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About this paper

this working paper reflects the presentations and discussions from both conferences that 
are most relevant for Ngos and researchers. It covers a wide range of the issues that were 
brought up at the conferences, but focuses on the following three main topics: 

Access to antiretroviral therapy
Holistic approaches to providing antiretroviral therapy, prevention and support
Antiretroviral therapy and public health services.

Each section begins by introducing the main issues to be addressed as well as giving infor-
mation on the presenters, the discussants and the chairpersons. the different presentations 
are then put into perspective by summarising the main questions from the participants 
and the other panellists. this is followed by a short list of key works from the literature 
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information. the final section concludes with a list of take-home messages for Ngos.

this working paper is based on the presentations that were given in September 2004 
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recent figures and findings in order to provide as much up-to-date knowledge as possible. 
It was prepared by an Aidsnet team including Jeffrey victor Lazarus, catrine christiansen, 
Lisa Ann richey and Lise rosendal Østergaard, and was approved by the panellists.
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globalization has brought access to medical 
breakthroughs to the forefront of political de-
bates addressing inequality and inequity between 
countries. In high-income countries, antiretroviral 
(Arv) therapy has become widely available, yet 
only approximately 8% of the 28.5 million people 
living with HIv/AIdS in sub-Saharan Africa ben-
efit from this therapy. today, efforts to scale up 
Arv drug distribution in low-income countries 
are proliferating. yet as Arvs become more widely 
available, new issues arise. How can equitable access 
be ensured? will the focus on treatment undermine 
prevention efforts? what broader care and support 
do people receiving Arv therapy need? what will 
the influx of resources for Arv therapy mean for 
public health services? these were some of the key 
issues raised at the Xv International AIdS con-
ference held in Bangkok, in July 2004. while the 
theme of that conference was “Access for All”, the 
presentations revealed that access to Arv medicines 
is only the norm for a tiny minority in low-income 
countries (see wHo map, previous page) and even 
many middle-income countries, and that selection 
and exclusion mechanisms will only intensify as 
national and non-governmental organisation-based 
programmes develop.

A number of danish non-governmental or-
ganisations (Ngos) are in the process of initiating 
Arv distribution within the framework of their 
HIv/AIdS prevention and care programmes in 
sub-Saharan Africa. to support these initiatives, a 
workshop entitled “Models for life: what can we 
learn about Arv distribution from field experiences 
in low-income countries?” was held in copenhagen 
by the danish Ngo Network on AIdS and devel-
opment (Aidsnet) and the Nordic Africa Institute in 
collaboration with the departments of geography 
and International development Studies, roskilde 
university. It brought together researchers, do-
nors and Ngo practitioners from denmark and 
uganda. A satellite workshop “the Power of the 
Pill: challenges of Arvs in East Africa” also took 
place, in uppsala, Sweden, under the sponsorship of 
the Nordic Africa Institute. this workshop linked 
danish and Swedish researchers and practitioners 
with ugandan colleagues working on issues related 
to the provision of Arv therapy. the copenhagen 

workshop was a part of the ongoing discussion 
 within Aidsnet on evidence and better practices for 
Ngo support to individuals and communities af-
fected by HIv/AIdS in low-income countries.

It is only recently that the issue of Arv therapy 
has moved from being a question of why treatment 
is necessary to one of when and how to provide 
treatment in low-income settings. until 2002, the 
global debate on HIv focused almost exclusively on 
preventing the spread of the virus. with prevalence 
rates escalating as HIv became endemic among 
the general population of numerous sub-Saharan 
African countries, the response, often based on ar-
guments of cost-effectiveness, was that prevention 
made the most sense. After all, Arv drugs were far 
too expensive to be afforded by the countries where 
they were most needed. furthermore, the health 
systems in poor countries did not have the technical 
or human resources capacity to provide Arv ther-
apy or monitor their use. this was compounded by 
fears of the development of drug resistance result-
ing from non-compliance with treatment regimes.

However, a renewed interpretation of access 
to Arv therapy as an important human rights is-
sue came after the international AIdS conference 
in Barcelona (2002). this radical change resulted 
from a coalition of Ngos from around the world, 
groups of HIv-positive activists, united Nations 
agencies and some governments. Both the Millen-
nium development goals and the wHo/uN-
AIdS “treat three million by 2005 initiative” led 
to priority being given to the right of an individual 
to receive Arv drugs. It also led to a subsequent 
concern about the high prices and pharmaceutical 
companies’ rights to protect patents for life-saving 
drugs. this international trend was in fact an elabo-
ration of the decision taken in 1996 by the Brazilian 
Ministry of Health, which guaranteed free and uni-
versal access to antiretroviral treatment for people 
living with HIv/AIdS.

Arv therapy represents a window of hope, and 
it has changed the nature of health interventions. It 
has brought forth the question of access − not only 
to Arvs, but also to health care in general. Many 
people lack access to treatment of opportunistic in-
fections and reproductive health services, to basic 
information on prevention, and to methods such as 
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I n t r o d u c t i o n

male and female condoms:  all of which are key ele-
ments in limiting the further spread of HIv.

we hope that this working paper will contribute 
to efforts to effectively and equitably scale up treat-
ment in low-income countries by:

Sharing new and proven research-based and 
Ngo-based knowledge on Arv provision in 
low-income countries;

facilitating a further dialogue between re-
searchers, donors, sub-Saharan African Ngo 
representatives and key danish Ngo staff on 
the complexity of Arv provision in resource-
poor settings; and 

Providing concrete recommendations for dan-
ish and other Nordic Ngos.

•

•

•

Box 1. Why antiretroviral therapy?

Antiretroviral therapy prolongs lives, 
making HIV/AIDS a chronic disease, not a 
death sentence. Affluent countries have 
seen a 70% decline in HIV/AIDS deaths;
It has the potential to help calm fears and 
change attitudes towards HIV because HIV 
can be turned into a chronic instead of a 
fatal disease;
As part of a prevention plan, it can 
significantly reduce HIV transmission;
Once very costly, it has become much more 
affordable;
It can reduce overall health-care costs by 
preventing opportunistic infections and 
restore quality of life.

Source: <www.who.int/3by5/about/en/>

•

•

•

•

•
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Why do people seek and obtain treatment for health problems or, in the case of HIV/AIDS in 
low-income countries, why do they often not seek treatment, or not receive it when they do 
seek it?

This chapter looks at the concrete example of how Uganda was able to expand access to an-
tiretroviral (ARV) therapy and the national and international players who affected this decision 
and helped implement it. This macro level is fraught with questions of how international trade 
and development aid influence the availability of antiretroviral drugs. 

There is a further focus in this section on access mechanisms in the social sphere – at the local 
level, specifically family dilemmas and the problem of exclusion. Here, the question is what the 
different mechanisms are that people use to access antiretroviral therapy and how they are 
linked to the decisions of global actors.

While there is a diversity of ways in which ARV therapy can be accessed, this chapter primarily 
addresses the case of Uganda’s Joint Clinical Research Centre (JCRC), which is based on a cost-
recovery model, i.e. patients do not receive treatment entirely free of charge. In the early 1990s, 
Uganda had one of the highest reported HIV prevalence rates in the world. Many people were 
infected and had already progressed to AIDS, while others died without treatment at a time 
when therapy was available in the developed world. The JCRC, in a joint venture with the min-
istries of health and defence and Makerere University, pioneered the use of ARV drugs in 1991 
in both Uganda and sub-Saharan Africa. Starting in 1993, drugs were stocked at the JCRC as 
they became available on the international market, but only a tiny minority of patients could 
afford to pay for them. By 1996, when triple combination therapy became available, a handful 
of wealthy patients started accessing highly active antiretroviral treatment (HAART) through 
the JCRC and the cumulative number accessing therapy has risen over the years to over 20,000 
patients, thanks to the recent reduction in the cost of the drugs.

Many − especially from abroad − criticised the focus on promoting lifelong treatment in a 
setting with a weak health system, fearing high costs, poor distribution and storage facilities, a 
lack of adherence to the treatment regime and ultimately widespread drug resistance.
While the response to HIV/AIDS in Uganda has created a unique situation, the efforts of the 
JCRC to provide ARVs and then to scale up toward national distribution provide a lesson for 
combating the HIV/AIDS pandemic in resource-poor settings.

In addition to the cost-recovery model, this chapter also addresses other channels of access 
to ARV therapy such as research and donor-funded projects and their implications for the af-
fected population.

I. Access to antiretroviral therapy in Uganda

there are many explanations for the limited provi-
sion of Arv therapy in low-income countries, espe-
cially in sub-Saharan Africa, where there are 28.5 
million people living with HIv, of whom some 4 
million need treatment. Explanations include that 
taking the drugs correctly and consistently is com-
plicated, drug resistance will emerge due to non-ad-
herence, the individuals are too poor to buy drugs, 
the available resources should be used for preven-
tion, Arv therapy is too costly for the health-care 
system and therefore unsustainable, and that coun-

tries lack the infrastructure for distribution − in ad-
dition to funding competition from other treatable 
diseases like tuberculosis and malaria. Several of 
these constraints to HIv/AIdS care can, however, 
be addressed.

the major constraint for the widespread use of 
Arvs in low-income countries has been the high 
cost of the drugs and monitoring tests. over the last 
few years, the cost of Arv drugs has fallen and new 
funding opportunities have emerged, including the 
global fund to fight AIdS, tuberculosis and Ma-

Access to Antiretroviral therapy

- � -
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laria, some health insurance, employer sponsorship 
and Ngos like Médecins Sans frontières and the 
françois-Xavier Bagnoud foundation. Some phar-
maceutical companies like Boerlinger Ingelheim 
have donated nevirapine and other drugs for use in 
programmes to prevent mother-to-child transmis-
sion. 

In addition to the cost of the drugs, another con-
straint in the use of Arvs in sub-Saharan Africa has 
been the sophisticated and expensive monitoring 
through laboratory tests including viral load and 
cd4 counts. As the cost of Arvs comes down, the 
cost of these tests remains high and sometimes ex-
ceeds the cost of the lowest triple combination Arv 
therapy. the high costs are in part because manu-
facturers of these reagents do not have competitors 
in the form of generic manufacturers and continue 
to charge high prices. 

the poor state of logistics for reagent and drug 
procurement, storage, distribution, and monitoring 
of adherence and side-effects further complicates 
the situation. 

