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1 – Introduction 

 

A call to arms 

 

The grey-haired old man had to be helped up the steps onto the stage, and he 

walked slowly over to his chair, beaming at the warm reception and applause that 

he was receiving. He sat for a moment and listened as the conference chairman 

introduced him, describing him as “an icon of our times”; and then he stood to 

address the 12,000 delegates attending the closing ceremony of the XIIIth 

International AIDS Conference.  

 

Held in July 2000 in Durban, South Africa – then the country with more HIV-

positive people than any other in the world – this conference had been beset by 

controversy before it even started. The meeting’s slogan was ‘Break the Silence’, and 

‘silence’ was indeed in short supply. Disputes were raging in South Africa over the 

cause of AIDS, with different groups pointing to HIV, to poverty-induced 

malnutrition, or even to the antiretroviral drugs used to treat the condition (Swarns, 

2000; Sunday Independent, 2000). The protagonists on all sides held deeply 

entrenched views, with the mainstream scientific community holding firmly to the 

position that HIV causes AIDS (Durban Declaration, 2000), and South African 

President Thabo Mbeki allying himself with the so-called ‘AIDS dissidents’ who 

believed in the various alternatives (Mbeki, 2000). It was a classic case of the complex 

interplay between politics and science, and it had been the focus of much anger and 

angst during the conference. 

 

But now, Nelson Mandela saw the opportunity to put the discussion back – as he 

saw it – on track. His speech to the conference was carefully crafted, and it touched 

on several important themes. Mention was made of the controversy in South Africa, 

but in what some saw as a reprimand to his successor, the former President argued 

that this acrimonious debate should now be consigned to history. The urgency of the 

situation demanded that attention be turned fully to reversing the inadequate 

response that had prevailed across most of the African continent since the very first 

AIDS cases were identified around the border between Uganda and Tanzania way 

back in the early 1980s. 
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“The ordinary people of this continent,” he pointed out with an unmatched authority, 

“and of the world – and particularly the poor who on our continent will again carry a 

disproportionate burden of this scourge – would, if anyone cared to ask their opinions, wish 

that the dispute about the primacy of politics or science be put on the backburner and that we 

proceed to address the needs and concerns of those suffering and dying… In the face of the 

grave threat posed by HIV/AIDS, we have to rise above our differences and combine our 

efforts to save our people.  

 

“History will judge us harshly if we fail to do so now, and right now. Let us not equivocate: a 

tragedy of unprecedented proportions is unfolding in Africa. AIDS today in Africa is 

claiming more lives than the sum total of all wars, famines and floods and the ravages of such 

deadly diseases as malaria. It is devastating families and communities; overwhelming and 

depleting health care services and robbing schools of both students and teachers."  

 

After this stark beginning, Mandela then moved to discuss the considerable 

experience and knowledge that had accumulated since AIDS first emerged, which, 

he argued, collectively could provide powerful tools for action. “Something must be 

done as a matter of the greatest urgency. And with nearly two decades of dealing with the 

epidemic, we now do have some experience of what works. The experience in a number of 

countries has taught that HIV infection can be prevented through investing in information 

and life skills development for young people. Promoting abstinence, safe sex and the use of 

condoms and ensuring the early treatment of sexually transmitted diseases are some of the 

steps needed and about which there can be no dispute. The experiences of Uganda, Senegal 

and Thailand have shown that serious investments in and mobilisation around these actions 

make a real difference.” 

 

Mandela’s speech concluded with the recognition that Africa cannot fight this alone, 

that AIDS in Africa can only be challenged and ultimately overcome through the co-

operation of people from many different levels of the global community. “The 

challenge,” he told us, “is to move from rhetoric to action, and action at an unprecedented 

intensity and scale. We need, and there is increasing evidence of, African resolve to fight this 

war. Others will not save us if we do not primarily commit ourselves. Let us, however, not 

underestimate the resources required to conduct this battle. Partnership with the 

international community is vital. A constant theme in all our messages has been that in this 

inter-dependent and globalised world, we have indeed again become the keepers of our brother 
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and sister. That cannot be more graphically the case than in the common fight against 

HIV/AIDS” (Mandela, 2000). 

 

I was seated far from the stage in the huge conference hall, and though I could see 

the small figure of Mandela in his trademark, colourful shirt up at the front, I 

watched him speak via one of the large, strategically placed TV screens. His speech 

was frequently interrupted by applause, and after he finished, Jerry Coovadia, the 

South African paediatrician who had chaired the conference, told Mr Mandela: “You 

cannot imagine how your speech is music to our ears. It has answered so many spoken and 

unspoken questions.” And when the conference was formally declared closed a few 

minutes later, there was a buzz of optimism and excitement as people filed from the 

hall and out into Durban’s dazzling winter sunshine. “At last!” I overheard an 

African delegate exclaiming to her friend. “The silence has really been broken!” 

 

The primacy of politics or science? 

 

Many people have questioned the good actually accomplished by these huge 

biannual International AIDS Conferences, which have been accurately described as 

the “trade fairs of the international AIDS industry” (Altman, 1998: 239). Thousands of 

advocates, NGO workers, scientists and journalists gather in a major world city for a 

few fevered days of meetings and presentations. Business cards are swapped, 

declarations are made to loud applause, and at the end, the exhausted delegates 

troop home to where nothing has changed.  

 

But in at least one important respect, Durban was different. For all their flaws, the 

International AIDS Conferences are “arguably the most visible arena in which 

international discourses around HIV/AIDS are established and legitimised” (Altman, 1998: 

241). And since Durban was the first International AIDS Conference to be held in a 

developing country – and the only one ever to be held in Africa, the world centre of 

HIV, with 70% of all those infected worldwide – it had served as a powerful global 

platform for raising awareness about the sheer scale of the African epidemic as well 

as the totally inadequate response to it. With 24.5 million HIV-infected people, and 4 

million new infections in 1999 alone, Africa’s AIDS epidemic was profoundly 

affecting the social, economic and demographic underpinnings of the continent’s 

attempts to develop (UNAIDS, 2000). And by the year 2000, it really was, as 

Mandela had powerfully argued to his international audience, time for action. 
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Based on the new discourse promulgated at Durban, significant action did indeed 

follow on from the conference. A new paradigm had been established, and although 

Durban was not the only event contributing to what amounted to a shift in global 

AIDS policies, it certainly represented a watershed in the history of the African AIDS 

epidemic. The conference provided a huge political boost in particular to scaling up 

the provision of antiretroviral therapy (ART) for African people living with AIDS. 

Subsequently, the establishment in January 2002 of the Global Fund to Fight AIDS, 

Tuberculosis and Malaria, as well as enormous increases in funding from the US 

government and the Bill and Melinda Gates Foundation provided much of the 

financial basis for implementing the scale-up of these services throughout Africa. 

 

A key observation about this process is that these changes were brought about not so 

much by an avalanche of scientific innovation at Durban – there had been no 

revolutionary discoveries announced for either the prevention or treatment of AIDS 

– but rather through a simple recognition by many top level actors that it had 

become politically unacceptable to continue with the general abandonment of Africa 

to HIV. A tipping point had been reached at which, politically speaking, there was 

now more to lose by inaction than there was to gain. In his speech, Mandela had 

referred to the “dispute about the primacy of politics or science” in relation to the 

unresolved debate in South Africa regarding the relationship between HIV and 

AIDS. But this idea of the primacy of politics or science can also be applied to the 

transformations that followed the Durban conference in terms of developing 

political will and establishing global financing mechanisms to tackle AIDS. There 

can be little doubt that it was politics and not science that had primacy in bringing 

about this all-important transition. 

 

If politics was driving the changes, what, therefore, was the role of science in 

addressing Africa’s AIDS epidemic? I had attended the Durban conference as a 

delegate from Uganda, where I was working as a behavioural scientist with the 

British-funded Medical Research Council (MRC) Programme on AIDS. My own 

contribution to the meeting had been a presentation of data from a community-

based HIV prevention intervention trial on which I had been working in the south-

western rural district of Masaka for the previous four years (Kinsman et al., 2000). 

My colleagues and I did not know at that stage whether, or the extent to which the 

intervention may have had any effect, and my presentation had focused on basic 
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issues of training and support for community AIDS educators, programmatic 

sustainability, and condom distribution strategies. My general thrust was simply – 

just as Mandela had also pointed out – that these things can be done if there is 

sufficient will, money and organisation to do them. 

 

Uganda had featured prominently throughout the conference, with many speakers 

praising the country’s efforts. Uganda has the longest history of AIDS of any African 

nation, and its national AIDS Control Programme mounted a campaign very early 

on in the epidemic, since when HIV prevalence has fallen dramatically. While 

prevalence among pregnant women attending two hospitals in Kampala was 

estimated at 29% in 1992, for example, it had fallen to 10% and 12% respectively by 

1999; and similar prevalence patterns were reported from most other parts of the 

country (ACP, 2000:4). Furthermore, one of my MRC colleagues had presented in 

Durban the very first data from the entire African continent showing a significant 

decline in HIV incidence1 in a general population. Like my own data, his had also 

been recorded in Masaka district (Mbulaiteye et al., 2002). For an AIDS scientist, this 

was data at its most exciting: evidence clearly indicating that things were improving. 

Conference delegates were watching and listening, a sign that information and ideas 

were being ‘exported’ from Uganda to the rest of Africa. By the closing sessions, 

there was some pride to be had in wearing a conference name badge on which one’s 

country was identified as ‘UGANDA’.  

 

Politics may have had primacy at Durban, therefore, but the science was certainly 

playing its role too. When I returned to Masaka, however, my faith in the value of 

science for AIDS control – or at least for HIV prevention – was shaken. Analysis of 

the dataset from the HIV prevention intervention that I had been working on was 

finally completed a few months later, and it became apparent that our work had 

been in vain: the intervention had had absolutely no measurable impact on HIV 

incidence. The Masaka Intervention Trial had been a large – and I believed well 

conducted – project, with a volunteer, community-based work force of 550 people 

                                                           

1 HIV incidence refers to new cases of infection, and is usually presented as the percentage of the 
uninfected population which is infected in a given year. HIV prevalence, by contrast, represents the 
proportion of the whole population that is infected at any given time, and which therefore includes 
people who were infected some time ago. Although HIV incidence is technically much harder to 
measure than HIV prevalence – hence the long lapse in Uganda between demonstrating falls in 
prevalence and demonstrating falls in incidence – it is the key indicator for determining current 
trends in infection rates.   
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implementing the intervention. We had recorded over 80,000 HIV prevention 

educational activities, 390,000 individual attendances at these activities, the 

treatment of 12,000 cases of sexually transmitted diseases, and the sale of 1.5 million 

condoms. Over 13,000 study participants had been interviewed, bled for serological 

assessment, and then followed up for an average of three and a half years for the 

evaluation (Kinsman et al., 2002; Kamali et al., 2003). If this degree of effort and 

intensity had failed to have a demonstrable impact on HIV, it was hard to imagine 

what could. 

 

Two points emerged in my mind from this. First, Mandela had presented the 

conventional wisdom in Durban – which had accrued, in part, out of the Ugandan 

experience – when he said that “The experience in a number of countries has taught that 

HIV infection can be prevented through investing in information and life skills development 

for young people. Promoting abstinence, safe sex and the use of condoms and ensuring the 

early treatment of sexually transmitted diseases are some of the steps needed and about which 

there can be no dispute.” In other words, he was saying, simply put, ‘we know what 

works’. But the evidence we had produced in Masaka now suggested that the 

situation was far more complicated than this. The solid ground “about which there can 

be no dispute” was no longer quite as solid as it had seemed. 

 

The second point was perhaps even more galling. As will be detailed in Chapter 6 of 

this book, very limited attention was paid to the findings from the Masaka study, or 

to their broad implications for HIV prevention in the country – either in Uganda or 

further afield. This was in spite of its being a rare and rigorous evaluation of widely 

adopted HIV prevention strategies. Of course, evidence of intervention success is 

much more exciting than evidence of failure, but it is equally important to 

understand the causes of failure, and then to address those causes. In this case, 

however, our findings were more or less completely ignored, and it was my wish to 

understand how and why this was that formed the starting point for this book.  

 

The initial plan when I started work on the book in March 2003 was to examine the 

evolution of AIDS control in Uganda specifically from the perspective of research. 

By using an anthropological approach to investigate the means by which particular 

research projects had, or had not contributed to policy changes, I hoped to be able to 

make some sense of what happened to the Masaka study. I soon realised, however, 

that this would provide only a partial picture. More would be gained if I used a 
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similar anthropological strategy also to examine the evolution of particular policies, 

to see what, in addition to research, had influenced them. Thus, I would be looking 

at the broad issue of AIDS control in Uganda from opposite directions: from the 

perspective of research (the Masaka Intervention Trial), and from the perspective of 

policy (through which I would focus on behavioural HIV prevention, and the scale-

up of ART provision). I also planned to include an additional investigation into the 

process through which the need for an AIDS control policy in Uganda was 

recognised in the first place. 

 

Two important points should be noted here. First, the policies to be discussed in the 

book are strategic, concerned with the broad approaches to HIV prevention or the 

provision of antiretroviral therapy. The book is not concerned with the more 

technical policies to do with such issues as drug regimens or treatment algorithms. 

Second, it was clear from the start that both policy and research are the products of 

influences and processes working at many different levels. Thus, as explained in 

further detail below, a multi-level approach would be necessary in order to build the 

fullest possible picture. 

 

The overall objective of this book, therefore, is to identify and explain the key influences 

and processes that have guided AIDS control in Uganda, from the start of the epidemic up 

until 2005 2,3. The specific research questions can be divided into two categories, one 

looking at the issue from the perspective of policy, the other from the perspective of 

research. Each empirical chapter addresses one or more of each of these specific 

questions, with the overall objective of the book running as a theme throughout.  

 

Policy-related questions: 

 

1. How has AIDS control policy evolved in Uganda? Which events, at which 

levels, have been especially influential in this evolution, and which actors 

have most influenced policy formation?  

 

2. How has international level policy impacted upon the development of 

Ugandan national policy – and vice versa?  
                                                           

2 I use the term ‘AIDS control’ to include both the prevention of HIV infection and the treatment of 

people who have AIDS. 
3 I finished my main field work session in late 2004, but followed up certain issues during working 
visits to Uganda between 2005 and 2007. 
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Research-related questions: 

 

3. To what extent has research played a role in policy development at 

national and international levels? Which evidence has been used, and 

how? 

 

4. What has been the rationale for conducting particular research projects on 

AIDS control in Uganda? What has been the reaction – from fellow 

scientists, policy makers, practitioners and the target populations – to the 

results? What has been the impact of the findings subsequently on 

research, policy and practice? 

