taught us.

Richard G. Marlink
Sara J. Teitelman

epilogue

469

Contributors
Elaine Abrams MD
Professor of Pediatrics and
Epidemiology
Mailman School of Public Health
Columbia University
United States
Isaac Adewole MD, FMCOG,
FWACS
Professor of Obstetrics and
Gynecology
University College Hospital
University of Ibadan
Nigeria
Jullapong Achalapong MD
Chiang Rai Regional Hospital
Thailand
Patricia Agaba MD
AIDS Prevention Initiative in
Nigeria (APIN)
Nigeria
Esther Agali
The AIDS Support Organisation
and Strengthening HIV Counselor
Training
Uganda
Usabinema Agathe MD
Rwamagana District Hospital
Rwanda
Bruce D. Agins MD
New York State Department of
Health AIDS Institute
United States
Oche Agbaji MD
Department of Medicine
University of Jos
Nigeria

470

Kawango Agot MPH, PhD
Director
Impact Research and Development
Organization
Kenya
Collins Airhihenbuwa MPH, PhD
Professor and Department Head
Department of Biobehavioral Health
The Pennsylvania State University
United States
Katherine L. Allen MPH
Institute for Global Health
Vanderbilt University School of
Medicine
United States
Claudia Allers
United States Agency for
International Development
(USAID) | DELIVER
PROJECT(implemented by John
Snow Inc.)
United States
Mary Ashie
Central Adherence Advisor
International Center for AIDS Care
and Treatment Programs
Columbia University Mailman
School of Public Health
Nigeria
Américo Assan MD
National Directorate of Medical
Services
Ministry of Health
Mozambique
Ava Avalos MD
Botswana Ministry of Health
Botswana

From the ground up: Developing Pathways and Partnerships

Robert Ayisi MD
Director
National AIDS and STD Control
Programme
Ministry of Health
Kenya
Dorothy Balaba MBChB, MPH
Director
Traditional and Modern Health
Practitioners Together against AIDS
Uganda
Bitrus Badung MD
Department of Medical
Microbiology
Jos University Teaching Hospital
Nigeria
Livinus Bangendanye MPH
Family Health International
Rwanda
William Barnes PhD
Assistant Research Professor of
Pediatrics
Children’s National Medical Center
George Washington University
United States
Daniel Baxter MD
Botswana Ministry of Health
Botswana
Eduard Beck MBBS, BMedSci,
MSc, PhD, FFPH, FAFPHM
Senior Technical Officer, Research
Fellow
The Joint United Nations
Programme on HIV/AIDS
(UNAIDS)
London School of Hygiene and
Tropical Medicine
Switzerland

Christopher Behrens MD, MPH
Clinical Assistant Professor of
Medicine
School of Public Health and
Community Medicine
University of Washington
United States
Fekerte Belete BA
PACT Ethiopia
Ethiopia
Sorakij Bhakeecheep MD
Deputy Director
Disease Management Department
National Health Security Office
Thailand
Debika Bhattacharya MD
Clinical Instructor of Medicine
University of California Los Angeles
United States
Mabel Bianco MD, MPH
President, Epidemiologist
The Foundation for Studies and
Research on Women
Argentina
Deborah Birx MD
Director, Global AIDS Program
National Center for HIV, Viral
Hepatitis, STD and TB Prevention
Coordinating Center for CDC
United States
Edward Bitarakwate MMed, MPH
Program Manager, Technical
Advisor
Elizabeth Glaser Pediatric AIDS
Foundation
Uganda
Stéphane Blanche MD, PhD
Hôpital Necker Enfants Malades
Université René Descartes
France

Chureeratana Bowonwatanuwong
MD
Chonburi Regional Hospital
Thailand

Lisa Butler PhD, MPH
Center for AIDS Prevention Studies
University of California San Francisco
United States

Paula Brentlinger MD, MPH
Clinical Assistant Professor
International Training and
Education Center on HIV,
University of Washington School
of Public Health and Community
Medicine
United States

Filda Bwakura MD
Department of Pediatrics and Child
Health
University of Zimbabwe Medical
School
Zimbabwe

Rebecca Bunnell ScD, MEd
Centers for Disease Control and
Prevention Global AIDS Program
National Center for HIV, Viral
Hepatitis, STD and TB Prevention
Kenya
Patricia Burns MD
Botswana-Harvard School of Public
Health AIDS Initiative
Partnership
Botswana
Lesego Busang MS Biostat
Senior Program Officer
The African Comprehensive HIV/
AIDS Partnership (ACHAP)
Botswana
Christine Bussmann
Harvard School of Public Health
United States
Botswana-Harvard School of Public
Health AIDS Initiative Partnership
Botswana
Hermann Bussmann MD, MPH
Harvard School of Public Health
United States
Botswana-Harvard School of Public
Health AIDS Initiative
Partnership
Botswana