Another constraint is the lack of capacity: both 
infrastructure and human. this is being addressed 
by an increasing partnership between resource rich 
and poor countries to train health-care providers in 
low-income countries and to define cost-effective 
and user-friendly laboratory monitoring tests. Ex-
amples of such partnerships include Harvard AIdS 
Institute which is working closely with the govern-
ments in Botswana and Haiti in an effort to train 
key health-care providers in the use of Arvs. the 
newly launched “Academic Alliance for AIdS care 
and Prevention in Africa”, led by a group of ugan-
dan physicians from Makerere university and the 
Infectious diseases Society of America with HIv/
AIdS care experts from North America, to be based 
in kampala, uganda, will provide training in Arv 
use and be a nucleus in the region for wider access 
to Arvs in collaboration with local institutions and 
ministries of health. 

these reasons and others had previously resulted 
in a reluctance to introduce widespread treatment 
for HIv/AIdS in Africa. However, many people 
have died as a result of these claims, and in uganda 
the decision was made, at the highest political levels, 
to do something about the soaring HIv epidemic 
and the many people suffering with AIdS.

there are an estimated 1.1 million people infect-
ed with HIv in uganda, of whom some 114,000 are 

Box 2. When to start ARV therapy

The decision on when an HIV-positive patient 
should initiate ARV therapy is essentially one to 
be taken by a doctor − where there is a doctor. 
This decision can be made based on laboratory 
results where you count the CD4 cells. CD4 cells 
are a type of lymphocyte that co-ordinate the 
immune system's response to certain micro-or-
ganisms such as viruses. HIV can infect and kill 
CD4 cells. Where there is no doctor or no labo-
ratories, ARV therapy may be recommended 
based on the presence of a specific AIDS con-
dition such as thrush, rapid weight loss or the 
onset of a sudden illness.

Wherever possible, WHO encourages coun-
tries to use CD4 cell counts in their ARV treat-
ment programmes and to consider the use of 
simple, low cost CD4 methodologies that are 
currently available to enable the wider use of 
CD4 cell counts in their programmes. However, 
in cases where CD4 counts cannot be assessed, 
the presence of a total lymphocyte count below 
1200/mm3 may be used as a substitute indica-
tion for treatment in the presence of sympto-
matic HIV disease (i.e. WHO stages II or III).

While the total lymphocyte count correlates 
relatively poorly with CD4 count, in combina-
tion with clinical staging it is a useful marker 
of prognosis and survival. Treatment should be 
started:

 If CD4 testing available:
WHO Stage IV disease irrespective of CD4 
cell count
WHO Stage I, II or III with a CD4 cell count 
below 200/mm3,

 f CD4 testing unavailable:
WHO Stage IV disease irrespective of total 
lymphocyte count
WHO Stage II or III disease with a total lym-
phocyte count below 1200/mm3.

It should be noted that children pose a special 
problem since it is difficult to diagnose HIV in 
children under the age of 18 months without 
expensive, specialised tests. At present, WHO is 
trying to develop a so-called “presumptive di-
agnosis” of HIV in children so that children can 
qualify for treatment without “definite confir-
mation”.

Adapted from: “Scaling up antiretroviral therapy 
in resource-limited settings: guidelines for a 
public health approach: executive summary” 
and “3 by 5” Progress Report December 2004.

<www.who.int/hiv/topics/arv/en/scaling_exe_sum-
mary.pdf>

•

•

•

•
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currently in need of antiretroviral therapy according 
to figures released by wHo in december 2004. In 
a country plagued by civil war, with a weak health 
system and a population unable to afford expensive 
treatments, the challenge has been how to expand 
access to treatment for those in need. At the end of 
2004, it was estimated that 35,000 people received 
Arvs, which represents a 40% coverage.

In the 1990s, the Joint clinical research centre 
(Jcrc) in kampala, realised that in order to scale 
up the provision of treatment, they would need a 
cost-recovery programme. currently, the Jcrc pro-
vides 60% of the Arv drugs distributed in ugan-
da, and most people pay for them out of their own 
pocket − contrary to popular belief. In 2000, the 
Jcrc started importing generic drugs and in 2001 
they succeeded in expanding Arv distribution 
from the capital, kampala, to rural districts. one 
way to facilitate the provision of Arvs has been for 
the Jcrc to take on research projects, which in ad-
dition to funding, provide the opportunity for the 
training and capacity building of their staff as well 
as a learning opportunity for visiting groups from 
other countries.

In the eyes of the Jcrc, uganda was in a state 
of emergency, and it was decided that a poor health 
system infrastructure should not prevent them from 
providing treatment to people in need. fewer physi-
cal resources are needed to test for HIv and provide 
Arv therapy than for many other health problems 
and the Jcrc sought to maximize the existing in-
frastructure, while striving for the lowest cost, e.g. 
small treatment centres. Improvisation became the 
name of the game, and treatment was the goal. the 
spirit of innovation, prompted by the increasing 
death toll, is exemplified by the case in which a tent 
was set up to provide free testing for an extra 1,000 
people, when it was said no buildings were available 
for local screening.

with this general expansion, the issue of labora-
tory testing for HIv was raised. the Jcrc respond-
ed by setting up networks between clinics within 
the country for specimen transfer to laboratories. 
the few laboratories in the country could do the 
tests and send back the results to the clinics. In the 
long term, the scarcity of laboratories, while a con-
straint with regard to time and logistics, was seen 
as contributing to ensuring the quality of the labo-
ratories themselves, as their expertise was built up.

the next goal for the Jcrc is to scale up the 
provision of Arv therapy to cover the entire coun-
try. Eighty per cent of the population live in rural 
areas and many patients have to spend scarce re-
sources on travelling to the clinics, which are still 
primarily based in kampala. therefore, capacity 
must be developed where the people who need ser-
vices live. the Jcrc is in a position to lead this ef-
fort as they collaborate closely with the Ministry of 
Health, which supports their capacity building ef-
forts. for example, in some clinics with no health-
care workers trained to work with Arvs, the Jcrc 
staff provide hands-on training for the local staff, 
instead of taking over Arv drug distribution.

expanding access to treatment quickly

At present, the Jcrc has 16 operational Arv ther-
apy centres in uganda. By the end of 2005, this 
number should reach a minimum of 24 (see fig-
ure 1). In addition to the work of the Jcrc, many 
Ngos have also started working within the coun-
try, which means coverage could be even higher.

uganda intends to provide drugs for at least 
60,000 people by the end of 2005, as part of the 
target set with wHo and uNAIdS, discussed be-
low. the policy for increasing access is to find the 
cheapest possible drugs, which means continued 
negotiations with generic drug manufacturers. the 
cheapest triple combination is now about uS $25 
per month, as compared to uS $800 in 1996. And 

Figure 1. Scale up: At least 24 operational centres  
by the end of 2005
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this price is expected to continue falling. By import-
ing lower-cost generic drugs, the number of infected 
people who were able to afford treatment began to 
increase. In addition, combined fixed doses have led 
to improved adherence. But while affordable drugs 
are necessary, it is also necessary to have free drugs 
for the poorest segments of the population, which in 
turn means developing criteria to identify them and 
services to ensure compliance.

officially, the Ministry of Health of uganda em-
ploys wHo classifications (see Box 2) to determine 
who is in need of treatment for HIv/AIdS. How-
ever, only few people can pay for this. Laboratory 
tests are still expensive although the price for some 
tests has fallen over time, as it has for treatment. the 
Jcrc try to cut expenses at their clinics by using 
clinical indicators, and are engaged in a study on 
other strategies that will decrease costs and thus in-
crease access to drugs.

with money from the global fund, drugs be-
came available free of charge in the public sector in 
mid-2004. In addition, there are several initiatives 
to improve access to treatment, including employer-
treatment sponsorships, health insurance for em-
ployees, subsidies from pharmaceutical companies 
and Ngo sponsorship programmes.

lessons learned

the Jcrc has had a number of successes in expand-
ing access to Arv therapy, in line with the prin-
ciples set out in Box 1. this was done in large part 
by bringing down the price of drugs by using generic 
drugs and negotiating with pharmaceutical compa-
nies, as well as using innovative strategies to set up 
testing and Arv provision centres and train staff. 
the next step is to build further on this progress and 
to see what can be learned by and from other sub-
Saharan African countries as well as Ngo partners. 
the following are some of the key lessons learned to 
date by Jcrc: 

the cost-recovery programme has been essen-
tial in the provision of drugs, carrying out op-
erational and other research, and reaching rural 
districts. In effect, the Jcrc has become able to 
provide treatment to those who can afford it − 
in spite of a weak overall health-care system;

the way forward is access to treatment for all 
through partnerships with: pharmaceutical 
companies (to reduce prices), the private sec-

•

•

tor (e.g. insurance companies and employers), 
the public sector (e.g. the Ministry of Health, 
local government authorities and the police), 
bilateral and multilateral donors (e.g. danida, 
Sida, uSAId, wHo and the world Bank) and 
Ngos (national and international);

Special initiatives to treat health workers are 
needed, including that they be encouraged to 
be tested for HIv. this should be done in com-
bination with initiatives to improve safety pro-
cedures at the hospitals;

treatment can also improve prevention. op-
portunistic infections are a major problem and 
often more expensive to treat than providing 
HIv-positive individuals with Arv therapy. By 
properly treating HIv, these infections are pre-
vented, which is clearly more cost-effective and 

•

•

Box 3. The Global Fund to Fight AIDS,  
Tuberculosis and Malaria

The Global Fund was created to increase resourc-
es to fight three of the world’s most devastating 
diseases, and to direct those resources to areas 
of greatest need. Its principles, from governance 
to grant-making, are:

Operate as a financial instrument, not an 
implementing entity;
Make available and leverage additional fi-
nancial resources; 
Support programmes that reflect national 
ownership; 
Operate in a balanced manner in terms of dif-
ferent regions, diseases and interventions; 
Pursue an integrated and balanced approach 
to prevention and treatment; 
Evaluate proposals through independent re-
view processes; 
Establish a simplified, rapid and innovative 
grant-making process and operate transpar-
ently, with accountability.

Donors have been generous in their promises 
to the Global Fund and the amounts promised 
are large. However it must be remembered 
that these funds are expected to cover three 
major diseases, and not just HIV/AIDS alone. In 
2004, 56% was spent on HIV/AIDS whereas 31% 
was spent on malaria and 13% on tuberculosis. 
Furthermore, actual pledges and even real dis-
bursements and use of the funds still lag far be-
hind the real need. 

Source: <www.theglobalfund.org>

•

•

•

•

•

•

•
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more ethical towards the patient in a long-term 
perspective;

the provision of treatment and the establish-
ment of more testing centres also means that 
more patients are now going to voluntary con-
sultations at Jcrc – a healthy development not 
just for HIv/AIdS prevention but also for im-
proved sexual and reproductive health.