 

Methodological issues  

 

The experience of living and working in Masaka between 1996 and 2001 planted the 

seeds for the questions tackled in this book, and provided much of the initial raw 

material and understanding of the subject. Once I had started work on the project, I 

finalised the research questions and then began formal data collection with respect 

to the policies and the study concerned.  

 

My overall methodological strategy was to follow what could be described as the 

‘life stories’ of three particular AIDS control policies and of one particular research 

project as they evolved, taking into account the respective inputs of actors from 

many different geographical areas and from different periods. The use of life stories 

in anthropology usually applies to individuals, with a narrator giving an account of 

his or her life, and addressing the question: “what events have made me what I am,” or, 

otherwise put, “what you must know about me to know me” (Linde 1993:20). The 

approach here adapts the principle by taking a policy or a research project to be an 

individual, if very complex entity which can only be really ‘known’ through the eyes 

of the various actors who have shaped it, and through their understanding of how it 

has become what it is over the course of time. Thus it is historicised: presented and 

interpreted as a product of particular historical developments. 

 

Part of the methodological inspiration for my approach has come from the Overseas 

Development Institute (ODI), Britain’s leading independent think tank on 
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international development and humanitarian issues. For a number of years now, 

researchers from the ODI have recognised that under-utilisation of evidence 

frequently hampers development policy and practice. As part of the process of 

bridging this gap, the ODI recommends that research into the research-policy 

relationship looks both from the perspective of policy (to assess the role of research 

in clear policy shifts), and from the perspective of research (to assess the policy 

impact of specific research projects) (ODI, 2004a:6). This book follows that approach; 

and as such, it could be described as a historical, multi-level reconstruction of AIDS 

control in Uganda. Below, I examine some of the methodological issues that I 

encountered during the process of data collection, analysis and writing.  

 

The study includes analysis of three different types of data. These are: (i) published 

and unpublished documents from the particular period under consideration in any 

given chapter, including material from libraries and archives in Kampala and 

Masaka as well as the internet; (ii) my own journal notes written in Masaka between 

1996 and 2001; and (iii) material collected during interviews conducted explicitly for 

this study, between 2003 and 2005, which I have been able to verify and substantiate 

during subsequent working trips to Uganda up until 2007. Most of my research has 

therefore been based on what other people have written or told me, and I have 

sought to reconstruct events through this. Consequently, the empirical chapters that 

follow should not be seen as ‘an objective representation aimed at complete empirical 

coverage’ (Beuving, 2006:56); or, as the founder of modern history, Leopold von 

Ranke, famously put it, “how it really was” (Ranke, 1824). Rather they are presented 

as the closest fit to actual events that I have been able to produce. 

 

Returning to the three types of data that I have used: The advantage of the first two 

of these – documents and journal notes – is that they were produced ‘at the time’, 

which means that the contents do not suffer from the treacherous historiographical 

practice of ‘presentism’. In other words, they have not been re-analysed with the 

benefit of hindsight, with present day ideas or perspectives anachronistically 

introduced into them4. I have files full of faded, yellowing papers collected during 

                                                           

4 A classical example of presentism is given by Fischer (1970), who writes about the so-called ‘Whig 
history’. He describes how certain eighteenth- and nineteenth-century British historians wrote history 
in a way that used the past to validate their own political beliefs. This interpretation was presentist in 
the sense that it did not depict the past in what could be described as ‘objective’ historical context, but 
instead events were viewed through the lens of contemporary Whig (or, as the party evolved, Liberal) 
beliefs.  
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the late 1980s and throughout the 1990s, representing a veritable gold mine of 

historical information about AIDS in Africa. Yet it has struck me how easy it is to 

skim-read this material, since so much of what was written then seems to be so 

obvious now. Could people seriously have questioned whether HIV is transmissible 

from women to men? Is it not obvious that belief in the potential efficacy of condoms 

would increase the chance of people using them? But that is a ‘presentist’ mental 

approach which does not give this material the credit it deserves. After all, at the 

time these were cutting edge research issues. The knowledge that AIDS 

professionals collectively currently possess has grown so fast that what was 

considered a few years ago to be radical and new is now taken completely for 

granted. If viewed carefully, these older documents can therefore open a window 

directly onto a former world, providing a bird’s eye view of an earlier era in the 

particular life story being discussed.  

 

Having said that, careful viewing and analysis is essential, as it cannot be assumed 

that the sources of these documents were necessarily neutral as they wrote (I include 

myself as the journal writer in this statement). The information included cannot 

therefore be taken as simple, straightforward fact. As Furay and Salevouris 

(1988:223) argue, a critical approach is required when reviewing any such historical 

material, since one is “not study[ing] the events of the past directly, but the… 

interpretations of those events”. Arnold (2000:78) takes the point further, suggesting 

that “sources are not innocent; their voices talk to certain ends, intend certain consequences. 

They are not mirrors of past reality, but events in themselves.” 

 

In a similar vein, the third type of data used in this book – interview material – must 

also be viewed critically. Bourdieu (1977:18-19) outlined his epistemological critique 

of the information derived during social scientific interviews in three points; these 

could apply whether the research relates to either a present-day or a recent historical 

issue. First, he suggests that much of an interview may remain at a level at which the 

basic assumptions which constitute the sine qua non of what is being discussed 

remain unstated. The very essence of the issue at hand is therefore avoided, 

potentially leading to a shallow or simply incorrect interpretation. Second, since the 

discussion is usually initiated by the researcher, it will flow as an ‘outsider-oriented 

discourse’, which means that the respondent may presume the researcher to be 

relatively unfamiliar with the topic, and especially so if the questioning appears to 

be uninformed. Hence the discussion may remain at a general level, eschewing 
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potentially important details. Third, informants may wish to impress the interviewer 

with their mastery of the issue in question, which can lead to a tendency to dwell on 

the extremes of the range of possibilities on the topic – the “most esteemed or 

reprehended”. This can lead to a skewed or biased dataset. 

 

Strong as these points are, they are not necessarily fatal to research that uses 

interview material. Jenkins (1992) points out that most sociologists and 

anthropologists tend to be wide-ranging in their techniques for data collection, 

adopting what he describes as a “cheerful promiscuity of method” (Jenkins, 1992:55). 

Such triangulation reduces the reliance on potentially misleading interview material, 

and through the extensive additional use of documentary data, as well as 

information garnered from different levels, I have taken such a cheerfully 

promiscuous approach during the research for this book. Thus one type of data 

either supports what emerges from another, or frames it in another light. But even if 

social scientists do decide to rely primarily on interview material for their work, 

Jenkins argues that Bourdieu “overstates the case massively”, and he questions “the 

degree to which the testimony of research subjects is, by definition, unreliable” (Jenkins, 

1992:56). In other words, care must be taken with such material, but it can still be 

used as an effective source. 

 

Nonetheless, the material presented over the following chapters concerns very 

complex phenomena – the life histories of policies for AIDS control and of a large 

AIDS research project – which means that conflicting views and interpretations of 

events will inevitably arise among those who have been involved. No single account 

could satisfy everyone. Furthermore, while I have sought to reduce bias in analysis 

and interpretation to an absolute minimum, what I write in this book is inevitably 

shaped to some extent by my own prejudices and preconceptions. As such I make no 

universal claims about what is presented over the following pages. Rather, it is my 

interpretation of events based on data that I believe to be valid and reliable, and no 

more. 

 

In his speech, Nelson Mandela made reference to “this inter-dependent and globalised 

world”, a recognition of the many different geographical and professional arenas that 

play a role in a phenomenon as complex as AIDS control in Africa. Given this, I 

decided right at the start of this project that the only way to study my topic 

effectively was to take a multi-level perspective as a conceptual and methodological 
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framework (van der Geest et al., 1990). As such, the data collection process required 

interviews with, and observations of people from a wide range of backgrounds, 

living and working in many different settings. The intention has been to give voice 

to the actors at each of three levels – international, national and local – through 

which it is hoped to develop an understanding of their various emic perspectives5 of 

the particular issue under discussion. For example, although the financing and much 

of the ostensible power originates in the ‘higher’, international levels, an important 

point that will become clear over the course of the book is that the relationship 

between levels is often based on a surprising degree of interdependence. The 

international actors need the national and local level actors to sustain their 

legitimacy just as much as the local level actors need funding from ‘above’. A more 

detailed theoretical consideration of the multi-level perspective is given in Chapter 2, 

which highlights the importance of these relationships and linkages. The three levels 

are merely introduced here. 

 

The term ‘International’ refers here primarily to people working at the centres of 

research and policy-making that give much of the direction to AIDS control activities 

for developing countries. These centres include such places as the World Health 

Organisation and UNAIDS, as well as the London School of Hygiene and Tropical 

Medicine; and the individuals employed by them could be described as part of the 

global elite of AIDS professionals. I chose to include people for interview at this level 

who are not based in Uganda but who nonetheless have insights and knowledge 

into particular aspects of the Ugandan AIDS epidemic. They comprised primarily 

social scientists, epidemiologists, physicians and policy makers, and I met them 

either by appointment at their respective offices or opportunistically at scientific 

conferences. This field work took place between July 2003 and June 2004.  

 

For the national and local level research, I spent an intensive period in Uganda 

between August and December 2004, supplementing the basic foundation I had built 

around my research topic developed during the five years I lived in Masaka between 

1996 and 2001. At national level (which refers essentially to Kampala, where 

decisions are taken for Uganda as a whole), I spoke with people in the Ministry of 

Health; a large number of NGOs; research institutions such as Makerere University, 

                                                           

5 An ‘emic’ perspective describes behaviours and understandings in terms meaningful (consciously or 
unconsciously) to the actor. By contrast, an ‘etic’ account is a description of a behaviour in terms 
meaningful to the observer.  
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private consultancy firms, the Centres for Disease Control, and the Institute of Public 

Health at Mulago hospital; and journalists.  

 

The local level is defined here as the three contiguous districts of Masaka, 

Ssembabule and Rakai6, and it includes the district capitals as well as the more 

remote rural areas (see map on page vii). At this level, I interviewed health care 

providers; NGO workers; local political leaders; numerous ‘ordinary’ people with no 

direct professional relationship to the issue at hand; and field workers employed by 

medical research organisations. My travel around the local area was greatly 

facilitated by my driver Ssalongo Mugerwa, who – due to the limitations in my 

understanding of the vernacular, Luganda – also acted as an invaluable linguistic 

and cultural interpreter.  

 

I have subsequently made several further working visits to Uganda, all of which 

focused in one way or another on social aspects of antiretroviral therapy. In addition 

to conducting the work, the trips provided me with the opportunity to substantiate 

and check various issues with some of the same people whom I had previously 

interviewed during my own field work. Thus between 2004 and 2007, a continuum 

of visits to Uganda has allowed me to follow the development of policies and events 

first hand. 

 

Altogether I formally interviewed 114 people for this study, some of them more than 

once. All could be described as ‘knowledge-rich’ within at least one of the particular 

areas I was investigating. Of my respondents, 30 worked at the international level, 31 

at national level, and 53 were Masaka-based. It is important to note, however, that 

some people straddle different levels and I have categorised each individual here 

into just one. I also made extensive notes from innumerable informal meetings and 

conversations held at each of the three levels. Depending on the setting, respondents 

were selected on a convenience basis – either I already knew them or was given an 

introduction – with subsequent snowball sampling where appropriate. One of the 

reasons for there being more interviews in Masaka than at national or international 

                                                           

6 The former Masaka district has, over the years, been subdivided into these three districts, so they 
can be seen collectively as the greater Masaka region. This covers an area of 9,400 square kilometres, 
and had a population in 2002 of slightly over 1.4 million people. Over 80% of these people live in 
rural areas (Uganda Bureau of Statistics, 2002 – ‘Projected Midyear population by region and district 
based on census 2002’).  
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levels, for example, was the relative ease of snowballing within that smaller 

community.  

 

My overall objective during interviews – which ranged in length from 20 minutes to 

an entire evening – was to collect a maximum variation of perspectives on the 

evolution and mechanics of AIDS control in Uganda (Hardon et al., 1994:266). 

Interviews were mostly conducted face-to-face, but some had to be done over the 

telephone for logistical reasons; and I always had a set of specific questions written 

out for each respondent. I did, however, allow myself to use and adapt these 

questions quite freely according to the turn a particular interview was taking, 

making these, in the truest sense, semi-structured interviews. Most of my 

respondents, from all three levels, were apparently candid and uninhibited; and 

although I did encounter some challenging respondents, there was not a single case 

of outright refusal to take part.  

 

Depending on the type of respondent and the context, I would either request that the 

interview be recorded (some international level respondents explicitly did not want 

to be recorded), or I would take notes and write these up within hours, maintaining 

as far as possible the respondent’s precise turn of phrase. Minor editing has been 

necessary in places in order to make the text more readable – for example, removing 

unnecessary repetition, as well as ‘ums’ and ‘ers’ – although I have sought at all times 

to remain faithful to what I understood to be the original meaning.  

 

The issue of protecting respondents’ anonymity – or not – has proven to be 

somewhat complex in the writing of this book. From a multi-level perspective, it is 

striking how the desire for anonymity increases with the respondent’s level. I faced 

several interview situations with senior government or UN officials who said they 

would have to receive special authorisation or were otherwise very reluctant to go 

‘on the record’ with me. At the lower, more local levels, however, the need for 

anonymity becomes less relevant. Indeed, van der Geest (2003) describes how 

several of the old people he interviewed for a study on old age in rural Ghana were 

actively disappointed when their names did not appear in the book that he wrote 

about them. It is possible, therefore, that some of my own respondents might also 

regret that their names are not given next to the words that they spoke. However, 

given the sensitive political nature of some of the interviews, as well as the positions 

of some of my respondents, it seemed fair to stick to a standard and simple rule of 
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thumb that applies across the board: If I have been unable to verify with someone 

that what I have written accurately represents what they told me, I have not named 

them. Further, I have not named anyone whose permission I did not have to do so7. 

This rule does not apply to people named and quoted in other documentation, or 

who are quoted as speaking in a public forum, since whatever they said is therefore 

already in the public domain. Furthermore, I have given relevant professional details 

of a number of respondents, though not enough to make identification possible. 

 

A final note is due here concerning my writing style for this book. Given that a 

number of different disciplines and areas of expertise are involved – from the recent 

history of Uganda to the epidemiology of AIDS to the politics of international health 

and research – it is likely that some readers may be familiar with certain of these 

areas but not with others. In order to make the material accessible to as wide an 

audience as possible, I have therefore held in mind during the writing process a 

person whom I would identify as an ‘Intelligent Ignoramus’. My model reader 

knows little of a given subject, but is bright enough nonetheless to pick up the thread 

quickly to the point where she can offer valuable insights and critiques into the 

work. I saw my own task during the writing as providing as clear a presentation of 

the material and its analysis as possible, both by avoiding “unintelligible ‘thick 

description’ and esoteric jargon” (van der Geest and Hardon, 2006) and by providing 

footnotes to explain any technical terms that may not be widely understood. 