Sue Cameron MA
Hospice Palliative Care Association
of South Africa
South Africa
Francesca Celletti, MD
Medical Officer, Human Resources
for Health
Health Systems and Services
World Health Organizations
Switzerland
Connie Celum MD
Associate Professor
Division of Allergy and Infectious
Diseases
University of Washington School of
Medicine
United States
Yasmin Chandani MPH
Coordinator for HIV/AIDS
Technical Initiatives
United States Agency for
International Development
(USAID) | DELIVER
PROJECT(implemented by John
Snow Inc.)
United States
Mean Chhi Vun MD, MPH
Director
National Center for HIV/AIDS/
Dermatology, and STDs
Cambodian Ministry of Health
Cambodia

contributors

471

Benjamin Chi MD
Centre for Infectious Disease
Research Zambia
Zambia

Judith Currier MD, MSc
Professor of Medicine
University of California Los Angeles
United States

Evelyn Chilemba RN
Dean of Faculty
Kamuzu College of Nursing
Malawi

Patrick Dakum MBBS, MPH
Institute of Human Virology
Nigeria

Robert Colebunders MD, PhD
Institute of Tropical Medicine
Belgium

John Damonti MSW
President
Bristol-Myers Squibb Foundation
United States

Intira Collins MSc
Programs for HIV Prevention and
Treatment
L’Institut Recherche pour le
Développement
Thailand
Harvard School of Public Health
United States

Anniek De Baets MD, MPH
Department of Pediatrics
University of Antwerp
Belgium

Lucy Connell MD
Harriet Shezi Children’s Clinic
Chris Hani Baragwanath Hospital
South Africa

Kath Defilippi RN
Patient Care Services Coordinator
Hospice Palliative Care Association
of South Africa
South Africa

Hoosen Coovadia MBBS, FCP,
MSc, MD
Victor Daitz Professor of HIV/AIDS
Research
Doris Duke Medical Research
Institute
Nelson Mandela School of Medicine
University of KwaZulu-Natal
South Africa
Mark Cotton MD, PhD
Department of Paediatrics and
Child Health
Children’s Infectious Disease
Research Unit
Tygerberg Children’s Hospital
Stellenbosch University
South Africa
Alex Coutinho MD, MPH
Director
The AIDS Support Organization
(TASO)
Uganda

472

Iris De Ryck MD
Institute of Tropical Medicine
Belgium

Jack DeHovitz MD, MPH
Professor of Preventive Medicine
and Medicine
Division of Infectious Diseases
SUNY Downstate Medical Center
United States
Sinead Delany-Moretlwe MD
Reproductive Health & HIV
Research Unit
University of the Witwatersrand
South Africa

Farai Dube MD
Wits Pediatric HIV Clinics
Enhancing Children’s HIV
Outcomes
South Africa
Elizabeth Dufort MD
Teaching Fellow in Pediatrics
The Warren Alpert Medical School
of Brown University
United States
Philippa Easterbrook MD, MPH
Professor of HIV Medicine
Kings College London
United Kingdom
Wafaa El-Sadr MD, MPH
Director
International Center for AIDS Care
and Treatment Programs
Director
Center for Infectious Diseases
Epidemiologic Research Columbia
University Mailman School of
Public Health
United States
Eka Esu-Williams PhD, MSc
Co-Founder and Past President
Society for Women and AIDS in
Africa (SWAA)
Sexuality and Reproductive Health
Program Officer
Ford Foundation
South Africa
Michael Etukoit MD
The AIDS Support Organisation
(TASO)
Uganda

Deloris Dockrey MPH
Chair, Global Network of People
Living with HIV
University of Medicine and
Dentistry of New Jersey
United States

Wafaie Fawzi MBBS, MPH, MS,
Dr.PH
Professor of Nutrition and
Epidemiology
Harvard School of Public Health
United States

Patricia Doykos PhD
Bristol-Myers Squibb Foundation
Secure the Future Program
United States

Julia Finkelstein Ferdinand MPH
Harvard School of Public Health
United States

From the ground up: Developing Pathways and Partnerships

Marie-Pierre Fernandez MD
The Cambodian Health Committee
Cambodia
Boga Fidzani PhD
National AIDS Coordinating
Agency
Botswana
Cynthia Firnhaber MD
Senior Investigator
Clinical HIV Research Unit
University of the Witwatersrand
South Africa
Robin Flam MD, DrPH
Columbia University Mailman
School of Public Health
United States
Timothy Flanigan MD
Director Infectious Diseases,
Professor of Medicine
Miriam and Rhode Island Hospitals
Brown University School of
Medicine
United States
Janet Fleischman
Senior Associate
Global Health Policy Center
Center for Strategic & International
Studies
United States
Geoff Foster OBE, MD, MRCP
Family AIDS Caring Trust and
Ministry of Health
Zimbabwe

Federica Fregonese MD
L’Institut recherche pour le
développement
France
Gerald Friedland MD
Public Health Director, AIDS
Program
Professor of Medicine,
Epidemiology
New Haven Hospital
Yale University School of Medicine
United States
Andrew Fullem MSPH
Director
Center for HIV and AIDS
John Snow Inc.
United States
Caroline Galbreath BSMTa
Director of Regulatory Affairs
International Partnership for
Microbicides
United States
Tendani Gaolathe MD
BHP-PEPFAR Project Director
Botswana-Harvard School of Public
Health AIDS Initiative Partnership
Botswana
Wayne Gill MD
The Joint United Nations
Programme on HIV/AIDS
(UNAIDS)
Botswana