II. Global governance of trade and aid  
to AIDS treatment

whether Arvs are available or not in low-income 
countries is not only a question of health sector de-
cisions but also of global politics. to understand 
this, one must take account of different levels of 
governance when examining treatment for HIv/
AIdS, such as (i) drug prices at the global level; (ii) 
Arv therapy programmes at the global level; and 
(iii) Arv therapy access and costs at the national 
level. the often uneasy relationship between these 
three areas makes it difficult for countries to govern 
access to Arv therapy. this section looks at some 
of the international actors and how they relate to 
these issues. 

Acknowledging this broad range of actors is im-
portant for understanding the ways in which they 
each influence access to Arvs. the rapid increase 
in donor funding for HIv/AIdS, for example, 
stems  not just from the need in sub-Saharan Africa, 
but from the successes in reducing the spread and 
providing treatment in other places, such as Brazil. 
the many actors (e.g. the global fund, PEPfAr, 
wHo − see boxes 3−5) all have their own agendas, 
and these are not always fully in synch with each 
other or with local needs.  

 Nevertheless, in spite of the many donors and 
new funding, Arv coverage in poor countries re-
mains very low: between 270,000 and 350,000 
people are estimated to receive Arvs out of 4 mil-
lion people who need it in Africa − only 8% cov-
erage. the Latin America and caribbean region, 
on the other hand, has 65% coverage largely re-
flecting the commitment of Brazil to universal 
treatment. And while a few low-income countries 
have limited the spread of the epidemic, most 
have not. there is therefore no reason to believe 
that the dramatic need for Arv therapy will dis-
appear soon. the number of HIv-positive indi-

•

viduals, many of whom currently need treatment, 
will continue to increase in the foreseeable future.

trade and Aids

the world trade organization (wto) has an im-
portant impact on access to Arvs in member coun-
tries, especially in those countries without a large 
pharmaceutical industry to supply their home mar-
ket. the gospel of the world trade organization 
(wto) is that trade increases economic growth, 
and members must comply with trade agreements, 
also on pharmaceuticals, e.g. the Agreement on 
trade-related Aspects of Intellectual Property 
rights (trIPS Agreement). this has been an on-

Box 4. What is PEPFAR?

In 2003, US President Bush announced the 
launch of the President’s Emergency Plan for 
AIDS Relief (PEPFAR) a five-year, US $15 billion 
initiative to turn the tide in combating the glo-
bal HIV/AIDS pandemic. This commitment of re-
sources will help the most afflicted countries in 
Africa and the Caribbean.

This virtually triples the US commitment to 
international AIDS assistance. Specifically, PEP-
FAR sets out to:

Prevent 7 million new infections (60% of the 
projected new infections in the target coun-
tries);
Treat 2 million HIV-infected people;
Care for 10 million HIV-infected individuals 
and AIDS orphans.

Implementation of PEPFAR will be based on a 
“network model” being employed in countries 
such as Uganda. This involves a layered net-
work of central medical centres that support 
satellite centres and mobile units, with varying 
levels of medical expertise as treatment moves 
from urban to rural communities. The model 
will employ uniform prevention, care and treat-
ment protocols and prepared medication packs 
for ease of drug administration. It will build di-
rectly on existing clinics, sites and programmes. 
However, PEPFAR funds can only be used to 
purchase brand-name ARVs in treatment pro-
grammes, and not generic drugs. In addition, 
its prevention strategies focus on abstinence, 
“faithfulness” and testing rather than condom 
promotion.

See the Centers for Disease Control and Prevention 
for details <http://www.cdc.gov/od/pgo/funding/
AA006.htm>.

•

•
•
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going issue of contention because patents normally 
maintain  high prices. Not surprisingly, pharmaceu-
tical companies investing in research and develop-
ment of new medicines welcomed the trIPS Agree-
ment. these companies received increased support 
for investing in research and the ability to export 
world wide without the fear that other companies 
would copy their products. consumers are paying 
higher prices because of the monopoly status of pat-
ented products. this is the trade-off in intellectual 
property rights, giving incentives for research and 
paying by granting monopoly for a specific time 
(Mansfield 1986). this argument holds when the 
customers have money to buy the product, but in 
the case of Arvs in the poorest countries it is clear 
that most patients cannot be expected to be able to 
afford to pay for their drugs. therefore, Ngos ar-
gue, the companies do not lose customers by letting 
them access copied products, as there is hardly any 
purchasing power in that market.

underlying trIPS is an inherent conflict be-
tween the private property rights of inventors of 
new medicines on the one hand, and human rights 
and the rights of states to protect people’s health on 
the other (Joseph 2003). the trIPS Agreement did 
not intend to prevent developing countries’ access 
to essential medicines. However, the result has been 
restricted access to medicines for AIdS because 
AIdS is a relatively new disease and Arvs are new 
products still working under patents without alter-
natives (as there are for malaria and tuberculosis).  
In short, while advocates argue that the sick die as 
a result, the pharmaceutical companies counter that 
their high revenues must be maintained in order to 
ensure further research and development.

while the patent obstacle to Arv access has 
been formally resolved in the wto, this has not 
yet led to increased access to Arvs in developing 
countries. the doha world trade organization 
ministerial declaration (2001) allowed poor coun-
tries to buy generic pharmaceuticals and to bypass 
certain laws to gain access to medicine (see <www.
wto.org for details>). Part of this declaration calls 
for the implementation and interpretation of the 
trIPS agreement, “…in a manner supportive of 
public health, by promoting both access to existing 
medicines and research and development into new 
medicines…”. this is perceived as a major victory 
for low-income countries, but is still opposed by 
many pharmaceutical companies, who are reluctant 

to step in where governments have failed. It is worth 
noting that although the least developed countries 
have the possibility of compulsory licensing of life-
prolonging medicine, they do not use it – only Mo-
zambique and Zambia have done so to date. Many 
countries fear that issuing a compulsory licence for 
AIdS medicines will lead to an unfavourable trade 
status with their donor countries where the pharma-
ceutical companies are powerful political interests.    

Uganda and donors

uganda is a good example for looking at Arv ther-
apy, as outlined above, due to its relative political 
stability, donor governance (having followed donor 
recommendations) and recognition of AIdS as a 
major problem as early as 1986. the successes in 
uganda have in effect led to the country becoming 
a donor magnet. Although the country has been ad-
vocating for free trade and economic growth, ugan-
da continues to be dependent on development aid, 
especially for its HIv/AIdS programmes. As with 
most development aid, HIv/AIdS funding is often 
time-limited and there is no continuity between dis-
parate projects. the projects end and, if not planned 
to ensure sustainability, leave the target group un-
able to continue its work. At the same time, the in-
flux of large amounts of aid for AIdS has led to the 
proliferation of new projects without adequate coor-
dination and communication between them. 

there have been many HIv/AIdS programmes 
in uganda since 1986, and since 1990 a multilay-

Box 5. The 3 by 5 Initiative

On World AIDS Day 2003, WHO and UNAIDS 
released a plan to provide antiretroviral therapy 
to three million people living with AIDS in 
developing countries and those in transition 
(e.g. the former Soviet Union) by the end of 2005. 
There is a five-pillar strategy to do this:

Develop global leadership, alliances and 
advocacy;
Provide technical, sustained country 
support;
Simplify standardized tools and assure quality 
of the drugs;
Create an effective, reliable supply of 
medicines and diagnostics;
Rapidly identify and reapply new knowledge 
and best practices.

See www.who.int/3by5/en/ for details.

•

•

•

•

•
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ered strategy based on donor funding has been in 
place. governance can be seen as the overlapping 
(or individual) actions of local, national and inter-
national actors as they all exercise political, econom-
ic and administrative authority in governing AIdS 
treatment and prevention in uganda. In most low-
income countries the government is not capable or 
prepared to run the scale-up in Arv therapy due 
to a lack of infrastructure and limited financial re-
sources. therefore, the national governments here 
are not directly engaged in agenda-setting. rather, if 
seen from an overall perspective, treatment of AIdS 
stems from models of global governance.

until 2004, relatively few of the funds were al-
located to treatment in uganda, but this share was 
still large when compared to other African countries. 
Also, the proportion of funds for treatment is now 
rapidly growing as providing Arv therapy becomes 
more central in the donors’ agenda. In effect, access 
to Arv therapy has become a high priority in the 
ugandan government in part because global AIdS 
funding to the country is rapidly increasing. the 
global fund (see Box 3) has given uS $200 mil-
lion in aid while PEPfAr has to date provided uS 
$95 million, and has pledged a further $500 million 
over the next five years. By the end of 2004, wHo 
had also given $6 million. Most of this money is 
aimed at treatment. However, as mentioned above, 
there are many barriers to this funding reaching 
the people in need: poor infrastructure and health 
system capabilities, donor demands and politics, 
sustainability of funding and trade governance. 
regarding the latter, the Jcrc uses a provisional 
import permit to acquire generic drugs from the In-
dian pharmaceuticals company cipla, as the import 
of Arvs into uganda today is illegal, and the coun-
try does not produce generic products nationally. 
uganda has not issued a compulsory license and is 
unlikely to do so in the future. According to Presi-
dent Museveni, donors will be discouraged from 
giving aid to the country if trade in branded drugs 
decreases. Simultaneously, more external funding 
could mean that transnational companies gain an 
additional argument to demand that their patents 
be respected. In short, international considerations 
and conditions can effectively limit the room for 
manoeuvre of national governments and leave local 
providers without medicines. 

 

governance and political stability

while international aid conditions may shape the 
national government’s room for manoeuvre, the in-
flux of funds may also allow governments to use their 
national resources for other things.  for example, the 
northern parts of uganda have been at war during 
the last two decades and uganda has consistently in-
tervened in the regional power struggles around the 
ongoing war in neighbouring congo.  More than 
one and a half million displaced people are currently 
living in camps.  the money that the government 
has earmarked for the war could have been spent on 
preventing and treating HIv/AIdS and other hu-
man development initiatives. Instead, donor money 
is being used for this, which is a good example of 
how external funding indirectly influences national 
governance: donors fill in the spending gap when 
governments choose to prioritise other issues. At 
the same time, the conflict increases the spread of 
HIv/AIdS as soldiers and opposition forces move 
between districts, internal migration increases and 
rape in the conflict areas goes unchecked.  while 
Museveni’s government is best-known in interna-
tional circles for its AIdS successes, its political 
failures will also have an impact on the country’s 
continuing battles with AIdS and poverty.  