Through this I have sought to make the reader’s task as straightforward as possible. 

 

The anthropologist as both actor and observer: conflicting roles? 

 

My own relationship with Uganda had broadly positive methodological 

implications for field work in the country. In other words, the fact that I had once 

been an AIDS research ‘actor’ in the country facilitated my becoming an AIDS 

control ‘observer’. I still had a reasonable social and professional network from my 

‘acting’ days when I returned for field work in 2004, and I was also fortunate to have 

a couple of well placed contacts in Kampala who provided me with the details of 

                                                           

7
 I have made one exception to this rule, a respondent whom I tried to contact many times over a 

period of several months in an attempt to secure permission to quote him: by email, phone, and letter 
(both mailed and hand-delivered to his front door). Since I am sure he must have received my 
message at some stage, I decided to take his non-response as a tacit agreement to be quoted.  
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potential interviewees, as well as permission to use their names as references. This 

helped enormously to facilitate meetings, since people in central Ministry, research 

and NGO positions are constantly beset by academics, NGO officials and journalists 

from abroad who want to come and interview them about various aspects of the 

Ugandan AIDS ‘success story’. Many are consequently wary of yet another intrusion 

into their working space, and the introductions I received as well as my former work 

with a reputable research organisation greatly assisted in the opening of doors.  

 

With respect to the writing itself, however, my own presence in the text is perhaps 

somewhat more complicated. On the one hand, it seems unreasonable to maintain 

that the presence of an anthropologist in his own writing is inherently problematic. I 

do not hold to the view that one’s presence necessarily “[gets] in the way of what we 

should be reporting about [by] introducing noise,” even if it can, “at worst, [engage us] in 

the self-indulgent practice called ‘vanity ethnography’” (Law, 2000:7). Rather, I would 

argue that qualitative data cannot be disconnected from the person who has 

collected it, since their background, character and status inevitably shape the process 

by which it is gathered, internalised and then interpreted (Clifford and Marcus, 

1986). Just as epidemiological research papers usually provide precise details of the 

particular statistical packages employed for analysis, failure by the anthropologist to 

present any equivalent details of himself could reasonably result in the charge of 

claiming “the god-trick of seeing everything from nowhere” (Haraway, 1991:189). Any 

such pretense of omniscience would be highly misleading. 

 

That said, my presence in parts of the book – specifically Chapter 6, which focuses 

on a research project in Masaka to which I devoted five years of my life – is 

somewhat precarious, since I am not simply an observer and interpreter of events. 

Rather, I appear in this chapter both in my former role as actor and in my subsequent 

role as observer and interpreter of the events that I once acted in. While I am not the 

first AIDS social scientist to work in such a way (see, for example, Farmer (2001) and 

Campbell (2003)), this nonetheless presents a potential methodological pitfall, since 

my own participation in the events in question well could impede my interpretation 

of what happened – and especially so since I was so personally disappointed with 

the outcome of our work. In an attempt to reduce the risk of seriously biased 

interpretation, I have had to make a conscious effort to stand back while writing, just 

as the French mathematician and religious philosopher Pascal said he did: “I cannot 

judge of my work while doing it. I must do as the artist, stand at a distance; but not too far” 
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(quoted in Bourdieu, 1999:8). Bourdieu’s thoughts on the ‘objectification of the act of 

objectification’ (Bourdieu, 1992) – i.e. seeking first to analytically observe the 

processes relevant to the research topic, and then also seeking to scrutinize the 

analytical stance itself – have been useful in this regard. As with Pascal, I have been 

assisted by the passage of time, which has provided some of the distance necessary 

to enable me to judge the work I was involved with, or at least to interpret the 

processes that accompanied it rather more dispassionately than I could have done at 

the time.  

 

One of my explicit intentions in undertaking this book was to try to transform the 

frustration that arose first out of the failure of the Masaka study to demonstrate any 

effect, and then out of the widespread apathy which met this lack of effect. Part of 

the means by which I attempted to turn these feelings into something more positive 

was to seek to develop an understanding of what was driving the decision makers to 

move in the ways that they did. In other words, by becoming an ‘observer’ I hoped 

to resolve some of the complex issues that had arisen while I had been an ‘actor’. 

Only by doing this could I move on professionally. As well as investigating the 

issues at hand, therefore, this book in a certain respect also describes my own 

journey. 

 

Outline of the book 

 

The book includes seven chapters, with the first two offering background and 

theoretical context. The present chapter has given the introduction to the research 

topic, the research questions, discussion of methodological issues, and brief 

reflections on the anthropologist as both actor and observer. Chapter 2 provides 

details of the three major theoretical concepts and themes that will appear 

throughout the course of the book. These include (i) the multi-level perspective; (ii) 

the construction, nature and use of evidence; and (iii) the links between research, 

policy and practice. Collectively this will help place the empirical chapters of the 

book into a wider context.  

 

As explained above, I examine the research-policy relationship both from the 

perspective of policy (to assess the role of research in clear policy shifts), and from 

the perspective of research (to assess the policy impact of a specific research project). 

As such, Chapters 3, 4 and 5 of this book take up the perspective of policy, by 
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presenting the evolution of three particular AIDS control policies in Uganda. 

Chapter 3 discusses the early epidemic in the Masaka area, up until 1986, when it 

was recognised that a national policy response to the burgeoning epidemic was 

actually necessary. Chapter 4 is concerned with the evolution of behavioural HIV 

prevention policy between 1986 and 2004; and Chapter 5 presents a history of 

treatment policy for people with AIDS in Uganda from the late 1980s up until 2005, 

with a particular focus on antiretroviral therapy. The way evidence was used to 

support policy shifts is a primary focus here, though political and other influences 

are also examined. 

 

Chapter 6, by contrast, looks at matters from the opposite perspective – i.e. that of 

research – by examining the life story of an HIV prevention study conducted in 

Masaka with which I was personally involved. The study is placed into its broad 

scientific and political context, its results are explained, and reaction to the findings 

from people in various different settings is then examined.  

 

Chapter 7 concludes the book, with an analysis of the various threads presented in 

the empirical chapters. Taking the multi-level perspective as a basis for discussion, I 

focus first on the complex relationship that has been observed between AIDS 

research and AIDS policy making in Uganda. I then conclude with an analysis of the 

major factors that have guided AIDS control policy and practice in the country over 

the course of the epidemic.  
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2 – Key themes and concepts 

 

Three interlinked theoretical themes and concepts run throughout this book in its 

endeavour to understand the key influences and processes that have guided AIDS 

control in Uganda over the course of the epidemic. These are (i) the multi-level 

perspective; (ii), the construction, nature and use of ‘evidence’; and (iii) the links 

between research, policy and practice.  

 

By presenting the relevant literature and some of the debates concerning these three 

areas, this chapter provides an in-depth theoretical introduction for the empirical 

material that follows. It will be helpful to bear in mind throughout the chapter that 

although the three topics can well be taken as three independent entities, they can 

also be seen as very closely related. Indeed, their power both methodologically and 

analytically is substantially increased when considered as three inter-related 

phenomena – as they are throughout this book – rather than as three separate ones. 

For example, it is only really possible to understand the evolution of a national AIDS 

control policy within the context of a multi-level framework. Equally, one needs a 

thorough conceptual understanding of ‘evidence’ in its various guises in order to 

appreciate any attempt to produce ‘evidence-based’ policies. 

 

Another point to remember is that all of the three topics are phenomena that have 

evolved over time – none have remained as static entities since they first emerged in 

the literature, and doubtless they will continue to evolve conceptually in the future. 

They therefore remain ‘in process’, and whatever understanding we may have of 

them today cannot be considered as final. As with the rest of the book, an historical 

approach may be the most effective means of placing the subject of investigation into 

its full context. 

 

(i) The multi-level perspective 

 

A multi-level perspective has been adopted by researchers from a number of 

different social science disciplines – both quantitative and qualitative – with the 

intention of guiding their work conceptually, methodologically and/or analytically. 

Researchers who adopt this approach do so for its capacity, one way or another, to 

act as a heuristic tool that can help identify determining factors and explanations of 

what is taking place within the parameters of a given study topic. But with 
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researchers from many different disciplines using the multi-level perspective, there 

is also great diversity in its definition.  

 

On the quantitative side, multi-level perspectives have been used in a wide range of 

geographical, sociological, epidemiological and public health studies. The modus 

operandi tends to be statistical, with the ‘levels’ including, among others, 

‘individual’ and ‘ecological’ (Jones et al., 1991); ‘personal’ and ‘community’ 

(Matteson, Burr and Marshal, 1998); “society, groups, individuals, organ systems, cells, 

and genes” (Diez-Roux, 2000:187); and “data that are nested within individuals, such as 

repeated measures and multiple responses” (Demers et al., 2002:417). The concept is 

therefore highly malleable to circumstance – with all the advantages and 

disadvantages implicit within that fact. 

 

The relatively few qualitative social scientists who have explicitly adopted a multi-

level perspective8 have also tended to interpret the term in different ways. For 

example, the rise of critical medical anthropology9 during the mid-1980s was in part 

facilitated by the multi-level perspective, with Baer et al. (1986) arguing that “any 

discussion of power relations in the delivery of health services needs to distinguish several 

levels in the systems of advanced capitalist and Third World nations” (Baer et al., 1986:96). 

They suggested that these levels – each of which incorporated its own discourse, its 

own emic view of the world – included: 

 

a. The ‘macro-social’ – defined primarily by the ‘capitalist world-system;’ 

b. The ‘intermediate-social’ – such as a given health institution’s policy; 

c. The ‘micro-social’ – including the physician-patient interaction; and 

d. The ‘individual’ – which includes the ‘patient's experiential response to 

illness’. 

 

With just a single factor at the highest level – world capitalism – determining 

everything beneath it, this is a rather two-dimensional, and purely vertical multi-

level perspective. Press (1990) countered this somewhat limited approach by arguing 
                                                           

8 Much qualitative social science draws from the idea that phenomena should be studied in their own 
context, and that macro-level processes and structures are mediated through local level actors. In this 
sense these studies are also implicitly adopting a multi-level perspective. The discussion here, 
however, focuses on those studies which have explicitly adopted a multi-level perspective, both 
methodologically and analytically.  
9 Critical medical anthropology was born out of a wish to politicise medical anthropology, and it took 
a clearly defined left-wing position. 
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that “A heuristic model that gives excessive weight to a single element (capitalism) of a 

single (macro) level of explanation may not be as useful as one that utilizes a multi-level, 

multi-element approach” (Press, 1990:1001). As an alternative, he suggested taking into 

account other potentially important variables so that “each level [would] consist of 

multiple causal sub-elements” (Press, 1990:1003). These could include, for example, 

nationalism, Islam and Christianity at the highest level; community type, local 

economy and ethnic identity at the local level; and roles, social support, and world 

views of the participants in the clinical interaction at the individual level. What he 

did, therefore, was to expand each of the levels horizontally, by taking into account 

the many and varied phenomena that exist at each level. Through this, his purpose 

was to “[avoid] a monofocal approach to causal explanations” (Press, 1990:1002). 

 

Van der Geest et al. (1990) agreed that this is important, pointing out that given the 

ever increasing “global economic interdependence” in the world, the researcher gains 

only a “one-sided” perspective by confining her work to the level of traditional 

anthropology, that of the “village community” (Van der Geest et al., 1990:1025). As a 

reaction to this one-sidedness, they insist that “the object of research should not be 

isolated but rather seen as linked to ‘higher’ and ‘lower’ levels of social organization. It could, 

therefore, also be called ‘linkages perspective’” (Van der Geest et al., 1990:1026). Such 

‘linkages’ can be both vertical and horizontal, the latter incorporating a multi-sectoral 

perspective of each level.  

 

Four important points arise from this ‘linkages’ perspective. First, just as there is a 

flow of ideas and communication linking the higher to the lower levels, so too is 

there a flow of ideas and communication linking the lower with the higher ones. 

This is not a straightforward one-way street, looking from the top down. Rather, the 

flow is two-way, and, under the right circumstances, can in fact become circular 

(Van der Geest et al., 1990:1026). Thus events at the lower, local level can influence 

events higher up the ladder, which may subsequently have further implications back 

at the lower level. This is especially the case when influential individuals move 

between and understand the discourses of two or more levels. Such people could 

include, for example, a Minister of Health who has regular contact with colleagues at 

the World Health Organisation; or a District Director of Health Services who comes 

from the same rural district as the Minister of Health and who knew him long before 

they became professionally engaged. Important links between levels can therefore be 

facilitated through both formal and informal means.  
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Second, it is important to remember that there is inevitably a degree of internal 

diversity within categories. Sciortino’s study of health personnel in Java (Sciortino, 

1992) shows how categories are neither homogenous nor uniform, and that all the 

people within one group – say, patients attending a clinic – do not always share the 

same concerns, or have the same interests at stake. The links that may exist both 

between and within levels are therefore likely to be complex and, perhaps, difficult 

for the researcher fully to analyse and understand. 

 

Third, linkages are not restricted only to the spatial realm – the vertical and the 

horizontal. Linkages also take place across history, so it may be useful consider 

“phenomena… in their development through time” (Van der Geest et al., 1990:1026). This 

temporal linkage approach was adopted by Sciortino, who pointed out that “too often 

social phenomena have been presented as being in an eternal present, preventing a deeper 

understanding of the changes that have occurred” (Sciortino, 1992:7). Her study therefore 

sought, in part, to determine how the role of contemporary nurses in Java was a 

product of – or how their role was linked to – preceding historical developments. 

 

The fourth point concerns not linkages per se, but rather missing links between 

levels. Horizontally, these could concern the relationship between ‘indigenous’ and 

biomedical health workers, or between the public and the private health care sectors; 

while vertically, missing links may well be found between national policy makers 

and local level implementers. Temporally, there could, for example, be missing links 

between aspects of health policy, as a new national government seeks to enforce an 

alternative agenda from its predecessor. 

