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Care for people living with 
HIV/AIDS 
Elly Katabira, Fronds Mubiru & Eric van Praag 

An East African woman (left) participates in a study on AIDS. Where and how to obtain care 
during and after the study are important elements of informed consent. 
Photo Keystone/Science/Photo Library© 

J
ohn found out he was HIV
positive in 1989 when he was 
offered a university place in the 

United States. A requirement before 
taking up his place was a medical 
examination which included an HIV 
test. He was devastated when the 
positive result came back. Not only 
had he lost the opportunity of study
ing abroad but he also had to face 
the knowledge that he had a terminal 
illness which he couldn't talk about 
and with very little hope of any 
treatment. 

Eventually he went to the city's 
hospital where a small HIV clinic 
was run by a nongovernmental 
organization, and he took up a 
counselling course as a volunteer. 
After some months he felt able to use 
his skills to help others learn about 
HN. Over the following years he 
visited numerous schools, work
places and clinics to talk about HIV 
and use his personal experience to 
educate others and destigmatize this 
condition. He remained well until 
1994, when he got TB. This was 

successfully treated and he was able 
to return to work. His health deterio
rated again in late 1995, and he had 
a bout of pneumonia and recurrent 
abscesses. He continued to be active 
in the PLHA (people living with 
HIVIAIDS) network and was always 
very well informed about the latest 
developments in HIV treatments. 

John's health deteriorated further 
and he had to stop work. Despite 
having given more than seven years 
of his life to educating people about 
HIV, he died recently in poverty
unable during the last few months to 
buy all the food he needed, let alone 
any medication. 

Support urgently needed 

John's case illustrates the prolonged 
and devastating effects that HIV 
infection and AIDS have at a per
sonallevel. It also highlights some 
of the new approaches that health 
services and communities have 
developed to meet the various needs 

For people living with 
HIV /AIDS, the concept of 
comprehensive care across a 
continuum recognizes the 
need for care at several points 
ranging from voluntary testing 
and hospital and social 
services to community-based 
support groups and home
based care. 

of people living with HIV I AIDS 
(PLHA), such as counselling and 
support groups. It also shows that 
some of the successful drug inter
ventions in parts of the industrialized 
world are just a dream in many other 
settings. 

People living with HIV/AIDS 
have a variety of needs and problems 
related to their condition. It is essen
tial to both appreciate and under
stand these needs in order to develop 
practical, realistic and achievable 
care. In most countries, HIV infec
tion predominantly affects young 
people in their most productive 
period of life. Ultimately fatal, it 
may last for many years with 
episodes of illness that alternate with 
disease-free periods. The infection 
further provokes strong emotional 
reactions which lead to stigmatiza
tion and rejection not only by com
munities but even by health staff, 
even though the disease has been 
around for almost 20 years. Care 
responses have to be very wide in 
order to cover such needs as clinical, 
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nursing, psychological and social 
support. 

Those responses did develop in 
many countries, particularly in 
Africa, faced with an escalating HIV 
epidemic. Initiatives came from a 
variety of sources, including PLHA 
themselves and their affected rela
tives and friends, from nongovern
mental organizations and from 
various support groups organized at 
community or hospital or national 
level. Comprehensive care responds 
to medical, emotional and social 
needs. 

A care continuum 

A synthesis of these approaches, 
based on lessons learned so far, 
resulted in the concept of compre
hensive care across a continuum. 
This recognizes the need for care 
through all stages of HIV infection, 
which should be accessible at several 
points along a continuum from vol
untary testing, counselling sites and 
hospital and social services to com
munity-based support groups and 
home-based care. 

A good example of such an 
approach is The AIDS Support 
Organization (TASO) in Uganda. 
Several government health workers 
and affected relatives of HIV
infected patients established a non
governmental organization and ran 
weekly clinics in some national 
hospitals, where comprehensive care 
was provided. TASO provides med
ical services, counselling and social 
support for clients and their families 
as well as establishing linkages with 
community-based initiatives such as 
home care. Community workers in 
turn would refer the client back to the 
TASO clinic, when necessary, for 
more specialized support to ensure 
comprehensive care across the con
tinuum from home to hospital. 

As the HIV epidemic enters the 
third decade, the challenge is how to 
expand care to ensure that PLHA 
have access to voluntary testing and 
counselling, and to the newer or 
improved clinical interventions, such 
as providing isoniazid, a cheap and 
widely available drug to prevent 
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tuberculosis. 
The latest addition to any contin

uum of care project is the introduc
tion of antiretroviral drugs if they 
can be afforded. At present, they are 
too expensive for the majority of 
HIV-infected people and, even if 
available, are effective only in about 
50% of patients. In countries with 
limited resources, access is further 
constrained by the limited number of 
clinicians and nurses who know how 
to use these drugs effectively and 
safely, as they very often interact 
with other medications. Yet if taken 
with appropriate monitoring and 
supervision, antiretroviral therapies 
will prevent opportunistic infections 
occurring for months or even years 
and thus improve the quality of life 
of many patients. 

For any expanded care 
programme to be successful, there 
must be voluntary counselling and 
testing to help people infected with 
HIV to know and accept their 
seropositive status. In this way they 
are able to participate fully in the 
medical, social and psychological 
interventions, even in an environ
ment which is often not conducive to 
compliance. Joint efforts are being 
made involving the people affected, 
clinical and research institutions, the 
donor community and agencies such 

as UN AIDS, UNICEF and WHO. 
They are seeking to respond to the 
challenges in the most severely 
affected countries, and are widely 
promoting initiatives such as 
TASO .• 
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To our deep regret , Dr Francis 
Mubiru, who was in charge of 
the HIV clinic ofTASO in Mulago 
Hospital , died in a traffic 
accident in Uganda shortly after 
this article was written . 