Mary Glenn Fowler MD, MPH
Makerere University-Johns Hopkins
University Research Collaboration
Uganda
Johns Hopkins University
United States

Sibyl Geelen MD, PhD
Paediatric Infectious Diseases
Specialist
Centre for Poverty-related
Communicable Diseases
PharmAccess Foundation Academic
Medical Centre
Netherlands

Lynde Francis
Founder, Executive Director
The Centre
Zimbabwe

Tesfamicael Ghebrehiwet PhD, RN
Consultant, Nursing & Health Policy
International Council of Nurses
Switzerland

Carlo Giaquinto MD
Honorary Lecturer
Centre for Pediatric Epidemiology &
Biostatistics
Università di Padova, Institute of
Child Health
Italy
Deborah Glencross MD, Mmed
University of Witwatersrand
South Africa
Anne Goldfeld MD
Associate Professor
Harvard School of Public Health
Co-Founder, Cambodian Health
Committee
United States
Eric Goosby MD
CEO, Chief Medical Officer
Pangaea Global AIDS Foundation
United States
Kimberly Green MPH
Regional Senior Technical Officer
Asia Pacific Regional Office
Family Health International
Thailand
Alan Greenberg MD, MPH
Chair, Department of Epidemiology
and Biostatistics
The George Washington University
United States
Sofia Gruskin JD, MIA
Director, Associate Professor
Program on International Health
and Human Rights
Harvard School of Public Health
United States
James Guwani PhD
Joint United Nations Programme on
HIV/AIDS (UNAIDS)
Headquarter, Regional and Country
Offices

contributors

473

Adbulrazaq Habib MD
Institute of Human Virology
Nigeria
Lewis Haddow MBChB, BSc,
MRCP
Honorary Lecturer
Department of Infectious Diseases
Nelson Mandela School of Medicine
University of KwaZulu-Natal
South Africa
Guttiga Halue MD
Phayao Provincial Hospital
Thailand
Anthony Harries MA, MB Bchir,
MD, FRCP, DTM&H
HIV Care and Support Technical
Advisor
HIV Unit, Ministry of Health
Malawi
Jennifer Harris MPH
Center for Infectious Disease
Research in Zambia
Zambia
Joseph I. Harwell MD
Associate Professor of Medicine and
Pediatrics
The Warren Alpert Medical School
of Brown University
Clinton Foundation HIV/AIDS
Initiative
United States
Michael Hicks MD
Director of Gynecologic Oncology
Michigan Cancer Institute
United States
Lisa Hirschhorn MD, MPH
Senior Clinical Advisor HIV/AIDS,
Associate Director
JSI Research and Training Institute
Office of International Programs
Harvard Medical School Division
of AIDS
United States

474

Joan Holloway MA
Senior Technical Advisor
Office of the U.S. Global AIDS
Coordinator
The President’s Emergency Plan
for AIDS Relief
United States

Gonzague Jourdain MD, PhD
Chief of Research
L’Institut recherche pour le
développement
Thailand
Harvard School of Public Health
United States

Jaco Homsy MD, MPH
Institute for Global Health
University of California, San
Francisco
United States

Donna Kabatesi MBChB, MPH
Regional Expert Committee on
Traditional Medicine
World Health Organization
Democratic Republic of Congo

Carla Horne MD
Regional Senior Technical Officer
Family Health International
South Africa

Berthollet Bwira Kaboru PhD
World Health Organization
Switzerland

Mary Jo Hoyt RN, MSN
Director of Global Programs
François-Xavier Bagnoud Center
United States
Vincent Iacopino MD, PhD
Physicians for Human Rights
The Center for Victims of Torture
United States
John Idoko MD, FMCP
Professor of Medicine
Department of Medicine
University of Jos
Nigeria
Dennis Israelski MD
Clinical Professor of Medicine
Stanford University
United States
Heather Jaspan MD, PhD
Department of Paediatrics and
Child Health
Children’s Infectious Disease
Research Unit
Tygerberg Children’s Hospital
Stellenbosch University
South Africa

From the ground up: Developing Pathways and Partnerships

Owen Kaluwa MD
World Health Organization
Botswana
Andrew Kambugu MD
Head of Clinical Services
Infectious Disease Institute
Uganda
Claudes Kamenga MD, MPH
Deputy Director, AWARE-HIV/
AIDS Project
Family Health International
Ghana
Kelita Kamoto MD
Clinical HIV Unit
Ministry of Health
Malawi
Nzali Kancheya MBChB, MPH,
Mmed
Center for Infectious Disease
Research in Zambia
Zambia
Phyllis Kanki DVM, SD
Professor of Immunology and
Infectious Diseases
Harvard School of Public Health
United States

Siriporn Kanshana MD, MPH
Ministry of Public Health
Thailand
Karyn Kaplan
Director, Policy and Development
Thai AIDS Treatment Action Group
Thailand
Blaise Karibushi MPH, BSc
National Leprosy and Tuberculosis
Program
Rwanda
Suparat Karnjanavanit MD
Faculty of Associated Medical
Sciences
Program for HIV Prevention and
Treatment
Chiang Mai University
Thailand
Ted Karpf MTh
Partnerships Officer
World Health Organization
Switzerland