 

These points all indicate the potential benefits of the multi-level perspective for 

anthropological work, but the approach does also have its difficulties. One of the 

most serious of these is methodological. As Sciortino explains (Sciortino, 1992:9), a 

multi-level perspective requires multi-level work, which in turn may require 

multiple methods. Furthermore, multi-level work is logistically more complicated 

and may be more expensive than single-level research, since it is invariably 

necessary to travel, organise and prepare more when you are working in several 

places rather than just one. While these difficulties may be surmountable, they 

undeniably complicate matters, and may partially explain why the approach is not 

used very often by anthropologists – whether the focus of their work is health issues 
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or otherwise. Sciortino overcame the logistical issue in her multi-level study of 

nurses in Java by turning to secondary sources for the international and national 

level work, with an analysis of historical, theoretical, government and administrative 

data.  

 

A second difficulty is that while Press’s and Van der Geest’s multi-dimensional 

models may reflect the world more accurately than earlier efforts, the very 

complexity that they incorporate also highlights “the difficulty in assigning primacy to 

any single factor” (Press, 1990:1003). In other words, the more comprehensive the 

model, the harder it is to apply. When asking which particular factor or factors at 

which particular level or levels may be most important for determining a given 

phenomenon, the links may be so complex that the answer could well end up being 

rather vague. A social scientist then runs the risk of conducting an elaborate, multi-

level research project, and finding himself unable to develop a clear conclusion. The 

words of Duncan et al. (1998) in this regard are highly relevant here, even though 

they were written in relation to quantitative research. They point out that complex, 

multi-level models “open up the possibility of interpretive confusion and overstatement of 

what may be validly concluded from a given body of evidence. Multilevel models undoubtedly 

have great potential, but… they need to be used carefully and cautiously” (Duncan et al., 

1998:114). 

 

In spite of these difficulties, the multi-level perspective has nonetheless been used 

effectively by several medical anthropologists over recent years, and it may be 

helpful here to review the sorts of issues they have investigated and what this 

approach has helped them to uncover. Van der Geest et al. (1990) used the multi-

level perspective empirically as a means of looking into issues associated with 

Primary Health Care (PHC). They point out that although there was “unanimous 

approval of PHC” at Alma Ata in 1978, when the concept was first touted, subsequent 

“reports and publications on PHC programmes in many countries have made it clear that 

PHC can mean all sorts of things to different people in different positions in the political 

hierarchy” (Van der Geest et al., 1990:1025). The value of the multi-level perspective, 

they show, is that it can be used to disentangle such an apparent contradiction, by 

showing how people at different levels can see the same thing in different ways and 

for very different reasons. They have different, sometimes conflicting interests or 

stakes in PHC. The authors conclude by suggesting that “There is no such thing as a 
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world-wide PHC concept. We will have to be satisfied with a non-definition. PHC is what 

people say it is” (Van der Geest et al., 1990:1033).  

 

One could perhaps argue that this ‘non-definition’ is actually a non-conclusion, one 

of those vague, unsatisfactory inferences that, in spite of all of the work that went 

into the study, leaves nobody any the wiser. Did the very complexity inherent in the 

multi-level perspective therefore actually cast confusion over the issue rather than 

enlightenment? I would argue that it did not. Given that this approach demonstrated 

the complexity and heterogeneity of what is sometimes presented as an 

unambiguous concept, the multi-level perspective has in fact provided a nuanced 

interpretation of what constitutes PHC. The multi-level perspective is unique in its 

ability to facilitate such an analysis. 

 

Huyts (1979; referred to in Van der Geest, 1990) also used the multi-level perspective 

when writing about how programme participants at different levels – experts in 

international organizations, host governments, or the target population itself – react 

in “exactly the same way to PHC” (Van der Geest, 1990:1030). All of them have, or 

hope to have something to gain from their participation in a programme, whether it 

be a comfortable living for the ‘experts’; more development funds for members of 

the host government; or personal benefits, such as gifts, work, free medicine and 

‘connections’ for the villagers. While it may sound slightly mercenary, the 

conclusion is that people from all backgrounds and from all levels are generally far 

more interested to take part in a project if they will benefit personally. Here the 

multi-level perspective highlights how, in certain fundamental respects, people of all 

sorts share the same characteristics – whether they are globetrotting international 

policy makers or the poor villagers who are their intended beneficiaries.  

 

Silva (1997) uses an historical multi-level perspective to highlight the conflicting 

interests and discourses about malaria control in Sri Lanka over the 20th century, and 

to show how actors at various levels saw the same thing in quite different ways. He 

shows how the ‘colonial-scientific discourse’, for example, stressed the ecological 

and immunological causes of malaria; the ‘leftist discourse’ held the colonial 

government entirely responsible for the disease by focusing on socio-economic 

causes; while the ‘nationalist discourse’ viewed malaria as “an externally introduced 

menace” (Silva, 1997:207). The ‘peasant discourse’ – that of the very people most 

affected by the problem – was entirely different. The peasants had never attributed 
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fevers or any other illnesses to the bite of a mosquito, with one village leader 

claiming that malaria had emerged as a problem in his area only when the 

authorities started spraying with DDT. This shows clearly how “The meanings of 

concepts and objects, of words and institutions change as they move from one level to 

another” (Van der Geest et al., 1990:1026). What may appear to be self-evident to 

actors at one level may be entirely irrelevant or incorrect to those at another. This is 

an important consideration for health care innovations, such as the provision of 

antiretroviral therapy for AIDS patients in Africa. International and national policy 

makers, for example, are under pressure to initiate treatment for as many people as 

possible, with ‘numbers treated’ as the target of paramount importance. However, 

‘numbers treated’ is of little relevance to the recipients of that treatment, whose 

primary concerns include ensuring that their drug supplies are maintained, that the 

drug side effects are kept under control, and that they have sufficient food to cope 

with the increased hunger that often accompanies ARV therapy (Hardon et al., 2007).   

 

While these researchers have made explicit reference to their use of the multi-level 

perspective, there are also those who use it implicitly. Without actually using the 

terms ‘multi-level’ or ‘linkages’, a couple of recent papers out of Uganda 

demonstrate the importance and nature of vertical linkages in the country both for 

AIDS control and, more generally, for health policy. Parkhurst (2005) focuses on 

AIDS, and describes how Uganda’s national AIDS policy has, over the course of the 

epidemic, been “carefully constructed” to fit in with the demands and expectations of 

international donors and NGOs. It has, for example, been framed within the context 

of internationally fashionable programmes such as poverty alleviation. 

Consequently the country has developed considerable “legitimacy” in the eyes of the 

international donor community in a way that few other African countries have 

managed (Parkhurst, 2005:573). Circular linkages are also highlighted in this case, 

with international agencies learning from Uganda’s relative success in controlling 

HIV, and seeking then to apply the Ugandan ‘model’ in other African nations. 

 

Jeppsson et al. (2005) expand the view by looking both ‘up’ and ‘down’. Their paper 

examines how the Ugandan Ministry of Health is caught in something of a dilemma 

in its interactions with its two ‘major partners’: the global biomedical expert 

community on the one hand, and the local community on the other. They describe 
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how the particular type of personnel working at the Ministry10 encourages ever-

stronger links with the technical global institutions with whom relations have long 

been so good. However, this coincides with a simultaneous “disembedding” from the 

local community, whose interests they are trying to serve (Jeppsson et al., 2005:317-

8). With the concept of vertical linkages in mind, one can clearly see the dilemma 

faced by the Ministry: Any attempt to ‘re-embed’ themselves into the local 

community would inevitably also de-link them to some extent from the international 

experts whose support has helped to bring about the very legitimacy that Parkhurst 

wrote of. 

 

To summarise, one of the topics that has previously proven particularly amenable to 

study with a multi-level perspective has been the primary health care movement: a 

global project targeting the poor and involving a multiplicity of actors. PHC lost 

much of its momentum during the 1980s and 1990s, since when AIDS has taken hold 

in many of those very same countries that were once the focus of PHC programmes. 

And just as PHC was a good topic for study using the multi-level perspective, so too 

is AIDS control in Africa. Like PHC, AIDS has stimulated the development of a 

major global industry that seeks to assist poor people in poor countries, and whose 

governments are in turn highly dependent on foreign financial and technical aid.  

 

As will become apparent over the course of the book, the agendas and 

understandings of actors involved in AIDS control at the various levels also vary 

enormously – just as they did with PHC. Thus, while recognizing the various 

difficulties inherent with it, a multi-level perspective – incorporating vertical, 

horizontal and time-bound linkages – provides a useful foundation for a study of 

HIV control in an African country that has been the focus of considerable 

international interest for its efforts to control the virus.  

 

The vertical links that will feature throughout the book connect the (i) international, 

(ii) national, and (iii) local levels, and will follow the definitions given in Chapter 1. 

The horizontal linkages relate to the interactions of the different actors and 

institutions within each level; and the time-bound linkages take place over the course 

of the Ugandan AIDS epidemic, with each empirical chapter focusing on a particular 

topic with a particular life span.  

                                                           

10 Sixty two out of 80 recently-appointed top officials to the Ugandan Ministry of Health were 
physicians (Jeppsson et al., 2005:315). 
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(ii) The construction, nature and use of evidence 

 

In the early 1990s, a paradigm shift occurred in clinical practice, with the emergence 

of “an outstanding advance in health care” (Fuchs et al., 2000;335). A team from 

McMaster University in Canada was concerned about the then-current process of 

clinical decision-making, which was based primarily on “unsystematic observations” 

and mere “clinical experience” (Evidence-Based Medicine Working Group, 1992:2421). 

The new paradigm for which they were advocating, and which was known as 

Evidence-Based Medicine (EBM), was based on the importance of “systematic 

observation” and “understanding certain rules of evidence” in order to facilitate a 

thorough interpretation of the medical literature (Evidence-Based Medicine Working 

Group, 1992:2421). Treatment regimens based on EBM would be more effective, the 

Working Group argued, and patients would benefit greatly. 

 

A hypothetical clinical scenario – regarding a man who has experienced a grand mal 

seizure and who visits his doctor for advice – was presented by the authors in order 

to contrast the limitations of “the way of the past” with the benefits of “the way of the 

future”. The uncertainties of the ‘old way’ would leave the man with “vague 

trepidation” about his risk of subsequent seizure, while his doctor’s reference to 

appropriate literature via the ‘new way’ would provide him with “a clear idea of his 

likely prognosis” (Evidence-Based Medicine Working Group, 1992:2420). The 

appropriate use of quantitative data derived from rigorously conducted studies 

would, it was argued, reassure the patient and guide the clinician through diagnosis 

and treatment. 

 

EBM rapidly strengthened its position in the world of clinical practice, but the 

concept also spread to other health-related disciplines. In 1998, the World Health 

Assembly endorsed the first-ever WHO resolution concerned specifically with health 

promotion, urging for the development of evidence-based health promotion policy 

and practice within the organization (WHO, 1998). Subsequently – as explained in 

the next section of this chapter – the importance of evidence for health policy, public 

health, and service delivery was also stressed in The Mexico Statement on Health 

Research (2004). The use of evidence therefore lies at the core of all fields of current 

health policy and practice, and it will be helpful here to define and conceptualize it 

in order to provide context for the empirical chapters that follow. 
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First of all, what is actually meant by the term ‘evidence’? One of the more 

straightforward definitions has been given as “the interpretation of empirical data 

derived from formal research or systematic investigations, using any type of science or social 

science methods” (Rychetnik et al., 2002:119). But others have a more critical 

perspective. McQueen (2002), for example, argues that the very notion of ‘evidence’ 

is “rightly viewed as [a] Western derived, European-American, and in many ways Western 

concept. [It] developed largely out of Western philosophical writings of the past two centuries 

and the epistemological underpinnings fostered by the development of logical positivism. The 

idea of evidence emerging from experimental design is a historical product of this 

development, with the randomised controlled clinical trial and the quasi-experimental 

approach largely creations of a Western literature” (McQueen, 2002:83).  

 

The randomised controlled clinical trial McQueen is referring to (sometimes referred 

to as the Randomised Controlled Trial, or RCT) is an epidemiological tool11 which 

will feature in parts of this book, so this ‘creation of the Western literature’ deserves 

some introduction here. As an experimental study design, the RCT is intended to 

provide the clearest possible evidence of the effectiveness or otherwise of a health-

related intervention. Conducting an RCT involves a series of steps. The first of these 

is randomly to allocate study participants into either an intervention group or a 

control group12. The intervention is then implemented in the intervention group 

only, with the control group receiving either nothing at all, a placebo, or (for ethical 

reasons) another intervention that is deemed to be unrelated to the particular issue 

under investigation. Finally, the extent of any intervention effect is determined by 

measuring the changes in certain core indicators over the course of the intervention, 

as well as between the intervention and control groups. For more details, see 

Hennekens and Buring (1987:178-212).  

 

The RCT may be seen as a deductive approach to gathering evidence. Investigators 

start with a given hypothesis (for example, ‘beta-blockers can reduce the risk of heart 

attack’), and then they test the hypothesis experimentally to determine whether or 

                                                           

11 Epidemiology is defined as “the study of the distribution and determinants of disease frequency” 
(Hennekens and Buring, 1987:3). 
12 Randomisation is intended to eliminate the chance of bias in one or other of the groups; and also to 
distribute demographic, behavioural and/or clinical characteristics of study participants as evenly as 
possible between study groups in order to permit comparability (Hennekens and Buring, 1987:188). 
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not it is correct13. With their experimental (as opposed to observational) base, RCTs 

stand at the summit of the hierarchy of what is widely deemed to constitute ‘strong 

evidence’. The authoritative ‘Cochrane Database of Systematic Reviews’ – which to a 

large extent defines best practice concerning medical, surgical, and health promotion 

interventions – is based “on the best available information”, which in the majority of 

cases is derived from RCTs (Cochrane, 2006). 

 

There are those, however, who would challenge the assumption that the RCT is the 

natural culmination of attempts to produce the best evidence for medical science, or 

that it is “a matter of timeless logic” (Dehue, 2004:247). A brief history of the RCT 

shows that there were particular historical and non-scientific reasons for 

randomisation emerging onto the medical scientific stage and subsequently 

becoming a central component of this powerful epidemiological technique14. 

 

The first RCT was a British study of streptomycin for the treatment of pulmonary 

tuberculosis, published shortly after World War Two (Marshall et al., 1948). A 

previous study on guinea pigs with tuberculosis had demonstrated the dramatic 

beneficial effects of streptomycin, so it was felt that there was also a reasonable 

chance that the drug would work well for human TB patients. But in post-World 

War Two Britain, with widespread rationing and only limited drug supplies, it was 

always necessary to do ‘more with less’. The British government had managed to 

purchase 50 kilograms of the new antibiotic from its American manufacturers – even 

if the efficacy of the drug was at that stage uncertain – most of which was to be used 

for treating British pulmonary TB patients, in the mere belief that it was effective. 