III. Social change at the local level

while the above sections focus on the national level, 
this section treats the local level, providing a back-
ground to the work being carried out by the Jcrc 
and Ngos. It is difficult to gain an overview of 
the availability and distribution of Arv drugs over 
time, even in one country, in part due to a black 
market where medicines are purchased without 
being registered in any national statistics and in 
part due to weak coordination at the national level 
that also leads to poor collection of national data 
on medicine use. It is important to remember that 
there is a lack of nationally representative data on 
uganda because it is not possible to collect data in a 
war situation. without fully knowing the long-term 
perspective, Ngos have to act with what informa-
tion they currently have on hand, however limited 
that might be. research in itself takes time and so 
does the process of establishing functional working 
relationships between Ngos and researchers where 
both parties learn how to understand each other’s 
“language”, needs and space for manoeuvre. Many 
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Ngos, driven as they most often are by an action 
oriented imperative, feel an urgent need to act while 
the problems are most dramatic and the funds to 
address them are available. As a result, projects are 
starting to employ what sometimes are referred to 
as “good enough practices” based on experiences 
elsewhere, instead of using best practices based on 
results from local, applied research or documented 
best practices from other Ngos and actors.

By studying local phenomena, such as sexual 
networks, over a period of time, one can often bet-
ter comprehend complex and rapidly changing situ-
ations, e.g. a change in HIv incidence. one kind 
of research can, for example, help improve practice, 
while another can feed into advocacy. one current 
example of applied research is the tororo commu-
nity Health (torcH) project in uganda, which 
is relevant in many ways for Ngos in and outside 
of the country. torcH involves collaboration be-
tween the child Health and development centre, 
Makerere university in uganda, the Institute of 
Anthropology, university of copenhagen, and the 
departments of Social Medicine and of Social An-
thropology at Aarhus university in denmark. one 
study within this broad research programme is aimed 
at gaining an overview of Arv access channels in 
uganda and describing dilemmas of restricted ac-
cess for families and health personnel. four Arv 
access channels have been identified:

research projects and donor-funded projects: 
they are free of charge for patients who fulfil 
specific criteria but are exclusive and selective;
Authorized public health centres: they tend to 
have an urban bias and require user fees;
Private clinics and pharmacists: they also have a 
strong urban bias; and
Private contacts in the country or abroad: they 
have a strong elite bias where the patient uses 
family, friends or “connections” abroad to ob-
tain access to the drugs.

research projects and donor-funded projects

the growing numbers of research and donor-initiat-
ed projects provide free treatment, but this treatment 
is exclusive in that it is limited to specific geographic 
areas, target groups and inclusion criteria. for exam-
ple, prevention of mother-to-child transmission pro-
grammes target the baby. this raises many ethical 
issues: what happens to the mother after the child 

•

•

•

•

is born? or why is one family excluded from this 
intervention while others are treated? the difficulty 
a household has in comprehending why treatment is 
not readily available for all of the household mem-
bers in need is seldom addressed in-depth by onsite 
project staff, who tend to focus on the chosen patient 
alone instead of taking into consideration the wider 
social and family-based network of the patient.

families face dilemmas

Although access to Arv therapy is increasing in 
part due to research and donor-funded projects, the 
reality is that most families in uganda have to pay 
for the medicine they need. In a situation of scarce 
resources, this additional burden often means cut-
ting support elsewhere, e.g. education or other long 
term investments. this situation is further aggra-
vated if several family members are HIv positive 
and in need of treatment and the heads of house-
hold have to make especially difficult decisions as 
to who should receive medical treatment and who 
should not.

when patients can just barely manage to pur-
chase the drugs, be they from local pharmacies or 
public health-care centres, the medical consequenc-
es of adherence problems can be fatal. consider the 
situation in which a family member died because 
she stopped taking Arvs after six months, due to 
the burden the cost put on her family. treatment is 
expensive, and to obtain medicine requires a major 
expedition for families living in rural settings, who 
often have to travel to larger towns or cities.

In addition, apart from being able to afford the 
medicine, as pointed out above, one also needs to 
pay for the laboratory tests – this often makes it im-
possible to maintain regular treatment. As a result, 
it is still unaffordable for the vast majority of the 
population, especially the poor. for the middle class 
it means changing their priorities by, for example, 
selling land or moving their children to a less expen-
sive school. 

implications for children and young people

the focus of Arv provision interventions is usually 
on the patient and not the entire family, which can 
be problematic. children will often have questions 
regarding disclosure (status of their parents), stigma 
and other worries. In the 1990s, the focus of much 
attention was on “AIdS orphans”. this new social 
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category that was quickly integrated into Ngo 
jargon raised many ethical and sustainability ques-
tions as the consequence was that equally vulner-
able children did not “qualify” for the same atten-
tion as children that were orphaned due to AIdS. 
with treatment it is possible to lessen the problem 
of orphans, as parents who are fortunate enough to 
access the drugs can live longer, which consequently 
reduces the number of orphans in society. Instead of 
using the category of “AIdS orphans” it might be 
better to speak of the vulnerability of different cat-

egories of children and even more important to ex-
plore the different social situations where children 
are made vulnerable because they do not receive ap-
propriate care, resources or recognition.

It is also important not to forget the children 
who are affected but not infected. children do not 
want to be defined as “an AIdS orphan” but rather 
as “the child of somebody” be it a specific lineage, a 
clan or through belonging to a place. However, the 
label “orphans” often attracts more donor funding. 
Additional research on the implications for chil-
dren living in affected families as well as a better 
assessment of the child’s vulnerability, especially 
in relationship to the available resources of other 
people within their social network and their will-
ingness to take care of orphaned children is crucial. 
researchers can help Ngos by making this kind of 
knowledge available and comprehensible.

Children’s needs for treatment are often neglected 

children and young people are systematically being 
neglected in all of the efforts to accelerate access to 
Arv therapy in sub-Saharan Africa. this has many 
reasons. firstly, children are often marginalised in 
the social networks within their own families and 
households. Secondly, a rights-based approach to 
children and youth has been weak in project work 
as well as in research. finally, it is often, wrongly, 
assumed that Arv therapy does not work in chil-
dren. According to wHo (2005), children under 
15 are estimated to account for one-sixth of all HIv/
AIdS deaths globally, but only for a much smaller 
proportion of all Arv therapy. there is clearly an 
important gap in under-15’s access to life-prolong-
ing treatment. 

Arv therapy programmes are opening new 
opportunities in supporting children and families 
with HIv/AIdS in a holistic way including psy-
cho-social support and other counselling to the 
family as some of the efforts seek to provide com-
prehensive support. It is important to see medicine 
and other care measures as interlinked and ad-
vocacy in this emerging field is a key area where 
Ngos can play a leading role. However, it is the 
experience of Ngos such as Save the children 
that the needs of children and young people are 
being neglected in the fight for ensuring access to 
Arv therapy. Advocacy in favour of the rights of 
children and young people is weak and so is the 

Box 6. Strained kinship relationships and  
the shared vulnerability of Samia widows  
and orphans  in Uganda 

One example of how vulnerability can occur as a 
result of denial, stigmatisation and discrimination 
is to be found in the story of Emma, a 20-year-
old Ugandan girl whose father died of AIDS in 
1997. 

Emma’s parents had been on such bad terms 
that in 1994, her mother left home and 
ultimately managed to set up a small business. 
Soon afterwards, she took her children, only 
to return a year later to care for her then dying 
husband. When he died, the in-laws chased their 
daughter-in-law and grandchildren off the land, 
refusing any compensation or future assistance. 
According to the father-in-law, Emma’s mother 
had “gone outside” the marital relationship 
and introduced AIDS to the family, which had 
claimed her husband’s life. Blaming her for 
killing the husband, they did not want to live 
with a “murderer” or her children.

This example shows how arguments on AIDS, 
morality and guilt between family members 
might be more fatal than the disease itself. 
This is especially the case in societies where 
women and youngsters are not automatically 
guaranteed the right to inheritance of land and 
property. Among the Samia people in Uganda 
the word ‘Abalekwa’ refers to “the people who 
have lost” or “the people left behind”. This local 
term traditionally includes widows/widowers 
and their offspring. The linkage between the 
parent and children reveals interdependence 
as well as a recognition that children always 
belong to somebody – a family, a piece of land 
and a clan. Most people know a child through 
relations with the mother or father, and it is 
because of their relations with the parent(s) that 
they will (or will not) care for the children. A child 
is never ‘just’ an orphan but rather ‘my sister’s 
child’, for example (Christiansen 2004).
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monitoring and evaluation of projects that seek to 
increase the access of children and youth to Arv 
therapy. we therefore have limited surveillance data 
on the HIv status of children and their responses 
to Arv therapy. furthermore, children have specific 
needs in relation to HIv infection as listed in Box 
7. It must, however, not be forgotten that poverty, 
e.g. the inability to give your child more than one 
meal a day or to provide him or her with medicine, 
is an overall obstacle that in itself makes it diffi-
cult for parents to respond to the needs of children.

IV. Discussion points

overall, the panellists presented two distinct dis-
courses: one ugandan and the other international, 
which have different political implications. their 
conclusions also open up a number of new ques-
tions, as discussed below.

Policy implications: the disconnect between practice 
and policy

uganda as a case teaches us lessons on the global na-
ture of Arvs. when triple-therapy became available 
in the west, it was also available in kampala. thus 
there is a connection. But we can also see a certain 
disconnect as availability was extremely limited due 
to costs, priorities and the weak health-care infra-
structure.

It is important to think about whether we per-
ceive HIv/AIdS as an emergency situation or a 
long-term development problem. this has serious 
implications for what the government can do. Is 
there an impetus for improved infrastructure, emer-
gency relief and cost-recovery or rather a long-term 
need for structural changes to address the underly-
ing causes that make communities and individuals 
vulnerable to HIv infection?

the Ministry of Health in uganda stated in June 
2004 that all who need HIv/AIdS treatment will 
get it, while other authorities said that it was not pos-
sible at the time due to the poor state of the health 
system. uganda’s president has been very successful 
in mobilising support to combat HIv/AIdS nation-
ally and internationally, but now there are calls for 
more pluralistic efforts. In spite of increasing access 
to Arv therapy, uganda’s health system is deterio-
rating and has not shown similar achievements in 
improving e.g. maternal health. thus while Presi-
dent Museveni can now take the credit for saving 
lives (with donor money), what about the sustain-
ability of the efforts?

More effort should go into Arvs

No one is advocating for less effort, but more ac-
countability is needed. there is much disconnect 
with what is actually happening on the ground, like 
the black market for medicines and ministries that 
are not fully taking the lead in much needed co-
ordination efforts. Applied research and well docu-
mented sharing of experiences from projects could 
help address this situation. It also raises the issue of 
health-care personnel. well-funded programmes re-
cruit the best qualified people, people looking for 
opportunities. Some are leaving the country as a re-
sult, while others are moving from the public to the 
private sector, including Ngos.

Both practitioners and researchers recognise that 
access to Arvs changes the framework for AIdS 

Box 7. Ensuring that children benefit from 
increased access to ARVs

The challenge:
Disease progression in children is not properly 
understood;
There are inadequate testing/health-care 
facilities for children;
There is a lack of antiretroviral treatments 
suitable for children;
The needs of HIV-positive children are 
not prioritised by their families and/or 
communities;
Families cannot afford to obtain care, support 
and treatment for HIV-positive children.