Douglas Keene PharmD, MHS
Director, Rational Pharmaceutical
Management Plus
Management Sciences for Health
United States
Babajide Keshinro MD, MPH
Associate Director Medical Services
Family Health International
Global HIV/AIDS Initiative
Nigeria
Joyce Kgatlwane PharmD
Pharmacist
Botswana Essential Drugs Action
Program
Botswana
Bunna Kim MD, MPH
Head of Planning, Resource
Management and Coordination
Technical Bureau
Ministry of Health, National Center
for HIV/AIDS, Dermatology and
STDs
Cambodia

Linda Kavuma MS
Department of Global Health
University of Washington
United States

Michael Kimerling MD, MPH
Director, Professor of Medicine and
Epidemiology
Gorgas Tuberculosis Initiative
University of Alabama at
Birmingham
The Bill and Melinda Gates
Foundation
United States

Jo Keatinge MD
Elizabeth Glaser Pediatric AIDS
Foundation
Zimbabwe

Rachel King MPH
Researcher
Karolinska Institutet
Sweden

Emmet Keeffe MD, MACP
Professor of Medicine Emeritus
Department of Gastroenterology
and Hepatology
Stanford University Medical Center
Romark Laboratories, L.C.
United States

Stephen Kinoti MBChB, MMED,
MPSID
Senior Quality Improvement
Advisor, East Africa QI/HIV Director
Quality Assurance Project (QAP),
University Research Co., LLC
United States

Seble Kassaye MD, MS
Postdoctoral Fellow
Stanford University
United States

Cissy Kityo MD
Joint Clinical Research Centre
Uganda
Virat Klinbuayam MD
Faculty of Associated Medical
Sciences
Program for HIV Prevention and
Treatment
Chiang Mai University
Sanpatong Hospital, Ministry of
Public Health
Thailand
Kathi Kotellos PhD
Independent Consultant
United States
Katherine Krasovec ScD, MA
Director, Maternal and Child Health
and Nutrition
Program for Appropriate
Technology and Health (PATH)
United States
Susan Krenn
Regional Director, Africa
Johns Hopkins University Center
for Communications Programs,
Strategic Communications for HIV/
AIDS (JHUCCP)
United States
Suporn Koetsawang MD
Faculty of Associated Medical
Sciences
Program for HIV Prevention and
Treatment
Chiang Mai University
Institute for Population and Social
Research
Mahidol University
Thailand
Smita Kumar MD, MPH
Senior Technical Officer, Care &
Treatment
Elizabeth Glaser Pediatric AIDS
Foundation
United States

contributors

475

Marie Laga MD, MSc, PhD
Professor of Public Health
Institute of Tropical Medicine
Belgium
Marc Lallemant MD, Ms
L’Institut de recherche pour le
développment
France
Department of Immunology and
Infectious Diseases
Harvard School of Public Health
United States
Faculty of Associated Medical
Sciences
Program for HIV Prevention and
Treatment
Chiang Mai University
Thailand
Fernet Leandre MD
Zanmi Lesante
Haiti
Pranee Leechanachai PhD
Department of Medical Technology
Faculty of Associated Medical
Sciences
Chiang Mai University
Thailand
Sophie Le Cœur MD, PhD
Institut National d’Etudes
Démographiques
France
Faculty of Associated Medical
Sciences
Program for HIV Prevention and
Treatment
Chiang Mai University
Thailand
Department of Immunology and
Infectious Diseases
Harvard School of Public Health
United States
Phillipe Lepage MD, PhD
Hôpital Universitaire des Enfants
Reine Fabiola
Université Libre de Bruxelles
Belgium

476

Tassana Leusaree
Office of Disease Prevention and
Control
Ministry of Public Health
Thailand

Bereneice Madison PhD
Global AIDS Program
Centers for Disease Control and
Prevention
Zambia

Andrew Levack MPH
Director, Men as Partners Program
EngenderHealth
United States

Agnes Mahomva MBChB, MPH
Regional Medical/Technical Advisor
Elizabeth Glaser Pediatric AIDS
Foundation
Zimbabwe

Rupali Limaye MPH
Program Officer
Strategic Communications for
HIV/AIDS
Johns Hopkins University Center for
Communications Programs
United States
Nigil Livesley MD, MPH
Senior Quality Assurance Advisor
for HIV, TB, and Infectious Diseases
University Research Co., LLC
United States
Shahin Lockman MD, MSc
Assistant Professor of Medicine
Harvard Medical School
United States
Lawrence Long
Research Associate
Wits Health Consortium
South Africa
Lut Lynen MD
Institute of Tropical Medicine
Belgium
Catherine Lyons NP, MS, MPH
Project ASPIRE
University of California, San
Francisco
United States
Elang Mabe
Botswana-Harvard School of Public
Health AIDS Initiative Partnership
Botswana