The rest of the shipment would be used for the world’s first randomised controlled 

trial in order to evaluate its efficacy. The investigators felt no ethical constraint in 

including an untreated control group within the study, since there was not enough 

streptomycin for every TB patient in Britain anyway. And by randomising patients 

into either the control or the intervention group, investigators were “relieved” of any 

                                                           

13 Inductive inference works in the reverse direction: observations are made, based on which a 
plausible hypothesis can then be developed in order to explain what has been seen. 
14 The RCT did not constitute the first ever use of either randomisation or a control group in science. 
The psychologist CS Peirce introduced the idea or randomisation into his experiments in the 1880s 
(Stigler, 1986); and the American educationalists Thorndike and Woodworth used a control group in 
their experiments on the use of training to improve mental function in 1901 (Thorndike and 
Woodworth, 1901). The revolution for medical science was to use the two ideas together in the same 
experiment.    
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direct responsibility for allocating a scarce resource (Randal, 1999:11). 

Randomisation was therefore a good solution for a difficult, very human problem. 

 

Since the trial ended with a clear, positive outcome, with important implications for 

controlling a serious condition, the techniques and principles standing behind this 

first RCT were given wide publicity. Other medical scientists liked the approach, 

and the RCT was soon elevated to the top of the hierarchy of evidence, where it has 

remained ever since (Randal, 1999;11). The RCT’s 50th anniversary was celebrated in 

1998, with the publication of a number of papers honouring the scientists who 

pioneered the development of this method of investigation (Fuchs et al., 2000; 

Randal, 1999).     

 

The idea of the RCT as the most ‘objective’ tool for deriving evidence about the 

effectiveness of a health intervention was therefore first accepted within the very 

particular cultural and historical context of Britain in the 1940s. But as Bijker and 

Law (1992) point out in relation to other innovative technologies and techniques, “it 

might have been otherwise”. Just as with the wide acceptance of the QWERTY 

keyboard, or the development of the internet, there was no pre-determined certainty 

that medical research was going to invent and adopt the RCT – the whole process 

was highly historically contingent. Once it had been taken up, however, it took on its 

own momentum and became accepted as the ‘best’ and most ‘objective’ means of 

collecting evidence, as per the principle of path dependency. This is defined in terms 

of “self-reinforcing sequences characterized by the formation and long-term reproduction of a 

given institutional pattern” (Mahoney, 2000:508). One consequence of such self-

reinforcing sequences is that when a given pattern has become established and then 

starts to dominate, it can be easy to forget that it was not always this way. 

 

It is useful to remember this history when considering the RCT in its elevated 

position as the ‘gold standard’ epidemiological tool. Initially designed to evaluate 

clinical interventions, it has proven to be a highly effective tool for studies of this 

nature. But with the principles of evidence-based medicine moving increasingly into 

health promotion activities, the boundaries of what is deemed appropriate for 

evaluation by an RCT have expanded to include behavioural interventions, 

including those intended to control HIV. This process has been driven by concerns 

about the “lack of well-designed, robust studies to evaluate the effects of [sexual 

behaviour] interventions” (Stephenson et al., 2000:S115), and arguments that “without 
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well designed trials of sex education, uncertainty and dogma will frustrate efforts to seek a 

better way forward” (Stephenson, 1999:69). More specifically, there have been 

suggestions that “Evaluation design in this [HIV prevention and sexual health] field 

needs to be improved,” and that there should be “more use of randomized controlled trials 

and the raising of publication standards by journals” (Oakley et al., 1995:479). The 

evidence base for maximizing the effectiveness of AIDS control activities would, it is 

argued, be best supplemented through wider and better use of RCTs. 

 

However, several commentators have spoken out explicitly against this trend for 

using the RCT as the tool of choice for producing evidence about sexual behaviour 

interventions. One of the more outspoken of these has argued that “most if not all 

sexual health interventions are of the sort that makes them inherently unsuitable for 

experimental evaluation, particularly the kind of evaluation set out by the Cochrane 

Collaboration” (Kippax, 2002). One of the arguments is that possible intervention 

target points for HIV control are not linked in “simple, demonstrable chains of causation 

where single factors are manipulated to produce single easily measured outcomes” 

(McQueen, 2000:96). Thus it can be very hard to determine precisely which outcome 

measures would be relevant when evaluating the intervention in question, and also 

what would constitute an appropriate length of follow-up (Nutbeam, 1999). Any 

evidence emerging from such a study may therefore be seen as “too restrictive” 

(Nutbeam, 1999:100) and “reductionist” (Bonell, 2002:386), and may not be especially 

useful for policy development.  

 

The debate about the various benefits and problems with the RCT has sometimes 

been bitter, with one epidemiologist describing Kippax’s ‘anti-trial’ critique as 

“recklessly arrogant” (quoted in Low, 2004:435). But there are several alternative 

sources of epidemiological evidence, and since these are not held up as the ‘gold 

standard’ approach, they tend to provoke less controversy. Hennekens and Buring 

(1987:3) subdivide epidemiology into two categories – ‘descriptive’ and ‘analytical’ – 

the first being concerned with the distribution of disease, and the second with the 

determinants of disease. As an experimental technique intended to determine 

whether a particular intervention prevents a particular disease, the RCT is clearly an 

analytical epidemiological approach. Likewise, the cohort study approach – in which 

“subjects are classified on the basis of the presence or absence of exposure to a particular 

factor and then followed for a specified period of time to determine the development of disease 

in each exposure group” (Hennekens and Buring, 1987:22) – also falls into the 
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analytical epidemiological category, although it is a passive, observational method 

rather than an interventionist or experimental one. It too includes an explicit 

comparison of exposure and disease status and can provide strong evidence of 

association, if not causation, between the two. By contrast, the cross-sectional survey 

epidemiological approach is purely descriptive, involving just one interview with 

each respondent, and therefore with no possibility of follow-up that can help 

determine the nature of any temporal relationship between exposure and disease. 

Cross-sectional surveys are useful tools for producing ‘snapshot’ evidence about a 

given disease in a given population, but they are not designed to test hypotheses and 

they cannot be used to demonstrate causation. Both the cohort study and the cross-

sectional survey will appear later in the book as sources of evidence that have played 

a role in various aspects of AIDS control in Uganda. 

 

While the focus here so far has been on epidemiological evidence, it is important to 

note that evidence can also take many other forms. Epidemiological studies are by 

their very nature quantitative exercises, following a principle outlined by the 

nineteenth century physicist Lord Kelvin: “To measure is to know”. But this positivist 

perspective was challenged by fellow physicist Albert Einstein, who suggested that: 

“Not everything that can be counted counts, and not everything that counts can be counted.” 

In other words, qualitative evidence can also provide insights about the inherently 

immeasurable, but no less important aspects of an intervention. These could include 

people’s feelings and lived experiences. Price and Hawkins (2002) have developed a 

qualitative approach for the evaluation of sexual and reproductive health 

interventions, which they call ‘peer ethnography’. By using already-recognised 

members of the community as researchers, this amounts to a rapid appraisal 

approach which emphasises the importance of having an established level of trust 

between researcher and respondent. The authors argue that a comprehensive 

understanding of factors associated with sexual and reproductive health can only be 

realised through research based on trust, and that such trust cannot be attained 

through the impersonal approach that is more or less inherent within the RCT or 

other purely quantitative epidemiological techniques.  

 

A degree of tension therefore exists between those who advocate either for 

quantitative or for qualitative methods in the production of evidence. This is a 

tension born largely of strict but arbitrary disciplinary boundaries, whether in the 

field of epidemiology or in the various social sciences: People working in a given 
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discipline rarely engage with or understand other disciplines. But there are those 

who point out that the wide range of existing methodological approaches should be 

put to full use in order to meet the demands of different situations. In other words, 

there is the need for a “post-positivist paradigm for health promotion research” (Tones 

and Green, 2004: 327). As Nutbeam (1999:100) suggests, “The most compelling evidence 

of effectiveness comes from studies that combine different research methodologies – 

quantitative with qualitative. The use of a wide range of data and information sources will 

provide more relevant and sensitive evidence of the effects of multi-dimensional health 

promotion interventions than a single ‘definitive’ study”. Tones and Green (2004:321) add 

that intervention evaluations should also “address process and context as well as 

outcomes”. The argument, therefore, is not to use only quantitative methods or only 

qualitative methods, and to disregard other approaches. Rather, the argument is to 

avoid relying on just one type of evidence and to triangulate using a variety of 

complementary methodological approaches – for example, an RCT in conjunction 

with an ethnographic approach in the evaluation of an HIV prevention behavioural 

intervention.  

 

No matter which methodological approach is used for the production of evidence, 

however, we shall see over the following chapters that the same evidence may be 

interpreted and used by different people in very different ways at different times. 

This is particularly notable in the policy arena, where decision makers have to juggle 

with a number of different influences. Evidence may be only one of these, and yet, 

since it carries with it the weight and authority of ‘objective science’, it may be held 

up as a particularly useful means of supporting a given policy. Consequently, it can 

take on a remarkable elasticity of meaning as politicians seek to justify their motives 

for action. 

 

(iii) Linking evidence with policy and practice  

 

Given the overall objective of this book – to identify and explain the key influences 

and processes that have guided AIDS control in Uganda over the course of the 

epidemic – an examination of the links between research, policy and the practice of 

intervention implementation is of central importance. Evidence derived from 

research has the potential to play an important role in defining the nature of both 

policy and practice, but, as we shall see, the connections are by no means always 

straightforward. 
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The previous section examined the concept of ‘evidence’, so it would be helpful here 

briefly to discuss what is meant by the term ‘policy’. The definitions available in the 

literature range from the technical to the poetic, and it would be difficult ever to 

produce a definition that is universally acceptable. The London-based Overseas 

Development Institute (ODI) defines policy as ‘a purposive course of action followed by 

an actor or set of actors’ (ODI, 2004a;2) – though it could equally be argued that a 

purposive course of inaction may also constitute a (probably unwritten) policy. ODI 

highlights the multi-faceted character of policy by pointing out that it is produced 

not only by governments, but also by international organizations, bilateral agencies, 

and NGOs. 

 

Shore and Wright (1997) focus on the inherently intangible nature of policies. 

Adapting a metaphor from Arthur Koestler (1967), they suggest that policy is “the 

ghost in the machine, the force which breathes life and purpose into the machinery of 

government, and animates the otherwise dead hand of bureaucracy” (Shore and Wright, 

1997; 5). They also point out that it is a somewhat elusive concept, since – as shown 

through a multi-level perspective – a given policy can have different meanings for 

different categories of actors and in different places. “On close examination,” they 

argue, “policy fragments. It becomes unclear what constitutes a policy. Is it found in the 

language, rhetoric and concepts of political speeches and party manifestos? Is it the written 

document produced by government or company officials? Is it embedded in the institutional 

mechanisms of decision making and service delivery? Or is it whatever people experience in 

their interactions with street level bureaucrats?” (Shore and Wright, 1997; 5). 

 

In addition to its being intangible and elusive, policy is also a contested 

phenomenon. Yanow (1993) focuses on what a policy means, to whom, and how it 

attains that meaning: a policy can mean different things to different groups of 

people, between whom there may be competing interests. Similarly, Walt and Gilson 

(1994) argue that studies of the policy process require examination of “who is likely to 

favour or resist [changes in] policy” (Walt and Gilson, 1994;353), since the power-plays 

between actors can significantly determine the way and extent to which a policy may 

be implemented.  
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Thus, the concept of ‘policy’ includes a multiplicity of definitions and meanings. One 

way or another, however, they all suggest that someone – a policy maker – intends 

some specific sort of action or inaction as the outcome of his or her decision.  

 

� Evidence-based policy making 

 

The means by which evidence is produced for use in such activities as clinical 

practice and health promotion was examined earlier in this chapter. And, as 

suggested, the use of evidence has by no means been restricted to these spheres, 

with ‘Evidence-Based Policy’ (EBP) also attaining prominence over recent years. The 

extent to which the principle of EBP has now been accepted is illustrated by the 

Mexico Statement on Health Research, which was the product of a ministerial 

summit on health research held in Mexico City in November 2004. Attended by 

Health Ministers and other senior representatives from 58 countries – including 

Uganda’s then-Minister of State for Health, Alex Kamugisha – the final communiqué 

concluded that “health policy, public health and service delivery should be based on reliable 

evidence derived from high quality research… Ignoring research evidence is harmful to 

individuals and populations, and wastes resources.” (Mexico Statement on Health 

Research, 2004;1).  

 

WHO is a central player in formulating and promoting EBPs. As a means of 

facilitating evidence-based policy making, the world body has established the Health 

Evidence Network, whose function is to provide “answers to policy questions in the 

form of evidence-based reports and summaries” (Health Evidence Network, 2006). 

National and international policy makers are also urged to follow the findings of 

well-respected, systematic analyses such as those found in the Cochrane Reviews 

(Garner et al., 2004). Furthermore, a ‘GRADE’ approach has been developed to 

“grade the quality of evidence and strength of recommendations” in the development of 

EBPs (GRADE Working Group, 2004;1496). This assigns grades to different types of 

evidence, with the randomised controlled trial rated ‘high’, observational studies 

‘low’, and ‘any other evidence’ ‘very low’ (GRADE Working Group, 2004;1493). A 

similar hierarchy of evidence to that used in evidence-based clinical practice has 

therefore been produced – with experimental, quantitative studies ranked at the top 

– in order to inform and guide health policy decisions. 
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However, some observers have criticised this approach. Ankrah (1989) argued early 

in the epidemic that most of the AIDS research conducted by that stage in Africa had 

been medically-oriented, even if it is in essence a social disease – and even if tackling 

it through effective policies will inevitably require a comprehensive understanding 

of its many social determinants and components. In other words, not enough of the 

right research had been conducted: There was, as she put it, “Too much epidemiology, 

too little social science” (Ankrah, 1989; 267). Citing Kleinman (1978), Ankrah suggested 

that dealing with the African AIDS epidemic requires taking into account not only 

the explanatory models of the people suffering from the disease, but also the 

explanatory models of the professionals who are guiding the national and 

international response to it. Even though she wrote this in the late 1980s, her 

argument still rings true: WHO’s Department of HIV/AIDS currently employs just 

one social scientist to complement the work of its team of epidemiologists and 

medical officers. This means that there is the risk of formulating global ‘evidence-

based’ policies and guidelines which are not well grounded in the social realities of 

ordinary African people. 