What children living with HIV/AIDS need:
Support for their family (e.g. advice on caring 
for them, psychosocial support and advice 
on how to disclose the child’s status);
Rehabilitation for those who are severely 
malnourished or traumatised, with longer-
term nutrition and livelihood strategies;
Medical care;
Counselling;
Adherence support;
Psychosocial support and spiritual care;
Physiotherapy;
Occupational therapy;
Education; 
Support groups.

Source: Adapted from “Beyond the Targets: Ensuring 
children benefit from expanded access to HIV/AIDS 
treatment”, International Save the Children Alliance 
<http://www.savethechildren.net/sitesearch.php#res>
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prevention, treatment and care and forces Ngos 
working with HIv/AIdS to try and integrate this 
new opportunity into their programmes. HIv/
AIdS is rooted in poverty, violence and gender im-
balances and it is well known that this cannot be 
dealt with by treatment alone. treatment can, for 
example, reinforce inequity if only provided to the 
urban population or the wealthiest strata of society. 
yet, the benefits of Arv therapy extend beyond the 
health system.

Earlier, HIv/AIdS was seen as more of a health 
issue than a development issue, and some feel that 
the focus seems to be retreating to this again, with 
the current focus on scaling up Arv therapy. How-
ever, the emphasis on treatment is because it was 
neglected or impossible to provide in the past. It is 
important to note that the new initiatives presented 
above, for example, provide funds for both treating 
and preventing HIv/AIdS that require strengthen-
ing the overall health system, making HIv/AIdS 
just as much a development as a health issue.

Resources
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While the previous chapter addressed the how and why of providing ARV therapy, this chap-
ter delves further into the accompanying activities needed to ensure the full treatment of 
those receiving medicine. This is an often overlooked aspect of scaling up ARV therapy.

Concretely, this chapter looks at the experiences of a holistic approach to ARV drug distribu-
tion. One of the fastest attempts to scale up the provision of antiretroviral therapy in low-
income countries took place on the outskirts of Kampala, the capital of Uganda, in the com-
munity of Mbuya, in 2004. Dubbed “Reach Out Mbuya”, as a part of this project more than 
1000 HIV positive people living in the area were offered ARV therapy and invited to become 
project clients, which entitles them to food, educational opportunities and other kinds of 
care in addition to medicine.

The Reach Out project is presented as a model for other communities in Uganda, but also 
for any country where health care is not a right or not provided free of charge or at afford-
able prices. To ensure adherence to ARV medicine, and thus minimise the risk of developing 
resistance, it is important to reduce the stigma associated with being HIV positive. Too many 
individuals, communities and governments have not yet recognised that sick people must 
be treated, and that part of that treatment includes helping them with other aspects of their 
life, like school and work. The holistic approach can be applied in any treatment setting, pro-
vided the will and resources are there to do it.

Next, the chapter looks at issues of scaling up. What the example below shows is that this 
demands many resources, and while there have been some successes in Haiti, Uganda and 
among the NGO projects of Médecins Sans Frontières, there is still a long way to go, espe-
cially if the aim is to scale up ARV therapy in accordance with the need. 

I. Reach Out: A unique Ugandan initiative

the reach out HIv/AIdS Initiative was started in 
May 2001 to support people living with HIv/AIdS 
in Mbuya Parish, on the outskirts of kampala. Ini-
tially, there were just 14 clients. At the end of March 
2005, there were 1639 active clients enrolled. this 
is an estimated 5.5% of the adult population in 
Mbuya Parish. the total number of active clients 
enrolled in the Arv programme was 605, or 36.9% 
of all clients.

But the goal of reach out Mbuya is much more 
than providing Arv therapy to those in need. the 
objectives are to provide free medical care coupled 
with social, spiritual and emotional support to poor 
people living with HIv/AIdS in the catholic par-
ish of Mbuya. the driving idea is that this is a holis-
tic model of care, which includes community edu-
cation and psychological care. for example, school 
fees are provided to those in need because as a re-
sult of being sick, many clients are not able to raise 
enough money to send their children to school. 
reach out recognises that this is one of the daily 

problems, in addition to needing medicine, which 
impedes patients’ recovery.

the reach out programme started as pastoral 
work linked to the catholic church, but to supple-
ment home visits for the increasing number of people 
living with HIv, a small clinic was opened and staff 
outside the church were trained as counsellors. It is 
in effect a community-based programme that rec-
ognises that everyone in the parish is either infected 
or affected by HIv/AIdS. Some 200 volunteers, of 

Providing Arvs: Holistic Approaches and scaling Up

“Godfrey had a very low CD4 count. He 
received ARV medication and was admitted 
to a hospital. It was a process starting him on 
ARVs. His family had a very negative attitude 
towards the drugs. It was explained to them 
that they had nothing to lose. Now he is doing 
very well and his future plan is to get married. 
There are many cases like this one. Stigma is 
decreasing because the community sees that 
there is hope with ARV.”

Rose Ochen, Uganda,  
Conference presentation, September 2004

- 20 -- 20 -
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whom 78% are also clients (i.e. they are HIv posi-
tive, but may only be receiving treatment for oppor-
tunistic infections), work in the programme.

the activities in the medical programme in-
clude voluntary confidential counselling and test-
ing, continuing medical care, tuberculosis and Arv 
adherence education, home visits, a prevention of 
mother-to-child transmission programme and a 
food programme. one early achievement is that the 
reach out programme is now officially accepted as 
a tuberculosis treatment centre by the government. 
this opens new channels for government support 
to reach out.

the clinic runs from Monday to friday and is 
staffed by nurses, who are supervised by a doctor. 
Some 110−150 clients visit reach out each day, free 
of charge, thanks to its many volunteers and hun-
dreds of individual donors, in addition to local and 
international organizations. on average, each client 
is seen twice a month at the clinic or at home. there 
were 605 clients on Arv therapy by the end of 
March 2004. this group is broken down into three 
different categories: 79 in a Jcrc study initiated in 
July 2003 (for more on the Jcrc see the previous 
chapter); 63 on generic drugs bought by private in-
dividual sponsors (arranged by reach out) started 
in November 2003 and since february 2005 also on 
generic drugs provided by the Ministry of Health/
global fund; and 463 on PEPfAr-funded drugs, 
started March 2004.

voluntary counselling and testing is conducted 
twice a week, reaching 250 people per month, of 
which 63% are women. fifty-two per cent of these 
have tested HIv positive. 

As part of its holistic approach, reach out rec-
ognises that food is important to clinical care. In 
collaboration with the world food Programme, 
900 clients receive select foodstuffs (e.g. corn, soya 
blend and vegetable oil), with priority being given 
to tuberculosis patients and HIv positive individu-
als receiving Arv therapy. food is distributed once 
a month in family-sized containers. 

social support

Social support is an important aspect of holistic care. 
Microfinance loans, in this case for the amount of 
uS $50−125 at 10% interest, to be paid within five 
months, have been found to be an important part 
of getting HIv-positive people back on their feet. 

the overall payback rate is 80% and it is sufficient 
to maintain the programme and the loans help de-
crease financial stress. 

vocational training was initially started as an 
income-generating programme in 2002 with a tai-
loring workshop called roses of Mbuya. As people 
are surviving longer, due to Arv therapy, the pro-
gramme is becoming an important part of reach 
out’s activities. It shows that if people are given the 
possibility to live they may also be able to provide 
for themselves.

More than 390 children are supported in school, 
i.e. their fees and other costs are paid for, through 
individual sponsorships. this is an important step 
in ensuring their future quality of life – as well as 
for the infected parents, who at least can see their 
children go to school. As of March 2005, reach 
out had 15 children on Arv therapy. other im-
portant activities in this sphere include:

community outreach (community mobiliza-
tion and education on HIv/AIdS in schools 
and local communities);
School drop-outs being brought together in 
performance groups;
Adult literacy classes to improve self-esteem;
treatment literacy classes to ensure that clients 
know how to take their drugs and recognise 
possible side-effects;
Preventing mother to child transmission of 
HIv: a community supervisor supports the 
pregnant women and provides antenatal care 
and counselling.

eligibility criteria for Arvs

clients must be HIv positive, live in the Mbuya 
parish, be over the age of 12, have a cd4 count 
under 250 (because this is when it is most likely 
that an opportunistic infection will be acquired), 
have stayed three months on the programme with 
regular appointments and treatment compliance, 
and be willing to sign an agreement form (to ensure 
that they stay in the programme). If the cd4 count 
at enrolment is below 100, the three months with 
reach out is waived and clients are started as soon 
as possible. Priority is given to people with low cd4 
counts. 

Pre-Arv screening is carried out (e.g. tB 
screening, cryptococcal antigen (crAg) testing 
(if the cd4 count is <100), and Hepatitis B) and 
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treatment preparedness in the form of pre-Arv 
education is a crucial element of the programme. 
All drugs are provided by a nurse as is follow-up, 
including home visits when necessary, to check for 
side-effects.

As a part of the holistic approach, members of 
the community are involved in various sorts of ac-
tivities. cAttS (clients who have been on tB or 
Arv therapy) undergo a three-week training pro-
gramme and are thereafter assigned clients. their 
primary job is to monitor Arv and tB treatment, 
and provide support. In this way, cAttS are the 
link between clients and the clinic. All the cAttS 
have weekly meetings, where they are helped to work 
with and better understand the reach out Mbuya’s 
approach to living positively.

II. Reaching farther out: The Red Cross and MSF

Community-based care in Zimbabwe

the Zimbabwe red cross Society is implementing 
a community-based HIv and AIdS programme, 
which in the same way as the reach out pro-
gramme works with a holistic approach to alleviate 
the human suffering caused by the AIdS pandemic 
in the country. the backbone of the programme is 
the home-based care projects implemented in 27 
districts throughout Zimbabwe. the projects work 
as the hub of prevention activities targeting youth 
and the wider communities; palliative care, food 
and psychosocial support to AIdS patients and their 
families; and food, school fees and material and 
psychosocial support to orphans and other children 
made vulnerable by HIv and AIdS.

the red cross HIv and AIdS programme is 
a nationwide operation, which reaches more than 
100,000 people, of whom 16,000 are home-based 
care clients potentially in need of Arv therapy. But 
the general availability of Arvs in Zimbabwe is very 
limited. In a population of 11.6 million, it is esti-
mated that 1.8 million people are living with HIv/
AIdS (i.e. 24.6% of the adult population), with an 
estimated 342,000 persons being in need of Arv 
therapy. In line with the wHo/uNAIdS 3 by 5 in-
itiative, 171,000 should be on treatment by the end 
of 2005, but the latest statistics (March 2005) from 
Zimbabwe’s Ministry of Health and child welfare 
indicated that only 12,000 patients were currently 
receiving Arv therapy. 