From the ground up: Developing Pathways and Partnerships

Joseph Makema MD
Harvard School of Public Health
United States
Botswana-Harvard School of Public
Health AIDS Initiative Partnership
Botswana
Simon Makombe PhD
Clinical HIV Unit
Ministry of Health
Malawi
Gilberto Manhiça PhD
Faculty of Medicine
Eduardo Mondlane University
Mozambique
Avumile Mankahla MB ChB, FC
Derm
Department of Dermatology
Nelson R. Mandela School of
Medicine
University of Kwa-Zulu Natal
South Africa
L.R.G. Manthe
Director of District Operations and
Infrastructure Support
The African Comprehensive
HIV/AIDS Partnership (ACHAP)
Botswana
Richard Marlink MD
VP of Technical Implementation
Elizabeth Glaser Pediatric AIDS
Foundation
Professor of Public Health
Harvard School of Public Health
United States

Desmond Martin MBBCh, Mmed,
Fcpath, DTM&H, DPH
Toga Laboratories
University of Pretoria
South Africa

Rose McCullough, PhD
Director of Resource Management
Elizabeth Glaser Pediatric AIDS
Foundation
United States

Madisa Mine
Botswana Ministry of Health
Botswana-Harvard School of Public
Health AIDS Initiative Partnership
Botswana

Mathews Maruva
Elizabeth Glaser Pediatric AIDS
Foundation
Zimbabwe

Colleen McLaughlin
United States Agency for
International Development
(USAID) | DELIVER
PROJECT(implemented by John
Snow Inc.)
United States

Gricelia Mkumba BSc, MBChB,
DGO, MRCOG
Consultant
University Teaching Hospital Lusaka
Center for Infectious Disease
Research in Zambia
Zambia

Manisha Mehta
Gender Team Leader
ACQUIRE Project
EngenderHealth
United States

Kristin Mmari PhD
Department of Population, Family
and Reproductive Health
Johns Hopkins Bloomberg School of
Public Health
United States

Elizabeth Mbizvo BSc, MD, MPH,
PhD
National PMTCT Technical
Coordinator, AIDS and TB
Programme
Ministry of Health and Child
Welfare Zimbabwe
Zimbabwe
Michael Mbizvo DPhil
Senior Scientist
World Health Organization
Zimbabwe
Dorothy Mbori-Ngacha MBChB,
MMed, MPH
Associate Professor
Department of Pediatrics and Child
Health
University of Nairobi School of
Medicine
Kenya
Keith McAdam MB, FRCP, FWCP
Infectious Diseases Institute
Makerere University
Uganda
Penny McAdam
Infectious Diseases Institute
Makerere University
Uganda
Elizabeth McCarthy MPH
Director of Policy Analysis
Consortium for Strategic HIV
Operations Research
Clinton Foundation HIV/AIDS
InitiativeResearch
United States

Saurabh Mehta MBBS, MS
Harvard School of Public Health
United States
Jonathan Mermin MD, MPH
Centers for Disease Control and
Prevention
Coordinating Center for Global
Health
Kenya
Tammy Meyers MD
Senior Lecturer
University of the Witwatersrand
South Africa
Anna Miller MBChB, MPH
Senior Technical Officer
Elizabeth Glaser Pediatric AIDS
Foundation
Zimbabwe
Lior Miller MSc
Program Coordinator
Prevention, Care, and Treatment
Services
Elizabeth Glaser Pediatric AIDS
Foundation
United States

Themba Moeti MB, BS, MSc
Managing Director
The African Comprehensive
HIV/AIDS Partnership
Botswana
Anthony Moll BSc, MBChB
Physician Director, Principal
Medical Officer
Philanjalo Care Center, Church of
Scotland Hospital in Tugela Ferry
South Africa
Dhayendre Moodley MSc, PhD
Women’s Health and HIV Research
Unit
Nelson R. Mandela School of
Medicine
University of KwaZulu-Natal
South Africa
Carolyn Bolton Moore MBBCh
Centre for Infectious Disease
Research in Zambia
Zambia
Mahomed-Yunus Moosa MD
Nelson R. Mandela School of
Medicine
University of KwaZulu-Natal
South Africa

contributors

477

Mary Morris Bsc N, MscN
Quality Assurance coordinator
Center for Infectious Disease
Research in Zambia
Zambia
Anisa Mosam MMB, ChB, FC
Derm, Mmed
Principal Specialist/ Senior Lecturer
Nelson R. Mandela School of
Medicine
University of KwaZulu-Natal
South Africa
Gottlieb Mpangile MD, MPH
Family Health International
Tanzania
Phangisile Mtshali
Bristol-Myers Squibb Foundation
Secure the Future Program
South Africa
Tih Pius Muffih PhD, MPH
Assistant Clinical Professor of
Public Health
Boston University, Director of
Health Services
Cameroon Baptist Convention
Health Board
Cameroon
Ferdinand Mugusi MD, Mmed
Muhimbili University College of
Health Sciences
Tanzania
Deborah Murray
Country Director
Family Health International
Rwanda
Rufaro Madzima
Ministry of Health and Child Welfare
Zimbabwe
Peter Mugyenyi MB, ChB, FRCP
Professor of Medicine
Makerere University
Royal College of Physicians
Uganda