 

Furthermore, even within the disciplines of epidemiology and clinical medicine, a 

related critique points out that “many questions relevant to public policy makers have not 

yet been asked, or addressed. Moreover a systematic review can fail to yield a research-based 

answer to a public policy maker’s question, because high quality work has either not been 

done or is not locally applicable” (Lavis et al., 2004:1616). Thus it is important for a 

study to ask the right question in the right setting. And once that is done, it is then 

also important for the investigators to be able comprehensively to analyse and 

interpret the findings of their study in such a way that policy makers are able to act 

on them. However, as suggested above, unravelling causal relationships between the 

many dynamic variables that are involved in an intricate and multi-disciplinary 

sexual health intervention is very difficult, especially within the confines of purely 

quantitative research methodologies. The overall result is a “lack of empirical evidence 

available for a government to base policies or decide on priorities, despite the large amount of 

research undertaken and published on the subject” (Macintyre et al., 2001:224). It is 

clearly ambitious to expect that truly evidence-based sexual health policies can be 

produced in such conditions. 

 

A further problem is that additions to the research literature are “more usually 

research-producer driven rather than led by research-users’ needs” (Davies and Nutley, 
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2002:6). Many researchers believe there is – or ought to be – a straightforward, linear 

relationship between research and policy, and they work under the rather optimistic 

conviction that their work feeds neatly into the policy process. Black (2001:275) 

describes this situation as one in which “A problem is defined and research provides 

policy options. Research is used to fill an identified gap in knowledge”. However, he and 

several other authors have pointed out that such a model of events is not empirically 

grounded, with the key missing variable identified as context – whether political, 

financial and/or social (Debrow et al., 2004). As Donald (2001:278) suggests, “Policy 

decisions are almost always made in the context of money, power, and precedent”. Poulos 

and Zwi (2005:429) take the point further, conceding that they have “come to the 

realisation that research has, in fact, little impact on policy making.”  

 

These authors were writing about the relationship between evidence and health 

policy in western countries such as the UK and Australia, and collectively they point 

to a divide between the rhetoric of evidence-based policy making and what has been 

observed empirically. On the one hand, there is a global trend towards accepting 

evidence-based policy making as the most rational and appropriate means of 

defining effective policies, and this is a view to which most nations currently 

officially subscribe. Uganda is among these, with the country’s Health Sector 

Strategic Plan stating that “research is a critical tool for evidence-based policy and decision 

making. It provides an informed basis for guiding and rationalizing implementation of the 

health sector strategic plan” (Ministry of Health, 2000:66). The point was re-

emphasised in 2006, at a high profile meeting at the Toronto International AIDS 

Conference, with a senior Ministry of Health official stating that “our policy in Uganda 

is evidence-based, [so] that if information occurs from studies, then we must incorporate the 

findings into our planning” (Kaiser Network, 2006:24). But on the other hand, there 

appears to be a host of problems inherent in putting the rhetoric of evidence-based 

policy making into action, with some observers arguing that the link is tenuous at 

best. 

 

A great deal of AIDS research had been conducted in Uganda by the time the Mexico 

Statement on Health Research was produced in 2004 – some of which, as we shall 

see, was explicitly intended to inform policy. Meanwhile, a broadly effective AIDS 

control policy had also been in place in the country for many years. One of the main 

themes of this book, therefore, will be an extension of the discussion about the link – 
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or lack of it – between research and policy that has been held in a number of western 

countries, into the context of AIDS control over the course of the Ugandan epidemic.  

 

� A model of the policy process 

 

It appears, therefore, that current rhetoric espouses ‘evidence-based policy making’, 

but a number of other factors also play an important role. Given this diversity of 

influences, how do health policies actually emerge? Seeking to understand the policy 

environment is not simply an interesting intellectual exercise, but rather a pre-

requisite that may allow us to “operate more effectively in the promotion of policy change” 

(Walt, 1994;207). It therefore has potentially important practical implications. 

 

Many authors have sought to unpack the ways and means by which policy is made, 

though most of the models have been developed by Northern-based academics, and 

few are specific to health policy. The Overseas Development Institute has a list of 31 

such theories (ODI, 2006), which incorporate a great variety of viewpoints and 

academic points of departure. They range from Kuhn’s paradigm shift (Kuhn, 1962), 

to Lipsky’s model of ‘street level bureaucrats’ (Lipsky, 1980), to the idea of epistemic 

communities (Adler and Haas, 1992).  

 

This theoretical diversity demonstrates the very complexity of the process, but out of 

these 31 theories, ODI has synthesised a simple generalised model which will be 

presented over the next few pages. The model (Court, 2004;16) outlines a series of 

stages that, one way or another, may be encountered during the policy process (see 

Figure 1). It is important to note that the step-by-step nature of the model does not in 

any way imply that events inevitably move smoothly from one to the next in a linear 

fashion, as clearly they do not. Equally, this is not a model that will be forced onto 

the empirical material presented in the following chapters. Rather, the framework is 

offered as a starting point for seeking to understand the complex policy processes 

that will emerge over the course of the book.  

 

 

 

 

 

 



CHAPTER 2 

39  

 

1. Agenda Setting: awareness is raised and priority given to an issue or problem; 

2. Policy Formulation: options and strategies are constructed; 

3. Decision-making: decisions are made about alternative options; 

4. Policy Implementation: the forms and nature of policy administration and 

activities on the ground; 

5. Policy Evaluation: monitoring and evaluation. 

 

 
Figure 1: The policy process – a simplified theoretical model (from Court, 2004;16) 

 

Kingdon (1984) takes the first of the model’s five steps – agenda setting – and 

suggests that issues tend to find their way onto policy agendas when three distinct 

streams coincide. These include (i) the problem stream, (ii) the policy stream and (iii) 

the politics stream. Many issues are likely to be circulating at any given time within 

the first of these – the problem stream – but an issue such as AIDS may only emerge 

as predominant when, for example, alarming new surveillance data on HIV 

prevalence is published. The second, policy stream includes people – such as those in 

an epistemic community of AIDS clinicians, scientists, or activists from NGO 

networks – who have putative solutions to the problem. It is important to note that 

different epistemic communities may have quite different views on how to solve the 

same problem, and at some point they are likely to be competing with each other. 

The third, politics stream is made up of government officials and politicians whose 

immediate concerns are unlikely to be shared by the activists and doctors.  

 

Within this framework, Kingdon suggests, there may be regular overlap between the 

problem and policy streams – in other words, activists and scientists are constantly 

seeking possible solutions for a given problem. Unless a window of opportunity 

opens, however, and the politics stream also becomes involved, an issue will 

probably not appear on the national or international policy agenda. At this point, in 

Kingdon’s words, it has entered the “policy primeval soup” where it then competes 

with other issues for attention and funding (quoted in Evans and Davies, 1999; 379). 

In this model, research plays a contributory role, but bringing an issue onto the 

policy agenda is also contingent on additional, external conditions.  
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With an issue now on the political agenda, it is necessary to decide upon an 

appropriate course of action. This takes place during stages two and three of the 

model: policy formulation and decision-making.  

 

Evidence derived from research has clear potential to enter into the process during 

these stages. A good example of how this can happen is given by Walt et al. (2003), 

who describe what they term the ‘policy loops’ that led to the widespread 

international acceptance of syndromic STD management15 as a means of reducing 

HIV incidence. As will be explained in further detail in Chapter 6, a large 

randomised controlled trial conducted in Mwanza, Tanzania (Grosskurth et al., 

1995), suggested that this strategy could reduce HIV incidence by as much as 42%. 

Walt shows how such a field-level, context-specific generation of data led ‘upwards’ 

to global policy networks, where the findings were packaged so they could then be 

marketed and disseminated back ‘down’ to countries all across the globe. It was by 

no means a straightforward process, and is characterised in the paper as “diffuse, 

iterative and ‘looped’… [It] cannot be described as linear, rational, bottom-up or top-down, 

coercive or voluntary, but may display any of those characteristics at different points” (Walt 

et al., 2003:12, 26). What happened through this very specific, if rather convoluted 

process, therefore, was that syndromic STD management became established as 

global ‘best practice’, and policy makers throughout the developing world were then 

encouraged to adopt it. Thus, once it had been repackaged, the evidence from 

Mwanza fed directly into national level policy formulation and decision making in 

countries throughout the world.  

 

The Mwanza trial demonstrates how research can contribute to these steps in the 

policy process, but in some respects it is such a good example precisely because it 

was a highly unusual case. It is very rare that findings from a single study are so 

conclusive that policy makers worldwide sit up and take note. Rather, research more 

often has an indirect effect on the process, by introducing new directions of thought 

                                                           

15 Syndromic STD management is based on the principle that certain symptoms – which collectively 
constitute a ‘syndrome’ – are generally associated with a particular group of organisms. For example, 
urethral discharge is a syndrome that is usually caused by either Gonorrhoea or Chlamydia. When it 
is not feasible to identify which pathogen is causing the condition – as in many rural African settings 
– the syndromic management approach would involve treating both. Acting thus, it is relatively 
certain that the agent responsible will be eliminated. 
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and thereby shaping the policy discourse (ODI, 2004a:2). The reason it worked so 

directly with Mwanza was that, as in Kingdon’s model, the problem, policy and 

politics streams came together unusually well: The problem had been recognized, a 

viable solution was on offer, and the policy makers liked it. As one observer put it, 

“Mwanza fell into a ready made bed” (Philpott, 2002;199). 

 

Viewing this from a multi-level perspective, Mwanza also provides a good example 

of the “exaggerated impact [that international actors can have] on research and policy 

processes in developing contexts” (Court, 2004:15). In the case of Mwanza – which was 

the product of a multinational collaborative effort, led by non-Tanzanian scientists – 

this multi-level aspect had a broadly positive outcome. But since much of the 

research conducted in Africa is conceptualized and conducted by outsiders, it may 

be neither ‘needs-oriented’ nor ‘demand-driven’ (RAWOO, 1999:13). Furthermore, 

donor-led research often results in a “loss of institutional memory. The turn-over of 

personnel in the donor community is very high, and tours of duty relatively short. This 

undermines continuity in the research programs and policy formulation” (van Zyl, 

2003:16). In response to this critique, some of the major donors are now seeking to 

redress the balance through putting “greater emphasis on developing country ownership 

of research initiatives, and on research capacity enhancement in the south” (RAWOO, 

2002:6). Through this, it is hoped that appropriate policy formulation and decision 

making will be facilitated.  

 

The fourth step in the ODI model consists of implementation, the actual process of 

putting a policy into practice. In some respects this is the hardest step of all (Court 

and Maxwell, 2005;714), and it also probably has the least to do with the direct use of 

evidence derived from research. Implementation has been framed elegantly, if 

somewhat tongue-in-cheek, in terms of “a clash between the political will and the 

administrative won’t” (O’Neil, 2005;762), though it is not always administrative 

intransigence that impedes policy implementation. Okuonzi points to Uganda’s 

progressive policies for women, children, and the disabled, but suggests that “most of 

these policies have remained largely unimplemented because of lack of funding” (Okuonzi, 

2004:1632). By contrast, Parkhurst and Lush (2004) argue that the Ugandan 

government has been quite shrewd with respect to implementing its AIDS control 

policies, by allowing non-state actors considerable freedom to work within the broad 

parameters of a vaguely defined ‘open’ policy on AIDS. The government – which 

has severe budget limitations – has not therefore had to bear a high proportion of the 
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costs of implementing its own policy. In 2004, for example, just 29% of the US$64.5 

million spent on AIDS in Uganda came from government sources, with foreign 

donors covering the rest (UAC, 2005). Thus, they sidestepped what would have 

amounted to an administrative ‘can’t’ by permitting outsiders to do the job of 

implementation for them. Research played little or no role here. Rather, this could be 

interpreted as straightforward, pragmatic politics. 

 

The fifth step of the ODI’s scheme, evaluation, is of course an intrinsically research-

related activity, and in a perfect world, one would expect that the findings from an 

evaluation of a health intervention would feed back directly into a fine tuning of the 

relevant policy. It does not always happen in this way, however, since “political 

context is the most crucial issue affecting the uptake of research into policy” (Court, 2004:7).  

 

‘Political context’ can be broadly defined to include issues relevant at the global scale 

right down to the relationships, perspectives, and incentives of the various actors in 

a Ministry of Health. Judith Justice (1987) took the latter level of definition in her 

study examining the bureaucratic context of primary health care in Nepal, where she 

found that many PHC programmes in the country had been ineffective because “they 

reflected the perspective and needs of the health bureaucracies involved rather than those of 

the local villages receiving services” (Justice, 1987;1301). Furthermore, it was difficult for 

the bureaucrats to take the findings and recommendations of the PHC evaluations 

that had been conducted into account simply because their bureaucratic needs – the 

political context in which they worked on a day-to-day basis – did not permit the 

necessary changes to be made.  

 

In this sense, political context at a relatively low bureaucratic level impeded an 

effective response to the evaluation of the PHC programmes. Other studies have 

shown that if it is politically expedient at a higher, Ministerial level – if the results of 

an evaluation “legitimate or sustain a predetermined position already taken by policy 

makers” (Moynihan, 2004:3) – the research will be included in future policy decisions. 

If not, it may be rejected.  

 

� Advocacy and policy 

 

The discussion so far has been concerned largely with how research can influence 

policy. But it is important to note that there are also cases where research 
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emphatically does not influence policy, where a particular policy is produced in the 

face of evidence that suggests it is unworkable. Two recent international-level 

examples of this are the Millennium Development Goal (MDG) for AIDS – which 

seeks to “Halt and begin to reverse the spread of HIV/AIDS” by the year 2015 – and the 

WHO’s ‘3 by 5’ initiative – which sought to bring three million people onto 

antiretroviral treatment by the end of the year 2005. The global AIDS epidemic had 

finally emerged onto the international political agenda by the turn of the twenty first 

century, and world leaders were anxious to be seen to be doing something about it. 

As Putzel (2004) describes in relation to the Ugandan AIDS epidemic in the late 

1980s, a threshold had been crossed and it became politically more expedient to take 

action rather than to continue with the status quo. WHO and other UN agencies 

therefore took the lead in developing these extremely ambitious targets for 

prevention and treatment, with a particular focus on improving conditions in 

heavily affected developing countries.  

 

But those who set the MDG target for AIDS have been accused of being “profoundly 

naïve”, and of setting an “impractical” target, with “no evidence [being used in] the 

setting of the strategy” (Barnett, 2004; quoted in ODI, 2004b;7). The charge with 

respect to ‘3 by 5’ is similar: “There was no robust evidence in the development of that 

target”, which meant that there was consequently “great scope for wasting massive sums 

of money” (Court, 2004;60, 66). 

 

There are still many years until the MDG can be fully evaluated, but the ‘3 by 5’ 

strategy failed spectacularly to achieve its ambitious objective, missing the targeted 

three million patients on treatment by a full 1.7 million (UNAIDS, 2006:4). 