In 2004, the red cross took up the challenge of 
developing an Arv treatment model for rural set-
tings, where distances to medical centres are long 
and the human resources in the public health sector 
scarce. the home-based care+ programme is a five 
year pilot programme that will enrol 1500 clients of 
the existing home-based care programme on Arv 
therapy. It relies on a nurse-led, doctor supervised 
Arv therapy model.

Nevertheless, in the Zimbabwean context, the 
treatment of an additional 1500 people is only a 
start. there is clearly a need to scale up by moving 
from piloting treatment programmes to comprehen-
sive treatment, care and support activities, by build-
ing strong partnerships with both the public health 
delivery system and other organisations, e.g. pro-
viders of vcct and prevention of mother-to-child 
transmission interventions.

Médecins sans frontières in south Africa

whereas the reach out HIv/AIdS initiative in 
uganda and the red cross programme in Zimba-
bwe are examples of small-scale Arv therapy pro-
grammes, Médecins Sans frontières (MSf) was the 
first Ngo to carry out a scale-up of Arv therapy 
at the international level. Almost 10% of all those 
receiving Arvs in low-income countries are a part of 
MSf projects. MSf has run HIv programmes since 
the early 1990s and as of May 2005, they provided 
free treatment to more than 25,000 people who are 
part of 50 different projects around the world. Pa-
tients on Arv therapy in MSf projects show a sur-
vival rate of 85% after 24 months follow-up.

there are some five million South Africans liv-
ing with HIv/AIdS. one of MSf’s flagship projects 
is in the township of khayelitsha, outside of cape 
town. there are more than 400,000 residents, of 
whom more than 50% are unemployed. Most of 
them live in makeshift housing. HIv/AIdS is en-
demic in this community, where one out of every 
four women attending antenatal care services is 
HIv positive.

the MSf project started in 1996 and focuses on 
the continuum of AIdS health care: counselling, 
support, prevention, treatment of opportunistic in-
fection, mother-to-child care etc. Selection criteria 
for treating HIv/AIdS are a mix of clinical, biologi-
cal and social criteria:
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the patient must be in stage 3 or 4 of AIdS (i.e. 
clinical AIdS, see Box 2, page 10);
A cd4 count of less than 200;
Patients must have attended HIv clinics for at 
least three months and been on time for the last 
four visits;
Patients must meet certain social and adherence 
criteria including an evaluation of the home en-
vironment (e.g. family support) and willingness 
to disclose their status;
the final selection is made by a community se-
lection committee, anonymously and without 
MSf participation.

However, in order to scale up, and due to limited 
laboratory testing facilities, in some cases MSf re-
moves the criterion of the cd4 count and focuses 
solely on the presence of a specific AIdS condition. 
there is also a clinician to present a client’s case to 
the local community selection committee in order 
to ensure objectivity when deciding on treatment – 
they do not know who the client is, only the factual 
details. ultimately, some people are excluded by the 
selection committee.

Adherence

After an individual is selected, MSf requires that a 
number of conditions be met to encourage adher-
ence to the treatment regime. firstly, there are treat-
ment assistants and lay counsellors, who also make 
home visits. Peer support is ensured in the form of 
monthly meetings, and information materials are 
provided to the patients. ultimately, a simplified re-
gime plays a major role in ensuring that the patients 
take their medicine.

In khayelitsha self-reported adherence demon-
strated that 90% of those receiving therapy took 
more than 95% of their medication. A main preven-
tion outcome was that the number of people will-
ing to undergo voluntary counselling and testing in 
khayelitsha increased from 1000 HIv tests in 1998 
to 12,000 tests in 2002. According to the cadre 
report of 2005, there was a 54% per cent condom 
prevalence rate among the population in khayelit-
sha, versus 45% nationally (compared to 9 other 
townships). And 83% said they were willing to try 
a female condom, versus a national average of 59%. 
the project area also showed the highest levels in 
South Africa with regard to willingness to be tested 

•
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for HIv (83%), already having been tested (45%) 
and interest in joining a so-called AIdS club (91%). 
AIdS clubs are run on a volunteer basis and are set 
up for people living with HIv and those related to 
these individuals in order to help them find support 
and motivation for disclosing their status and seek-
ing or staying on treatment.

ultimately, there appeared to be strong civil soci-
ety pressure in promoting HIv as a political issue (as 
a way to counter stigmatization), Arv therapy and 
education, hand in hand. It was argued that treat-
ment helps keep families intact and financially sta-
ble in that heads of household and others who con-
tribute to the family income stay alive and healthy 
enough to work.

MSf itself has been one of the leading advocates 
providing medical treatment for HIv/AIdS and is 
currently running a global campaign for access to es-
sential medicines (see.accessmed.msf.org). However, 
many unresolved questions remain, for example:

what is the impact of access to Arvs on sexual 
behaviour? do those on Arvs change their be-
haviour and continue or return to riskier prac-
tices?
Are MSf projects fully addressing equity issues 
just because the treatment is free within the 
time of the project life?
will treatment benefit prevention and can this 
be properly documented and reproduced in ru-
ral settings or townships that are even poorer 
than  khayelitsha, South Africa?
will resistance levels in low-income countries 
continue to be comparable with developed 
(high-income) settings? 

III. Discussion points

Ngos need to ask themselves what their role is go-
ing to be with regard to Arv provision. Although 
Ngos for a long time, especially at the beginning of 
the epidemic, have played a leading role in the fight 
against HIv/AIdS in some countries, it is unlikely 
that they will continue to be the main actors to re-
spond to the epidemic. one specific aspect Ngos 
need to address is that of how to apply a holistic ap-
proach and in partnership with others (local groups) 
– as one organization or within a network. Ngos 
have much to gain from establishing functional 
partnerships between Ngos specialised in AIdS 
work and Ngos devoted to reproductive and sexual 
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health or general development issues. At present, 
there is a lack of partners for this in some countries. 
In Zimbabwe, for example, in addition to the red 
cross, only MSf has a project, which in spite of be-
ing large, is restricted to certain urban areas. to sup-
plement this lack of local partners, the red cross is 
trying to develop a rural-based model for the people 
who cannot come to the clinics.

At the same time, while a holistic approach is 
ideal, a rapid scale up is urgently required. In Zim-
babwe alone, the red cross estimates that 3000 
people a week die of AIdS. Ideally, Arv therapy 
should be integrated into public health sector struc-
tures. It should be a government responsibility, but 
that does not mean that the government can or will 
fulfil its task. And whether it is Ngos or the gov-
ernment that ultimately supply Arv therapy, how 
will sustainability be ensured? Ngos need to ad-
dress the issue of dependency. for example, when a 
project like reach out does so much for the family, 
they should also encourage them to obtain some of 
the money for the drugs themselves, so that some 
additional value is attached and costs for the project 
are reduced.

only a few years ago discussions focused on 
whether or not to promote Arv therapy in sub- 
Saharan Africa. today, reach out, MSf and others 
have demonstrated that antiretroviral therapy can 
be provided in low-income countries and argued 
that it is unethical not to do so. Instead, the issue 
has become one of how best to ensure the necessary 
prerequisites for treatment as well as provide it. this 
includes community education and psychosocial 
support to the patients, adults as well as children 
and young people.

Here, it is important to remove any dichotomy 
between treatment and prevention. In many ways, 
Arv therapy has become synonymous with pre-
venting HIv, as treatment works to both reduce the 
prevalence of opportunistic infections and to reduce 
HIv/AIdS transmission in at least two ways:

It reduces the viral load, making HIv-positive 
individuals less infectious;

It can help draw those who do not know their 
status to health-care facilities to get tested. this 
increases awareness about one’s status and with 
proper counselling, individuals should be better 
equipped to avoid transmission, regardless of 
whether or not they actually begin treatment.

1.

2.

However, we are still dealing with large problems 
and dilemmas concerning unequal access to treat-
ment. the inclusion and exclusion criteria remain 
highly difficult to understand for many people, es-
pecially those needing but not receiving treatment. 
If a holistic approach is going to be employed, the 
social patterns of differentiation this (inclusion and 
exclusion) creates should be remembered. this im-
plies that Arv therapy should not be provided to 
people living with HIv just because they think they 
need treatment. clear inclusion and exclusion crite-
ria, based in part on adherence, must be discussed 
with and explained to the community and, when 
agreed on, enforced. other concerns include:

disclosure: reach out, for example, asks for 
consent from the client about whom to disclose 
their status to. they have documented that 
disclosure within the household makes suc-
cess more likely by addressing stigma head on. 
At least one person in the family has to know. 
In addition, as with MSf, one has to be in the 
project for three months and remain in the area 
to receive Arv therapy. this stability, coupled 
with disclosure, is considered to be an impor-
tant aspect of ensuring adherence.

Scaling up: the established follow-up pro-
gramme at reach out means that scaling-up is 
not possible. If there is scale up, the follow-up 
is likely to suffer as home visits, education and 
ongoing counselling require substantial addi-
tional resources. In the case of MSf, it has been 
shown that treatment in resource-poor settings 
is possible, but to scale up will require a much 
larger, internationally funded initiative, in col-
laboration with local governments and the local 
population.

Nevertheless, much can be achieved with the right 
commitment and skills even in resource-poor set-
tings. Ngos and others must consider how we can 
relate isolated successes to large-scale realities. Best 
or “better” practice projects have been presented but 
it must be remembered that they are parts of local 
realities. will these pockets of access also lead to 
equal access on a national and international scale? 
And can duplicating mistakes be avoided? Strong 
coordination efforts are needed so that Ngo efforts 
can be mapped.

•
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Handbook_Bangkok_edition.pdf>.

reach out Mbuya Parish HIv/AIdS Initiative  
<www.reachoutmbuya.org>.

uNAIdS, “report on the global AIdS epidemic”, 
geneva, uNAIdS, 2004 <www.unaids.org/
bangkok2004/report_pdf.html>.

uNAIdS, uNfPA and uNIfEM, “women and AIdS: 
confronting the crisis”, 2004 <www.unfpa.org/
hiv/women/>.



While the previous chapters have looked at national and international policies on the global 
governance of ARV drugs as well as local and national NGO initiatives, in this section ARV 
therapy will be presented more in relationship to the individuals who are working with HIV/
AIDS services, who are affected or infected themselves. This chapter considers whether the 
public health-care system facilitates prevention and treatment or favours one over the other, 
and whether the opportunity to receive treatment makes people more likely to test for their 
HIV status.