478

Rumbidzai Mugwagwa
Ministry of Health and Child
Welfare
Zimbabwe
Andrew Mujugira MD
Department of Global Health
University of Washington
United States
Joia Mukherjee MD, MPH
Medical Director, Professor
Institute for Health and Social
Justice
Harvard Medical School
United States
Robert Murphy MD
Professor of Medicine
Division of Infectious Diseases
Northwestern University Feinberg
School of Medicine
United States
Philippa Musoke MBChB
Department of Paediatrics and
Child Health
Makerere University-Johns Hopkins
University Research Collaboration
Uganda
Augustin Muhwezi MD
Joint Clinical Research Centre
Uganda
Mulindi Mwanahammuntu MBBS,
Mmed
Co-Director, Consultant
Cervical Cancer Prevention Program
University Teaching Hospital Lusaka
Center for Infectious Disease
Research in Zambia
Zambia
Feddy Mwanga BScN, MA Soc
World Health Organization
Tanzania

From the ground up: Developing Pathways and Partnerships

Alwyn Mwinga MD
Epidemiologist
Global AIDS Program
Centers for Disease Control and
Prevention
Zambia
Christine Nabiryo MD
The AIDS Support Organisation
(TASO)
Uganda
Kimesh Naidoo MBChB
Principal Specialist Paediatrics
King Edward VIII Hospital
University of KwaZulu-Natal
South Africa
Pikul Nantachaipan DNS
Faculty of Nursing
Chiang Mai University
Thailand
Patricia Ncube RN
Botswana Ministry of Health
Botswana-Harvard School of Public
Health AIDS Initiative Partnership
Botswana
Uyapo Ndadi
Botswana Network on Ethics, Law
and HIV/AIDS
Botswana
Khadidiatou Ndiaye MA, PhD
The Pennsylvania State University
United States
Francis Ndowa MD
Department of Reproductive Health
World Health Organization
Switzerland
Ndwapi Ndwapi MD
Botswana-Harvard School of Public
Health AIDS Initiative
Partnership
Botswana
Martin Ngabonziza MD
Family Health International
Rwanda

Olive Ngandu RN, RM
Zambia Union of Nurses
Organisation
Zambia
Nicole Ngo-Giang-Huong PhD,
PharmD
Institut de Recherche pour le
développement
Thailand
Dorothy Ngoma MRN, MRM, MSc
Excutive Director
National Organisation of Nurses and
Midwives of Malawi
Malawi
Nomfundo Nhlapo MD
Wits Pediatric HIV Clinics
Enhancing Children’s HIV
Outcomes
South Africa
Cheikh Niang PhD
Institut des Sciences de
l’Environnement
Senegal
John Nkengasong PhD
Centers for Disease Control and
Prevention
United States
Pamela Norick MA
Chief of External Relations
International Partnerships for
Microbicides
United States
Jeremy Nuttall MSc
Director, Pre-Clinical Studies
International Partnerships for
Microbicides
United States
Winstone Nyandiko Mmed,
MBChB
Lecturer, Health and Pediatrics
Moi University School of Medicine
Kenya

Masauso Nzima
Joint United Nations Programme on
HIV/AIDS (UNAIDS)
Headquarter, Regional, and Country
Offices
Megan O’Brien PhD
Research Director
Clinton Foundation HIV/AIDS
Foundation
Consortium for Strategic HIV
Operations Research
United States
Raphael Ojoh BCH, Bm, FWACP
Professor of Medicine
University of Jos Teaching Hospital
AIDS Prevention Initiative in
Nigeria (APIN)
Nigeria
Jacob Odhiambo Onyango
IMPACT Research and
Development Organization
Kenya
Juliet Otiti Sengeri MBChB, MMed
Mulago Hospital, Makerere
University
Uganda
Anchilla Owor MD, MPH
Tibotec Pharmaceuticals Global
Access Program
Botswana
Maxensia Owor MD
Makerere University-Johns Hopkins
University Research Collaboration
Uganda
Groesbeck Parham MD
University of Alabama, Birmingham
Center for Infectious Disease
Research in Zambia
University Teaching Hospital,
Lusaka
Zambia

Somsak Pattarakulwanich MD
Ministry of Public Health
Thailand
Freddy Perez MD, DTM&H, MSc
Institut de Santé Publique,
d’Epidémiologie et de
Développement
Universite Victor Segalin Bordeaux 2
France
Krista Pfaendler MD
International Cervical Cancer
Fellow
University of Pittsburg School of
Medicine
Center for Infectious Disease
Research in Zambia
Zambia
Anastasia Pharris RN, MSN, MPH
Karolinska Institutet
Sweden
Linda Podhurst PhD
Executive Director
François-Xavier Bagnoud Center
United States
Chomnard Potjanamart PhD
Faculty of Nursing
Chiang Mai University
Thailand
David Pugatch MD
Division of Pediatric Infectious
Diseases
Childrens Hospital Central
California
Fresno Medical Education Program
University of California San
Francisco
United States
Susan Purdin RN, MPH
Senior Technical Advisor,
Reproductive Health
International Rescue Committee
(IRC)
United States

contributors

479

John Puvimanasinghe MD, PhD
Monitoring & Evaluation Specialist
Botswana Ministry of Health
Department of HIV/AIDS
Prevention and Care
Botswana
Shyami Puvimanasinghe LLB,
LLM, PhD
Independent Researcher
Botswana
Nicole M. Quiterio MD
Drexel University College of
Medicine
United States
Helena Rabie MD
Department of Paediatrics and
Child Health
Children’s Infectious Disease
Research Unit
Tygerberg Children’s Hospital
Stellenbosch University
South Africa
Miriam Rabkin MD, MPH
Associate Clinical Professor
Columbia Mailman School of Public
Health Columbia University
International Center for AIDS Care
and Treatment Programs
United States
José Ramet MD, PhD
Chairman, Department of Pediatrics
University Hospital of Antwerp
Belgium
Kelly Randels MPH
Center for Infectious Disease
Research in Zambia
Zambia
Vasu Reddy PhD
Chief Research Specialist
Human Sciences Research Council
South Africa