Nonetheless, though the target itself may have been missed, the strategy as a whole 

was a significant, if incomplete success. Largely due to the enormous global 

resources that were mobilized as a result of ‘3 by 5’, 1.3 million people with AIDS 

were receiving treatment by the end of 2005 – far more than before the initiative 

began, and far more than would have been the case in its absence. Thus, while this 

non-evidence-based policy may have ‘failed’ on its own terms through not meeting 

its own target, it contributed enormously to the health of well over one million 

people, thereby providing immeasurable support to their families and communities. 

Just because the evidence suggests that a given policy may be unworkable does not 

necessarily mean that it cannot be pursued and have a positive outcome.  
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In an era of evidence-based policy making, how then did these non-evidence-based 

policies find their ways so firmly onto the international political agenda? ‘3 by 5’ and 

the MDG represent a sea change in the history of AIDS in Africa, since they 

constitute a successful outcome to the enormous global pressure produced by 

activists and advocates that grew during the late 1990s and early 2000s. Advocacy 

involves clearly positioning oneself and then arguing in favour of a particular cause 

or policy. And if done effectively – as it was in bringing AIDS into international 

focus during the late 1990s – it can become the linkage between social movement, 

knowledge generation and political activity: “the triangle that moves the [policy] 

mountain” (Moynihan, 2004;18).  

 

So how does an advocate go about embedding her empirically derived 

recommendations into an appropriate political and social context, and thereby 

‘moving the mountain’? Walt et al. (2003) quote an advocate who explains succinctly 

how her work is done: “You don’t slowly and carefully build an argument in order to 

convince – you start with a simple clear message to grab attention, and work down and start 

filling in the gaps and the explanations” (Walt et al., 2003;19). This may sound 

unscientific, and possibly even rather disingenuous, but there are those who argue 

that AIDS researchers actually bear a degree of responsibility to become advocates, 

and to try to ensure that their findings are put into action. As Charlie Gilks of 

WHO’s Department of HIV/AIDS explains: “There is no other field where the 

opportunities to translate evidence into action are so great. Not only can researchers directly 

impact on policy and practice, they have a real opportunity to reduce the inequity between 

those who usually benefit from science and those who do not” (Gilks, 2005).  

 

Thus there may be a degree of moral responsibility incumbent on AIDS researchers, 

but advocacy can become a minefield for a scientist who wishes to maintain 

credibility and legitimacy, as well as his reputation for being ‘objective’. Advocate-

scientists run the risk of being charged with interpreting data to suit their own 

political perspective or value system. In the words of one observer: “To the extent you 

are a social advocate, you’re not a scientist, you lose your credibility” (Moynihan, 2004:18). 

An excellent example of this is given by UNAIDS, who show how “data can be 

interpreted in many ways, depending on how they are selected, manipulated and presented” 

(UNAIDS, 2004:9). According to the agenda of the individuals presenting a dataset, 

they demonstrate how the very same material can be used by a lobbyist for 

abstinence-based sex education, or an NGO seeking funding for condom promotion 
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in high schools, or a programme planner who simply wants to give a picture of 

sexual risk in the population (UNAIDS, 2004:9). 

 

For a researcher who wishes to enter this treacherous world of advocacy, Moynihan 

suggests two principles: Policy recommendations derived from research should be 

both actionable and accessible (Moynihan, 2004). With respect to their being actionable, 

one of the major challenges facing researchers who seek to influence policy is that 

findings are rarely clear-cut. There are usually uncertainties within the data or its 

interpretation, and a degree of hedging is therefore necessary in order to maintain 

scientific integrity. But this is unlikely to be helpful to policy makers. As UNAIDS 

points out, “Policy makers want clear action points. Senior politicians do not want more 

problems, they want solutions” (UNAIDS, 2004:26). The message must therefore be 

distilled to its essentials in the clearest way possible in order to ensure that policy 

makers know what to do with it. Given the inherently political nature of policy 

making, findings that are presented without clear and actionable recommendations 

are likely to be either ignored altogether, or reinterpreted in order to legitimate a 

predetermined position (Moynihan, 2004: 3).  

 

With respect to accessibility, a Lancet editorial has argued that there is a distinct lack 

of “technical competence to absorb the results of research and translate them into policies” in 

many developing countries, and that in such contexts this is “research capacity’s 

weakest link” (Lancet, 2001:1381). Given this fact of life, researchers need to publish 

their work both as technical, scientific papers in peer reviewed journals, and also in 

formats that make the findings easily digestible for people without training in their 

given discipline (Horchler et al., 2004).  

 

By ensuring that the recommendations that arise out of their work are both 

actionable and accessible to policy makers, AIDS researchers can facilitate the 

process of translating important evidence – produced through diverse 

methodological approaches, both quantitative and qualitative – into truly evidence-

based policies. This does not mean that these policies will necessarily be acted upon 

– the administrative ‘won’t’, or a lack of funds can always get in the way – but if 

researchers fail to champion their findings, they are unlikely to be taken up at all. 

They may then reasonably be charged with ‘fiddling while Rome burns’; and given 

the enormous scale of the African AIDS epidemic, this would be an untenable moral 

position.
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3 - Accepting the unacceptable: Establishing a national response to 

AIDS in Uganda 

 

Introduction 

 

In the early 1980s, Uganda was hit by the world’s first extensive AIDS epidemic in a 

general population. The districts of Rakai and Masaka, just to the north of the border 

with Tanzania, bore the brunt of the suffering, with widespread decimation of homes 

and communities. But although it took several years for the country to establish a 

substantive policy response, Uganda was nonetheless one of the first African 

countries to react against AIDS – and to react with considerable success.  

 

Things could, however, have been very different. Many of Uganda’s East African 

neighbours mounted what could only be described as a lacklustre response to AIDS 

during the 1980s, and there were also strong forces working within the country to 

inhibit any sort of policy response. There was no precedent for action, and thus the 

founding in 1986 of the national AIDS Control Programme (ACP) was an impressive 

accomplishment.  

 

The objective of this chapter is to describe the process which culminated in the 

establishment of the ACP, and to identify these inhibiting forces as well as those 

which contributed towards the final policy outcome. To this end, a social history of 

events is presented, including material from each of the international, national, and 

local levels. 

 

An important concept that will help illuminate this material is the ‘imagined epidemic’. 

As the name suggests, this can be defined as the way in which the various actors 

involved perceive or imagine an unfolding epidemic (Streefland, 1998). The concept 

has previously been used in analysis of events surrounding the Black Death, as well 

as various plague and cholera epidemics, and its value lies in demonstrating that 

there are as many interpretations of events surrounding an epidemic as there are 

actors involved. Individuals’ interpretations can be influenced by such diverse 

factors as rumours, memories of previous epidemics, the media, information from 

the medical world, and trust – or a lack of it – in the abilities of medical professionals 

to assist. A central tenet of the concept is that perceptions and representations play 

an essential role in shaping a society’s response to an epidemic. 
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Taking the ‘imagined epidemic’ within a multi-level framework, it is important to 

recognise that the AIDS epidemic in Uganda, as elsewhere, was still being 

‘constructed’ as a social process for several years after it was first identified. Many 

different and competing interpretations of events were in circulation. As Sommerfeld 

(1994;280) notes, ‘Epidemics need to be considered as social processes that are [both] socio-

culturally and epidemiologically constructed’. Such a socio-cultural construction may 

take some time, which was certainly the case in developing the relative consensus 

that currently prevails in Uganda, that HIV causes AIDS. In other words, literally 

everyone involved, at each of the three levels – international, national, and local – 

struggled for some time to grasp what was happening. This is an important starting 

point for seeking to understand the process that finally led to the establishment of the 

ACP.  

 

Much of what follows is presented from the perspective of scientists who were 

involved in African AIDS research at the time, and especially from those based in 

Uganda. They provided much of the material that fed into the social construction of 

AIDS in the first place; and by providing essential information as to the extent and 

nature of the burgeoning epidemic, these scientists also contributed significantly in 

bringing about the establishment of the AIDS Control Programme in Uganda. 

Indeed, Putzel (2004:22) has gone so far as to describe the ‘crusading role’ of this small 

group of individuals in the country, which included physicians, virologists and 

surgeons, both Ugandan and expatriate. Without their collective efforts, and without 

the ear of a President who was willing to listen to them, much more time would have 

passed before AIDS control activities commenced in Uganda. 

 

Uganda’s ‘war against all diseases’ – and against Tanzania 

 

The late 1970s was a period of great hope in the world of international public health. 

The Alma Ata Declaration was signed in 1978, promising “health for all by the year 

2000” through the establishment of the Primary Health Care movement; and there 

was increasing evidence that smallpox had finally been vanquished. No new case of 

the horrific disease had been identified anywhere in the world since late 1977, and 

eradication now seemed virtually assured (WHO, 1977). This global feeling of 

optimism was reflected by Ugandan President Idi Amin when he introduced his 1977 

‘Venereal Disease Decree’:  

 



CHAPTER 3 

 49 

“This is a Military Government, and a Government of Action… The Life President wants to 

lead not only rich people but people who are literate, intelligent, peaceful, happy, healthy and 

strong… He has fought the Economic War16 and won it. He has now set out to fight a war 

against all diseases” (quoted in Lyons, 1999; 109). 

 

But a series of entirely unrelated political events were unfolding that would 

extinguish any hope that Uganda’s ‘war against all diseases’ would be won – and 

which would ultimately also provide an enormous challenge to the aspirations of the 

Alma Ata Declaration. President Amin kept control of the country during his eight-

year presidency through a ruthless ‘divide-and-rule’ strategy which pitted 

northerners against southerners, and by using clan loyalties to keep different 

groupings within the army vying for his favours. However, a string of state-

sanctioned assassinations in 1977 had left certain of his military allies deeply angry, 

and Amin decided that the best way to shore up flagging support from within the 

army was to engage his troops in a foreign adventure (Fountain, 1992:53). The border 

with Tanzania had long been a point of contention between the two countries: the 

straight, East-West line that separates them was drawn at the Congress of Berlin in 

1885, and it denies Uganda the 1800 square kilometre ‘Kagera Salient’ that she could 

otherwise quite easily consider to be her own (see map on page vii). Amin decided 

that annexing Kagera would provide the necessary stimulus to reunite his military 

support base. 

 

In October 1978, Uganda therefore sent 3,000 troops across the Tanzanian border. 

These soldiers included Amin’s much-feared ‘Suicide’ Battalion – who were based at 

the barracks in Masaka, 80 kilometres north of the border – and his ‘Simba’ Battalion 

from Mbarara, 100 kilometres to the west; and they left behind them “a trail of rapes, 

murders and looting” as they went about the occupation and annexation of Kagera 

(Fountain, 1992:53). The Tanzanian authorities did not sit idly by, and within days, 

President Julius Nyerere had assembled a substantial force to respond. Geography 

dictated that the Tanzanian return invasion of Uganda would inevitably pass 

through the districts of Rakai and its neighbour to the north, Masaka, and this 

productive agricultural area bore the rage of thousands of Tanzanian troops and 

Ugandan rebels in early 1979, as they fought their way towards the capital city 

Kampala and, subsequently, the ousting of Idi Amin. Shortly before he fell, Amin 

                                                           

16 In August 1972, President Amin declared what he called the ‘Economic War’, in which he expelled 
the 80,000 Asians living in Uganda, and set about expropriating their properties. 
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complained that the invasion forces – which included the 207th battalion of the 

Tanzanian People’s Defence Forces17 (Hooper, 1999:767-771) – were “killing a lot of 

people, destroying much property, and raping and looting” (New York Times, 1979), a 

claim with which the older people of Masaka today who still remember those days 

would wholeheartedly agree. 

 

One such person – a 56-year-old businessman whom I got to know well during the 

five years I lived in Masaka – told me of his experiences. “When the first bombs burst in 

town,” he told me, “I was here. But I had to run away. First I went to my village, which is 

about eight miles from here, then from there, I travelled and went to Kampala. Many people 

left; they abandoned the town. They went because they were scared of the war. But all our 

property was left here, so it was looted. Everything was taken. We were left with nothing, not 

even a mattress. It was very dangerous to stay in such a place. These Amin people were trying 

to hide among the civilians, so it was not advisable to keep around. We had to run away and 

hide somewhere. And when we came back, we found everything taken. The houses were 

unroofed, they took away the sheets, the doors, the windows; the town was just left naked. All 

these houses, these old houses, they have since been replaced or repaired. They were just firing 

on the houses. I remember a very big building, a hall, it was completely put down. Banks, 

commercial banks, those were the major ones; they were down. Plus some beautiful houses 

around Villa Maria road. When the Tanzanians entered here, they were seeing these beautiful 

houses and they thought they were ministers’ houses. So people lost a lot. They lost a lot. I 

think I have never again experienced poverty like that” [Interview, 6 October 2004]. 

 

The looting, murder and rape inflicted upon Masaka during the 1979 invasion 

devastated the town and its surrounding rural areas. A New York Times report from 

one year later, in April 1980, explains how Masaka, formerly Uganda’s third largest 

town, had been “all but levelled… Today about 6,000 residents remain among the rubble… 

Masaka District, once one of the most prosperous agricultural centres in Uganda, has pretty 

much returned to subsistence farming” (New York Times, 1980).  

 

In amongst the rubble and poverty that remained throughout the district, the seeds 

of the world’s first catastrophic community-wide AIDS epidemic had already been 

sown, a direct product of the rape and social disruption that had characterised the 

war. HIV and AIDS were as yet unknown, with the first reports of a hitherto 
                                                           

17 Hooper presents convincing evidence of a link between the route taken by the Tanzanian army’s 
207th Battalion during the war, and subsequent very high rates of AIDS in particular parts of Rakai 
and Masaka. 
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unidentified ‘cellular-immune dysfunction related to a common exposure’ found in five 

young homosexual men in Los Angeles not due for publication until June 1981 (CDC, 

1981); but it is likely that the virus had been lurking at low levels for some time in 

Uganda, and that the very particular conditions brought about during and directly 

after the war facilitated its rapid spread through Rakai and Masaka at this moment 

(see Hooper, 1999:31-51). 

 

Ironically, Idi Amin himself – a man with little formal education – seemed to have 

been aware that an unusual disease was being spread during the war of 1978-79. A 

local journalist in Masaka told me how, “In the closing stages of the war, Amin had 

spoken of how ‘the wakombozi [the invading forces from Tanzania] are also spreading a 

dangerous type of gonorrhoea. He said it is incurable, and its victim wastes away and loses all 

the hair’ [Interview, 13 October 2004].  