The role of the public health sector is clearly of paramount importance. As the response moves 
beyond prevention to include counselling, testing and treatment, it represents an enormous 
challenge to the health-care system and its staff. Counselling is one concrete example of a 
key under-addressed issue in this connection. How is it being undertaken and by whom? 
More than just providing information, counselling requires the active involvement of the cli-
ent, which presupposes a certain level of understanding of the gravity of the situation on the 
part of those seeking help and the time for the counsellors to address these problems.

This leads to the issue of how health sector personnel perceive their role in a situation where 
there is often an unclear division of tasks between nurses and midwives on the one hand and 
doctors on the other. This is compounded where the existence of medicine to control the 
infection puts them into dilemmas in relation to patients who are unable to afford them.

Arvs and Public Health services

I. The quest for a test

whether the availability of Arv therapy influences 
an individual’s motivation to seek voluntary confi-
dential counselling and testing (vcct) has been 
raised as one of the most important questions since 
Arv therapy became more widely available in low-
income countries. this is also of prime concern to 
the AIdS Information centre (AIc) in kampala. 
the AIc, set up in 1990, is an Ngo with five (ur-
ban) branches in uganda. the centre has tested 
more than 900,000 clients for HIv since 1990. 
the current prevalence rate among those tested is 
20% (2004), which is higher than the estimate for 
the country as a whole. one reason for this may be 
that those most inclined to test are those most likely 
to test positive, while another hypothesis says that 
HIv rates are higher in urban areas.

overall, there has been an increase in the num-
ber of people on Arvs as well as a sharp increase in 
attendance for vcct as reported from the Jcrc 
example above. However, this trend is not seen at 
the AIc branch where there is no nearby service for 
Arvs, suggesting that there is greater motivation 
to test where Arvs are available in the vicinity. yet 
AIc staff did not think that advances with regard 
to AIdS treatment had had much impact on the 

majority of those infected. therefore the torcH 
project worked with AIc to investigate the possible 
ways in which the availability of Arv therapy is in-
fluencing people’s motivation to test for HIv/AIdS. 
Some 328 men and women were interviewed as part 
of a first study to look at this.

Asked about their reason for getting tested, al-
most half of the participants responded simply 
that they wanted to know their HIv status; 42% 
stated that they “feared for their health” or were 
“entering a new sexual relationship”. Less than 5% 
gave “wanting to get Arv treatment” as a reason 
for testing. of those who chose not to get tested, 
fear of the certainty of being HIv positive and the 
likely ensuing stigma were reported as the main 
reasons. 73% of the respondents knew that HIv/
AIdS is not curable, while 13% thought it was cur-
able (mainly born-again christians). Many of the 
respondents felt that even if they needed Arvs they 
would not be able to pay for them. 

whereas it can come as a surprise that the AIc 
clients’ reason for seeking vcct did not seem to 
be founded in any aspiration for accessing Arvs, 
it should be noted that there was a strong selection 
bias in the AIc survey. AIc provides counselling 
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and testing, but not Arvs. those who consider 
themselves as treatment candidates and have the 
means to pay for the medicine would be more likely 
to test elsewhere, for example at the Jcrc. what is 
needed is a comparative study with centres that pro-
vide Arvs to investigate whether or not the trends 
are different. one of these could be the Jcrc, de-
scribed above. 

Herbal remedies

the respondents had mixed opinions on herbal 
treatment of AIdS: some believed it could cure 
HIv/AIdS, others that it could relieve symptoms 
and others that it had no effect. understanding the 
role of the traditional or informal health care sector 
is thus an important step when advocating new bio-
medical treatment (i.e. Arvs) to the public in ugan-
da. one step would be for the government, Ngos 
and funding agencies to promote further research in 

herbal medicine and people’s use and understanding 
of it. unfortunately, AIc has noted that people try 
to promote remedies that have not been tested suf-
ficiently and that some of the herbal medicine has 
side-effects.

next steps for vCCt

In spite of the reasons why people choose or do not 
choose vcct services, vcct does need to be ex-
panded and sufficient human resources recruited to 
improve the quality of counselling and to effectively 
address the increasing demand for the services. Mass 
campaigns to educate people about the availabil-
ity, advantages and side-effects of Arvs should be 
prioritised. Paediatric AIdS care issues, including 
counselling, care and support, must be addressed. 
An increased demand for vcct along with the in-
creasing demand for Arvs will have a direct bearing 
on the need for a consolidated and linked approach 

  c

Figure 2. HIV Counselling and testing as an entry point for prevention, care and treatment of all people

Source: Adapted from the wHo online vcct toolkit,
<http://who.arvkit.net/tc/en/content.jsp?d=tc.00>,

family Health International and uNAIdS
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to prevention and behaviour change communica-
tion. this, therefore, requires a closing of the gap 
between solely providing prevention services or 
treatment services, as illustrated in figure 2.

II. Health systems and ARV provision

In spite of the central role that Ngos have played 
in the fight against HIv/AIdS, they cannot and 
should not fully replace the government. what does 
the enormous influx of money, technical assistance 
and resources mean for one of the main providers of 
most health services to the poor − the public health 
system? A recent study (whyte et al. 2004) looked 
at the prevention of mother-to-child infection pro-
grammes – the only HIv/AIdS-related programme 
at the national level attempting to scale up. the aim 
of this study was to take the perspectives of the gov-
ernment health workers on the frontline, as they are 
the people who are going to make the policy work or 
not. there are three principal areas of concern: ac-
cess to resources, staff and workload, and the qual-
ity of counselling.

the Ugandan context

uganda has been described extensively above, but 
here it is important to point out that the govern-
ment policy is unique for its openness with regards 
to AIdS. Both the openness and the strong presi-
dential leadership are attractive to external donors 
(see richey and Haakonson 2004). the policy of 
multiplicity has meant that Ngos and bilateral 
and multilateral donors often intertwine with the 
government health system producing not a public-
private mix, but a public-private-donor “mix-up”. 
donors provide funds to Ngos and Ngos work 
partly through government staff and facilities. to 
know the health-care possibilities in a district one 
must know the acronyms of the Ngos, interna-
tional donors and particular programmes. for the 
newcomer, this mix-up is a veritable jungle of re-
sources, options and restrictions – a jungle that the 
local health workers must navigate while trying to 
deal with the influx of resources.

the Ngo-influence on the public health-care 
system has entailed new social forms for interaction 
and access to social and financial resources, brought 
about by the new priorities in the health-care sys-
tems: seminars, workshops, and training sessions. 
the new emphasis on communication addressing 

behaviour change, sensitization and counselling ac-
tivities leads to new skills and values. In addition, 
allowances, by which donors and Ngos can top up 
salaries, have become an even more important part 
of the public health-care salary system, with the new 
influx of donor funds.

Access to resources: tororo district

In tororo district of eastern uganda prevention of 
mother-to-child transmission of HIv is offered at 
three health units and some outreach sites. Eight 
different donors support these activities, each with 
different possibilities and requirements. At one rural 
hospital, five donors are involved in this service. 

the district health system is seriously under-
staffed and health workers are faced with numer-
ous new tasks, such as pre-counselling, lab work, 
post-counselling, outreach and record keeping. No 
new staff are currently being appointed. there are 
no positions as counsellors, so counselling is carried 
out instead by nurses and midwives. the workload 
falls disproportionately on some staff members. 
And, ironically, successful publicity means more cli-
ents with the result that there is less time for proper 
counselling and a neglect of other regular duties.

there is a constant struggle to obtain resources 
for the health unit itself and for the staff members. 
there is a high staff interest in financial allowances, 
and different agencies have different policies for al-
lowances. there is a clear awareness of who receives 
allowances and for what task as allowances consti-
tute recognition and a much needed addition to 
salaries. 

staff and workload: the health workers perspective

while clearly a positive development, the increase in 
number of clients seeking vcct is a major challenge 
for health workers. In a situation where no addition-
al human resources or improved infrastructure are 
being made available, this increase can compromise 
the quality of normal services as well as new HIv-re-
lated services. Nurses, midwives and lab technicians 
must carry out their normal duties as well as new 
testing, counselling and outreach activities. As long 
as district health facilities are so understaffed, there 
is little interest in hiring staff designated only for 
HIv/AIdS activities. the need is for more health 
workers in all categories to provide the full range of 
health care. understaffing and increased workload, 
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decreased morale, and burn-out among the staff are 
all unresolved problems at the public clinics. 

the quality of counselling

the communication between health workers and 
patients is notoriously poor in many centres and re-
gions. there are numerous examples of clients leav-
ing a consultation without knowing their diagnosis 
or how to take the drugs prescribed for them. Here, 
uganda is not unique. But the response to HIv/
AIdS has brought new developments in health 
communication.

Before 1990, the term counselling was not used 
much in uganda. Now it is a buzzword as counsel-
ling has become the key concept in communication 
about testing and living with HIv/AIdS. Perhaps 
it could be said that counselling is a new cultural 
phenomenon, part of a shift in the culture of health 
care in uganda. Ngos have played an important 
role in this development. originally, the organisa-
tion tASo introduced counselling and provided 
training in counselling. the focus of tASo was on 
psychosocial support with an emotional rather than 
spiritual focus. the notion of peer counselling is 
one of the contributions of tASo and other Ngos. 
Now, many different agencies train in counselling at 
different levels. 

with the rapid expansion in vcct/PMtct, 
training cannot keep pace and some facilities use 
counsellors who have not yet been properly trained. 
there is a keen desire for training in counselling (it 
is a good career move) and a fast scale-up – many 
learn on the job and hope to get a certificate later.

Several issues require further discussion and 
study. Many people use the term “counselling” very 
generously, i.e. they label all communication coun-
selling though it actually only applies to certain situ-
ations. often, what is provided is sensitisation and 
not counselling. calling this counselling suggests 
that health workers think of their patients as clients, 
whereas counselling implies a more egalitarian rela-
tionship. But health workers often report that hier-
archies of age and status may be hard to overcome. It 
is difficult to counsel an older or “more important” 
person. observations suggest that the professional 
status of a health worker can intimidate young, 
less-educated women. research must address how 
counselling is understood by the main actors in the 
health-care systems and the clients themselves. 

the content of sensitisation and counselling 
needs to be addressed. there is a lack of guidelines 
on counselling procedures for children. As more 
people go on to Arv regimens, it will be necessary 
to improve counselling about adherence and side-
effects in order to minimize non-compliance that 
could lead to drug resistance.

the “c” of counselling in “vcct” is also as-
sociated with condoms, which are a key point in 
prevention – counselling on safer sex. However, 
messages about condom use are controversial in 
some settings. therefore, Ngos should be careful 
in picking project partners. the catholic church 
is one of the key players in health care globally, but 
for religious reasons does not openly recommend 
or provide condoms. So while they are an excellent 
partner in some circumstances, other partners need 
to be relied on for parts of the counselling services. 

furthermore, there seem to be problems with the 
“v” of voluntary. for example, in Botswana, one 
of the countries that have made the most efforts in 
sub-Saharan Africa to establish free access to Arv 
therapy in the framework of a public health-care sys-
tem, there is a so-called opt-out policy with regard 
to counselling when getting tested for HIv. that 
means that the perspective is turned around and 
an HIv test is built into other routine checks. the 
patient therefore actively has to say that he or she 
does not want to take a test, when for instance being 
admitted into a  hospital with a broken leg. routine 
counselling and testing has also been introduced at 
the national hospital in uganda. Such policies have 
ethical implications as poor people may not fully 
understand their options with regard to taking an 
HIv test. the ethical and practical problems of 
counselling very ill patients in hospital wards have 
yet to be fully worked through.

researchers and Ngos need to work together 
with ministries of health and staff in the public 
health system to explore these problems and im-
prove the quality of counselling. 