480

Stewart Reid MD, FRCP(C), MPH
Assistant Professor of Medicine
School of Medicine, School of Public
Health
University of Alabama at Birmigham
Center for Infectious Disease
Research in Zambia
Zambia
Cybèle Renault MD, DTMH
Postdoctoral Fellow
Stanford University School of
Medicine
United States
Josiah Rich MD
Professor of Medicine, Infectious
Diseases Physician
Brown University School of
Medicine, Miriam Hospital
United States
Nigel Rollins MD, FRCPCH
Professor, Centre for Maternal and
Child Health
Nelson R. Mandela School of
Medicine
University of KwaZulu- Natal
South Africa
Seilavath Ros
The Sihanouk Hospital Center of
Hope
Cambodia
Sydney Rosen MPA
Research Associate Professor
Center for International Health and
Development
Boston University
United States
Zeda Rosenberg S.M., ScD
President and Chief Executive
Officer
International Partnerships for
Microbicides
United States

From the ground up: Developing Pathways and Partnerships

Deborah Rugg PhD
Chief, Monitoring and Evaluation
Division
The Joint United Nations
Programme on HIV/AIDS
Switzerland
Dominique Rwakunda MD
Kabgayi Hospital
Rwanda
Jean Batiste Sahaha MD
Rwamagana District Hospital
Rwanda
Vikrant Sahasrabuddhe MBBS,
MPH, DrPH
Research Assistant Professor
Vanderbilt University School of
Medicine
Center for Infectious Disease
Research in Zambia
Zambia
Solomon Sagay MBBS
Jos University Teaching Hospital,
Nigeria
Badara Samb MD, PhD
Advisor to Assistant Director
General
Health Systems and Services
World Health Organization
Switzerland
Theo Sandfort PhD
Associate Professor
Columbia University
United States
Gloria M. Sangiwa MD
Senior Technical Advisor
Family Health International
United States

Jean-Louis Sankale PharmD, DSc
Senior Research Scientist
AIDS Prevention Initiative in
Nigeria
Department of Immunology and
Infectious Diseases
Harvard School of Public Health
United States
Ian Sanne MD
Director, Clinical HIV Research
Unit
University of the Witwatersrand
South Africa
Roxanne Saucier MPH
International Rescue Committee
United States
Kimberly Scarsi PharmD
Division of Infectious Diseases
Northwestern University Feinberg
School of Medicine
United States
Erik Schouten MD
Management Sciences for Health
Clinical HIV Unit
Ministry of Health
Malawi
Wilawan Senaratana MPH
Associate Professor
University of the Philippines
Thailand
Anjali Sharma MD, MS
Assistant Professor of Medicine
Division of Infectious Diseases
SUNY Downstate Medical Center
United States
Sheela Shenoi MD, MPH
Fellow, Section of Infectious
Diseases
Yale University School of Medicine
United States
James Shepherd MD, PhD
Institute of Human Virology
Nigeria

Gayle Sherman MBBCh, PhD
Department of Molecular Medicine
and Haematology
University of the Witwatersrand
National Health Laboratory Service
South Africa
Norah Shire PhD, MPH
Research Assistant Professor
University of Cincinnati College of
Medicine
United States
Judith Shongwe
United Nations Population Fund
Botswana
Kelvin Sikwibele
African Comprehensive HIV/AIDS
Partnership (ACHAP)
Botswana
Wasna Sirirungsi PhD
Department of Medical Technology
Faculty of Associated Medical
Sciences
Chiang Mai University
Thailand
Anne Sliney RN, ACRN
Chief Nursing Officer, Director of
Clinical Training
Clinton Foundation HIV/AIDS
Initiative
United States
Francis Ssali MD
Joint Clinical Research Centre
Uganda
Christine Stegling MSc
Executive Director
Botswana Network on Ethics, Law,
and HIV/AIDS
Botswana

Wendy Stevens MD, Mmed,
FCPath
Department of Molecular Medicine
and Haematology
University of the Witwatersrand
National Health Laboratory Service
South Africa
Susan Strasser, RN, PhD
Technical Advisor
Elizabeth Glaser Pediatric AIDS
Foundation
Zambia
Elizabeth Stringer MD, Msc
Assistant Professor
University of Alabama at
Birmingham
Centre for Infectious Disease
Research in Zambia
Zambia
Jeffrey Stringer MD
Associate Professor
School of Medicine, University of
Alabama at Birmingham
Centre for Infectious Disease
Research in Zambia
Zambia
Leine Stuart PhD, ACRN
Senior Technical Officer, Care and
Treatment
Family Health International
United States
Joan Sullivan
Consultant
The African Comprehensive HIV/
AIDS Partnership
Botswana
Isaac Sulwe
Zambia Union of Nurses
Organization
Zambia
Paisan Suwannawong
Executive Director
Thai AIDS Treatment Action Group
Thailand