Some conclusions and more questions 

Some old problems are being exacerbated by the in-
flux of resources for HIv/AIdS and new treatments 
are also presenting new dilemmas. for example:

New tasks are assigned to understaffed public 
health facilities, falling disproportionately on 

•
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some staff and threatening to weaken the deliv-
ery of general services.
while staff appreciate additional allowances to 
top up their salaries, these also contribute to 
unwillingness among staff to take on any new 
tasks without compensation and in some cases 
to neglect of “normal” work in favour of activi-
ties that provide allowances.
counselling is being mainstreamed as a part of 
public health care, but are quality issues being 
dominated by a thinly-spread approach?
counselling emphasises interpersonal commu-
nication, yet how is such dialogue possible when 
it takes place within the existing hierarchical 
health worker-patient relations?
How does (HIv/AIdS) counselling fit in with 
wider cultural values about consulting and sup-
port?
Should lay people be trained in counselling in-
stead of focusing only on health workers?

And what does the focus on Arv therapy mean for 
other sectors of the health system? It can mean that 
resources, including staff, leave, leading to “brain 
drain”. will we see better coordination in logis-
tics systems? will the efforts to build capacity for 
dealing with HIv/AIdS strengthen care for other 
health problems as well? In which ways is it becom-
ing more effective? or will new resources affect only 
very narrow, often vertical services? one encourag-
ing example can be drawn from child immunization 
campaigns. when they were introduced they had a 
positive impact on the general health system and can 
be seen as examples of how a vertical programme 
can affect the horizontal health services.

•

•

•

•

•



lessons learned for the ngo Community

this paper has dealt with Arv therapy in relation 
to three major issues: access, holistic approaches and 
the public health sector. 

the reason why this paper mainly refers to 
uganda is that while each country in sub-Saharan 
Africa is unique, there are some common lessons 
and efforts that can benefit all of them from the 
ugandan case. In spite of harsh conditions, uganda 
has managed to have a large number of people living 
with HIv on Arv therapy. It has the second high-
est number of Arv patients in sub-Saharan Africa, 
after Botswana. the country has been able to attract 
increased funding to the area but is now facing the 
dilemma that as people are increasingly seeking to 
be tested, the concomitant costs of vcct increase, 
as well as the costs for treatment, as more people 
become aware of their positive status.

In relation to access, the paper has touched upon 
the consequences of the present uneven access to 
Arv therapy for HIv-positive people and their 
families in a situation where resources are scarce. 

one positive change is that in uganda the busi-
ness sector has become active in the area of treating 
HIv-positive individuals. Some employers are now 
contributing to the treatment of their employees be-
cause they do not want to lose workers. Some busi-
nesses have even made public announcements that 
this is their policy. But it raises ethical questions if 
the private companies are only interested in covering 
their skilled employees. obviously, private compa-
nies cannot fill gaps that the public sector should ad-
dress, especially not in countries where the majority 
of the workforce works in the informal sector. Most 
people in low-income countries must still rely on 
public health care, but private providers and Ngos 
are also part of the service provision constellation 
for the poor.  

If Ngos can provide access to confidential 
counselling and testing that will attract people to 
the clinics, this should be encouraged. Ngos must 
also advocate for true integration of services, where 
relevant. there is a golden opportunity now for re-
generating these activities. A major challenge will 

be how to get donors to give money to the general 
budget of clinics. one way to do this is to advocate 
for a basket of services to be covered, and not just 
Arv therapy.

However, Ngos working on the ground know 
better than anybody that the human suffering re-
lated to AIdS will not just be stopped by medicine 
alone but must be addressed through holistic ap-
proaches that include food, social support, infor-
mation and reduced stigmatization, in addition to 
medicines. the work of reach out Mbuya has been 
a light in the darkness; we need to learn from local 
people how they have been successful in mobilising 
a community for all round support to people living 
with HIv/AIdS. thus, medicines should be seen 
as only part of the continuum of care. to scale up, 
we need to provide broad spectrum care cheaper. to 
do this, we need some kind of compass to navigate 
through the jungle of the donor-public-private “mix-
up”.  

the relationship between treatment and preven-
tion remains a major question for Ngos. uganda 
has provided the example of successful prevention in 
Africa, yet we understand very little of what factors 
actually brought about success and in what ways. 
what impact will the swell of Arvs and informa-
tion have on ongoing prevention efforts? Some 
ugandans are aware of the existence of Arv ther-
apy but are also aware that these drugs are probably 
unattainable for most of the population, in spite of 
the rapid scale-up of treatment. there is as yet no 
well documented direct link between the hope to get 
drugs and the increased interest in vcct. there-
fore, health-seeking behaviour with regard to HIv/
AIdS, such as testing patterns, needs to be further 
researched with a focus on local context.

In relation to the public health sector, the district 
health teams have only a fair idea about what is go-
ing on, how many staff are actually active, and what 
they do. Nevertheless, district health teams are still 
the prime resources for understanding the local, eco-
nomic and cultural dynamics of HIv transmission, 
AIdS care and health-seeking behaviour. they need 
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to be consulted in a meaningful way as they are the 
local experts. Ngos and government health work-
ers would benefit from deeper collaboration between 
the public and private sector organisations working 
at the local level. But Ngos also need to consult 
other Ngos that have accumulated best practices 
that can be replicated elsewhere, such as from the 
work of uganda’s tASo.  It is important to have 
openness in policies, in failures as well as in suc-
cesses, so Ngos can try out different approaches. 
It is therefore unethical not to report project failures 
as systematically as success stories because we need 
the full picture in order to improve interventions. 
Ngos can demonstrate their serious commitments 
in implementation in this field by reporting and 
sharing “worst practices”, “missed opportunities” 
and “imperfect interventions”, in addition to “best”, 
“better” and “good enough” practices. 

one major risk in the scale-up of Arv therapy is 
that of health systems being developed in parallel to 
the government system and with regard to different-
ly developed aspects of comprehensive programmes. 
with regard to the actual treatment, most Ngos 
are trying to work through the government system. 
But, for example, to what extent is it possible to 
provide Arv therapy in programmes that can also 
provide the nutrition that is needed? Should pro-
grammes always be linked up with the public health 
system or can uganda have an unlimited number of 
individual success stories?

It is worth emphasising that when people start 
taking Arvs, it is for life. More than 90,000 people 
in uganda currently need treatment for HIv/AIdS 
and the number will continue to increase. the big-
gest concern in the country and across sub-Saharan 
Africa is not just counselling and testing, but how to 
sustain services for those who are already receiving 
Arv therapy, against a background of increasing 
numbers and uncertain financial resources. Even 
more affordable drugs are needed so that low-in-
come countries are not entirely dependent on donor 
funds. the most sustainable solution is the unlikely 
scenario that those in need would be able to pur-
chase the drugs themselves.

this issue of the cost-effectiveness of treating 
HIv/AIdS with Arv therapy is still to be studied. 
Arv therapy now has a central place on the agenda 
of most development donors, but what about com-
paring Arv therapy to measles vaccination – what 
are the cost-benefits and cost-effectiveness of the one 

versus the other? the often-hailed Haiti-model of 
Paul farmer (“Haiti scaling-up in a resource limited 
setting”) will actually cost uS $67 million for the 
next five years. given the current funding situation, 
this would not realistically be possible to replicate 
in other settings. the focus on antiretroviral drugs 
may also detract attention from other forms of treat-
ment and support. It is important to consider more 
effective treatment of tuberculosis and other oppor-
tunistic infections, and prophylactic use of micronu-
trients like vitamins and antibiotics like cotrimoxa-
zole (Septrin) .

the take-home messages for Ngos fall in many 
different areas, but the lessons that can be learned 
from uganda include the following points of Ngo 
intervention:

Contribute to public health development: Access 
to Arv therapy as a project component is new to 
many Ngos and it requires considering broader 
public health issues, especially the relationship 
between prevention and care and principles of 
equity in access. to integrate an equitable ap-
proach to Arvs in the national health sector is 
a tremendous challenge that Ngos must assist 
the governments in meeting. 
Emphasize and upgrade counselling: Ngos need 
to look into the quality, the local perceptions 
and the use of counselling and peer education in 
relation to HIv/AIdS. the concept of counsel-
ling is not always well understood or well imple-
mented. 
Target approaches appropriately: there is an ur-
gent need for a refined understanding of the 
target groups of the different HIv/AIdS pro-
grammes, especially in relationship to children 
and young people. Ngos could, in collabora-
tion with local or international researchers, 
undertake vulnerability assessments in order to 
explore the different vectors of vulnerability in 
local contexts.
Coordinate and communicate with government: 
the collaboration between the public sector 
and Ngos (both international and local)  must 
be strengthened, at the same time as duplication 
and competition between the public sector and 
Ngos must be avoided.
Coordinate and communicate with other NGOs: 
National Ngos also need to improve the co-
ordination of their activities and the sharing 
of available data and research results. Partner 

•

•

•

•

•
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Ngos must be better at encouraging a mean-
ingful collaboration between Ngos that are 
located in the same geographical area.
Uphold human rights: the rights perspective 
must be maintained. So-called “opt-out” ap-
proaches, where patients actively have to refuse 
HIv tests, should be contested. the human 
rights of HIv-positive people must not be vio-
lated in the name of expediency.
Nurture local capacity: Brain drain, affecting 
the health system of entire countries, especially 
urban centres, is also taking its toll at the local 
level. Numerous sub-Saharan African countries 
face major staffing shortages in the health sec-
tor. Ngos should be mindful of their hiring 
practices and professional demands to ensure 
that their activities are contributing to the de-
velopment of a local cadre of professionals who 
will remain rooted in their communities. 
Act from evidence: the use of applied research 
must be improved among Ngos and regular 
dialogue between local and international re-
searchers and Ngos can facilitate that process. 
Ngos should also consult published research 
findings when planning their interventions.
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