contributors

481

Rowland Swai MSc
Manager, National AIDS Control
Programme
Ministry of Health and Social
Welfare
Tanzania
Babafemi Taiwo MD
Assistant Professor of Medicine
Division of Infectious Diseases
Northwestern University Feinberg
School of Medicine
United States
Erik Takang PharmD
United States Agency for
International Development
(USAID) | DELIVER
PROJECT(implemented by John
Snow Inc.)
United States
Bushimbwa Tambatamba Chapula
MBChB, MA
District Director of Health, Lusaka
Ministry of Health
Zambia
Daniel Tarantola MD
Professor of Health and Human
Rights
The University of New South Wales
Australia
Seema Thakore Meloni PhD, MPH
Assistant Country Director
Harvard PEPFAR Nigeria
United States
Laura Tharpe MD
Vanderbilt University School of
Medicine
United States
Leah Thayer MD
Infectious Diseases Institute
Makerere University
Uganda

482

Sok Thim MD
Harvard School of Public Health
Research Director and Co-Founder
Cambodian Health Committee
Cambodia
Patricia Toro MD
Columbia University Mailman
School of Public Health
United States
Caleb Twijukye
Infectious Diseases Institute
Makerere University
Uganda
Fransje van der Waals MD, PhD
Executive Director
HealtheFoundation
Centre for Poverty-related
Communicable Diseases
University of Amsterdam
Netherlands
Debbie van Baarle PhD
Department of Immunology
University Medical Center, Utrecht
Netherlands
Eric van Praag MD, MPH
County Director
Family Health International
Tanzania
Paula Vaz MD
Director of Pediatrics
Pediatric Day Hospital
Ministry of Health and Faculty of
Medicine
Eduardo Mondlane University
Mozambique
Wendy Venter MD
Senior Technical Advisor
International Rescue Committee
South Africa
Alfredo Vergara PhD
Vanderbilt University
United States

From the ground up: Developing Pathways and Partnerships

Sten Vermund MD
Director
Institute for Global Health
Vanderbilt University School of
Medicine
United States
Michael Vitols RN, BHA, MPH
Special Advisor
Norwegian Nurses Association
Norway
Deborah von Zinkernagel RN, MS,
SM
Vice President for Policy, Senior
Clinical Expert
Pangaea Global AIDS Foundation
United States
Nipunporn Voramongkol MD
Ministry of Public Health
Thailand
Deo Wabwire MD
Columbia University Mailman
School of Public Health
United States
Saul Walker
Senior Access to Medicines Policy
Advisor
Department for International
Development
United Kingdom
Helena Walkowiak BPharm, MSc
Senior Program Associate
Rational Pharmaceutical
Management Plus
Management Sciences for Health
United States
Nafuna Wamai MBChB, MPH
Centers for Disease Control and
Prevention, Global AIDS Program
National Center for HIV, STD and
TB Prevention
Uganda

Richard Sebastian Wanless MD,
PhD
Bristol-Myers Squibb Medical
Research Fund
South Africa
V.P. of Research and Evaluation
Baylor International Pediatric AIDS
Initiative
Medical Director
Baylor Black Sea Foundation
Romania
Matthew Warner-Smith
Joint United Nations Programme on
HIV/AIDS (UNAIDS)
Headquarter, Regional, and Country
Offices

Mukadi Ya Diul MD, MPH
Director, Care and Treatment
Division
Family Health International
United States
Prapap Yuthavisuthi MD
Chantaburi Provincial Hospital
Thailand
Kimberly Zeller MD
Assistant Professor, Family Medicine
The Warren Alpert Medical School
of Brown University
United States

Sheri Weiser MD, MPH
Assistant Adjunct Professor
Center for AIDS Prevention Studies
University of California San
Francisco
United States
Edith Welty MD
Associate Director
Cameroon Baptist Convention
Health Board
Cameroon
William Wester MD
Harvard School of Public Health
United States
Botswana-Harvard School of Public
Health AIDS Initiative Partnership
Botswana
Suzanne Willard PhD, CRNP,
FAAN
Senior Technical Officer
Elizabeth Glaser Pediatric AIDS
Foundation
United States
Anna Wright BA Hons
Independent Researcher
United Kingdom

contributors

483

COVER IMAGE
“The Union” 2007, Maputo, Mozambique
By Aires (age 18)
Photo courtesy of Venice Arts ©
“This photo symbolizes the union between African children in the struggle against HIV and AIDS.”

Aires, age 18
Photo: Russell Baer
Courtesy of Venice Arts

About the Artist
Aires is a presenter on the Mozambican Television children’s program
“Roda Viva” (Live Wheel). He has been participating in children’s
television since 2000. “Roda Viva” has given him the opportunity to
travel across Mozambique learning about the experience and realities
of Mozambican children. The most memorable event he covered was
the launch of the campaign “Unite for Children. Unite Against AIDS”.
More than 4,000 children participated in the launch. The Mozambican
head of state, his wife, ministers and other government officials
attended the event and he was able to meet them afterwards.
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