 

This was confirmed by Dr Wilson Carswell, a Scotsman who worked as a consultant 

surgeon at Kampala’s Mulago Hospital between 1968 and 1987, and who led most of 

the first AIDS research in Uganda. Now a Fellow of the Royal College of Surgeons, 

and honoured by the Queen with the Order of the British Empire, he told me when 

we met at his London office that Amin had made what amounted to the world’s first 

official proclamation about AIDS. “Whatever faults Amin had,” he said, “he had a good 

rapport with his soldiers, and they had seen something change. He named this disease ‘good 

hope’, because once you had it, good hope was all you had left”18.  

 

Kasensero – epicentre of a pandemic 

 

The fishing village of Kasensero lies just eight kilometres north of the border with 

Tanzania, and was subjected to heavy bombardment before being occupied by the 

207th Battalion of the Tanzanian People’s Defence Forces during the 1979 invasion 

(Hooper, 1999;769). However, this is not the village’s main claim to fame. Rather, it is 

known as the epicentre of the world’s first devastating, population-wide AIDS 

epidemic, a distinction brought about as a direct result of the invasion and 

subsequent chaos. Dr Wilson Carswell visited Kasensero in the mid-1980s, when its 

                                                           

18 My standard practice throughout the book is to provide the date of interview directly after quoting 
the words of a respondent. However, given Wilson Carswell’s extensive contribution to the material 
presented in this chapter, I felt it would be more intrusive than helpful to follow this practice within 
the text in his particular case. I interviewed Wilson Carswell three times: by phone (7 May 2004; 13 
May 2004), and face to face (28 June 2004). We also engaged in an email exchange.   
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population was being decimated by the first wave of AIDS deaths, and he told me 

that “although it’s called a fishing village, it’s really a trading outpost and entry port. Legal 

authorities call it smuggling. I think there’s a bit of sex in some of the transactions, too.” 

 

I travelled there in order to speak with people who had experienced those early days 

of the epidemic, and to try to understand how they had perceived what was befalling 

their community. My guide for the day was a young local politician, 27 years old, 

and also, it emerged, an AIDS orphan herself. Her own story, while perhaps an 

extreme example, is illustrative of the profound extent to which AIDS has affected 

this corner of Uganda. “My father died in January 1984 when I was six,” she told me as 

we set off down the bumpy road towards Kasensero, “and my mother died in December 

1984, when I was seven” [Interview, 19 November 2004]. Her grandparents, she 

continued, had produced 18 children, of whom 17 were now dead. And from these 

18 children, there had been born 73 grandchildren, of whom only 23 still lived. We 

passed by her grandparents’ homestead on our way down to Lake Victoria, where 

she took me over to the banana plantation near the house, and pointed: “All of the 

places where there are flowers are where there are graves.” I looked out over the banana 

plantation, blanketed in every direction with red, purple and yellow flowers. Every 

flowerbed in this huge family graveyard covered the body of one of her parents, 

siblings, cousins, aunts or uncles. 

 

From the homestead, the landscape was wide open and empty as we drove down 

towards the lake, punctuated with the occasional escarpment that emerges out of the 

flat, swampy land. When we reached Kasensero, it was quietly busy, with fishermen 

fixing their nets on the beach and women cooking maize cobs over charcoal fires in 

the streets. We passed through alleyways lined with refuse and pools of murky 

water, which disappeared into the maze of flimsy-looking wooden shacks. Our first 

respondent was a man who had worked on some of the very first HIV prevention 

campaigns in the area during the late 1980s, and was held to be a local authority on 

the subject.  

 

“It started when the Tanzanian war happened,” he told us. “People thought – it was 

rumoured – that our soldiers had stolen some commodities from Tanzania. And because the 

Tanzanians were very good at charming19, people thought it was just one way of charming. 

The cause was those soldier-thieves. That was the first idea I had. 

 

                                                           

19 The word ‘charming’ refers to witchcraft. 
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“By the time Amin was driven out, he warned people: ‘you people, take care! You are going to 

get a gonorrhoea which takes off your hair. You will get bald heads! And this gonorrhoea is 

from Tanzania.’ And as time went on, more people got infected, and their private parts were 

being eaten up by the disease. Sometimes the intestines would come out. The skin turned to 

blue, and there were wounds and boils. Some of them had mental problems. 

 

“At first we were taking it as bewitchery from these Tanzanians. The hair getting off, fever, 

and they were emaciated. People would fear the victims, fear that the witchcraft was 

infectious, so there was a lot of stigma, even though they took it for granted that it was 

bewitchery. The emaciation was too much. You could see a young man looking very old. 

Diarrhoea was too much. Some could take in food and it would pass out the same as when 

they ate it. It was a strange disease; it was a wasting disease. The word Slim was born here. 

At that time, people put on very tight clothes, for fashion. So from that, we got the word Slim. 

But nobody knew how it was transmitted” [Interview, 19 November 2004] 20. 

 

We passed by a fish processing plant on the way to our next informant, who was 

working in the fisheries office where the daily catch is checked and counted. We sat 

in his small wooden office, and my guide introduced me, explaining why I was there.  

 

“There was a lady during the war,” he began. “She was called Nantongo Rose. She started 

showing signs as she was moving around, looking for a safe place to avoid the fighting. When 

she came back here after the war, she was too weak. She had emaciated, and her skin had 

become very bright, and she lost her hair. The emaciation forced her to take it for granted that 

she was bewitched. She didn’t have diarrhoea, or vomiting, but she had fever. She tried to get 

treatment, but she deteriorated and died in 1980. She had been bedridden for eight months.” 

 

I asked him what he thought then had been the cause of her sickness. “As it was a new 

disease, a new problem, I also had an idea that it was witchcraft,” he explained. “At first 

there were these young men, and they would go into Tanzania to buy things, as merchants. 

We thought that they had stolen things from Tanzania, and the Tanzanians bewitched them 

with terrible bewitching that could not be cured. Some said that they had stolen these mukene 

                                                           

20 A longitudinal cohort study conducted from 1990 onwards by the Medical Research Council in rural 
Masaka found that the median period between HIV infection and death was 9.8 years (Morgan, 2002). 
However, the dynamics of an infection recently introduced into a population are different from the 
dynamics of one that is well established (Lipsitch and Nowak, 1995). Pathogens can be much more 
virulent early on in an epidemic, which explains why, during the early 1980s, many people died from 
AIDS so soon after being infected. 
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fish21 and had been cursed as a result. It was something called ‘muteego’, which is the type of 

witchcraft which is meant to wipe out an entire family. They even went to witchdoctors in 

Tanzania to cure it, but they failed. There was never even any rumour that they had been 

cured. But people still went because they were desperate” [Interview, 19 November 2004]. 

 

Two points stand out from what these informants told me. First, they both believed 

that witchcraft stood behind the events they were witnessing – there was absolutely 

no suggestion that the terrible new disease called ‘Slim’ was sexually transmitted. 

Second, this witchcraft had its origin in Tanzania, and had been inflicted on the 

people of Kasensero as vengeance for theft. As often happens during epidemics, 

therefore, it was ‘the other’ who was blamed for bringing the disease ‘to us’ (see, for 

example, Evans [1995], with respect to cholera in 19th century Europe; and Farmer 

[1993] with respect to AIDS in Haiti during the 1980s and 1990s).  

 

These are important points, epidemiologically speaking, since they provided no basis 

for undertaking any sort of effective prevention activities such as we would 

understand them today. These could include, for example, reducing one’s number of 

sexual partners, or using condoms. Wilson Carswell had described to me how there 

was “a bit of sex in some of the transactions” undertaken at Kasensero, which was really 

a euphemism for the well-established network of sex workers who earned their 

living in the fishing village. That was the case in the early 1980s, and it remains so 

today. As my guide in Kasensero explained to me, “Ladies target the season when there 

are many fish at the lake. They dress smartly. The fishermen say that they earn their money, 

and if they have money, they want to have the girls. And the girls then circulate around all 

the different landing sites22.” A few minutes after she told me this, three young women 

in tight trousers appeared walking down the main road, having just arrived in the 

village. “You see!” my guide laughed. “They have come for business!” 

  

As will be discussed in Chapter 4, condoms were hardly available in Uganda at all 

until well into the 1990s. And as such, Kasensero in the early- and mid-1980s – with 

its heady mixture of previous military action and occupation, ongoing and extensive 

prostitution, and a highly mobile population – therefore acted as a powerful vector 

for transmitting HIV far and wide, both within Uganda and beyond.  

 
                                                           

21 Mukene are small fish, up to 8 cm long or so, that are caught in Lake Victoria and then dried. They 
are widely eaten locally. 
22 ‘Landing sites’ are the settlements all along the lakeshore where fishermen are based. They 
invariably attract women who sell sex, and they tend to have very high HIV prevalence rates.  
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Atypical Kaposi’s Sarcoma – the first scientific evidence of AIDS 

 

Although Kasensero is widely held to be the epicentre of the epidemic, similar events 

were unfolding, if on a slightly smaller scale, in other parts of Rakai and Masaka – all 

the places, in fact, where the 207th Brigade of the TPDF had passed through in 1979 

(Hooper, 1999;769). For example, 84 cases of Slim had been registered in Masaka’s 

Kitovu hospital during 1982 alone (Tibomanya, 1992). But because continuing war 

and deep insecurity remained the norm throughout this part of Uganda23, the 

expanding epidemic was taking place in almost complete isolation from the rest of 

the world. No doctor outside the area, and no scientist or policy maker anywhere 

even knew that anything was amiss. 

 

However, in December 1983, Anne Bayley – a British physician based at the 

University Teaching Hospital in Lusaka, Zambia – was appointed President of the 

Association of Surgeons in East Africa, an organisation that each year brought 

together colleagues from six English-speaking countries throughout the region. At 

her inaugural lecture that month in Kampala, she described an atypical and 

particularly aggressive form of Kaposi’s Sarcoma (KS) that she had been 

encountering with increasing frequency over the previous twelve months back in 

Lusaka24. Unlike the KS that all the surgeons present at the meeting were familiar 

with, this variety attacked women as well as men, it presented centrally and not just 

peripherally, and, crucially, it did not respond well to treatment. Bayley reported 

that she had seen 10 of the ‘old-style’ KS patients that year, and they were all still 

alive; but she had also seen 13 cases of this more aggressive variety over the same 

period, and eight were now dead (Bayley, 1984). She asked colleagues to look out for 

similar developments elsewhere in the region, noting that several patients with the 

new aggressive KS had also tested positive for HTLV-III25. 

                                                           

23 Elections in December 1980 returned Milton Obote to power. His efforts to stamp out an insurgency 
led by Yoweri Museveni’s National Resistance Army resulted in extensive violence and human rights 
abuses in many parts of the country. 
24 Before the AIDS epidemic, African Kaposi’s Sarcoma was responsible for 9% of all cancers affecting 
Ugandan males (Taylor et al., 1971), and it was endemic in the areas of the Congo River and Lake 
Victoria basins. It generally presented peripherally (i.e on the limbs and other extremities), and it was 
usually amenable to treatment.  
25 Between 1982 and 1986, a bitter debate raged over the name and identity of the causative agent of 
AIDS. Luc Montagnier’s lab at the Pasteur Institute in Paris isolated what he believed to be the agent, 
and called it LAV (Lymphadenopathy Associated Virus); while Robert Gallo’s lab at the National 
Cancer Institute in Bethesda, Maryland, had called his isolate HTLV-III (Human T-cell Lymphotrophic 
Virus type 3). They were eventually shown to be the same virus, which in May 1986 was renamed HIV 
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Wilson Carswell was present at the conference, and he explained that although he 

took note of the issue, he wondered how serious Anne Bayley’s suggestion could 

really be: “Is this just an interesting footnote?” he wondered. “There are so many other 

problems in Africa…” 

 

Nonetheless, footnote or not, one of the striking things about the discussion that took 

place at the conference was that while Bayley was implicitly referring to AIDS, 

Carswell says that the word ‘AIDS’ was never used. At that time, the disease was 

generally recognised to exist only in homosexual western populations26, and, given 

that homosexuality is considered to be an abomination throughout much of Africa, 

the surgeons recognised the need for self-censorship. “You had to talk in terms of 

HTLV-III-related KS,” Carswell explained, “or that it was aggressive KS, or that it may 

have been similar to the KS that has been described in the US.”  

 

But the issue intrigued Carswell, and, early in 1984, he was approached by a 

colleague who had also attended the surgeon’s conference: Bob Downing, a 

virologist from the Public Health Laboratory Services in Porton Down, England. 

Downing wanted to test some Ugandan KS samples for HTLV-III, and Carswell 

agreed to assist, so he bled eleven KS patients at Mulago hospital and sent the 

samples to Porton Down for evaluation: Nine of the 11 samples tested HTLV-III 

positive. Anne Bayley’s findings from Zambia were thus corroborated, and, for the 

first time, “we had established that HTLV-III-related KS also existed in Uganda” (Bayley et 

al., 1985). 

 

However, Carswell recognised that the very small sample size limited the 

epidemiological significance of his findings, so, in anticipation of a forthcoming 

conference at which he would be presenting, he went to the records for something 

more substantial. 

 

“Imperial Cancer Research had set up in Kampala a databank on all the recorded cancers 

based on histology. Surgeons took a specimen and put it in a bottle with some formalin and a 

                                                                                                                                                                                        

(Human Immunodeficiency Virus) by an international commission on virological nomenclature. See 
Grmek (1990) for further discussion. 
26 There had been a few previous reports of African AIDS patients – from Zaire, Chad and Mali –
presenting in European hospitals (Offenstadt et al., 1983; Clumeck et al., 1983; Vittecoq and Modai, 
1983); and one of a Ugandan woman who had died in London in 1983 (Edwards et al., 1984). No cases 
had yet been reported of African AIDS cases in Africa.  
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screw cap, and then put it in a specially prepared hollowed-out piece of wood, with a lid, and a 

label on it. All the histology from all the country went to the histology department at 

Makerere Medical School. And despite the fact that the record-keeping fell apart, in a 

monumental way [because of the civil war], this did not apply to this cancer registry. There 

was one little man there – he must have had obsessive-compulsive disorder! – who kept 

records. The world was falling apart, and he kept records! You know, there are these bright 

spots! And there was demographic data on the forms – name, age, tribe, place of residence. 

They were filed by year, all of 1980 was together, for example, and they were coded according 

to the International Classification of Disease, so it was fairly easy to flick through them.  

 

“So I walked up to the cancer registry and said can I see the records. Nobody else was 

interested. I went through the records between ‘80, ‘81, ‘82, ‘83 and ‘84, because five years 

seemed a reasonable number. And it was pretty easy to decide based on the information 

supplied whether they were classic African Kaposi’s, or whether they weren’t: looking for not-

middle-aged, or a woman, or if they were central nodes. If it was typical KS, the doctors 

would say this is KS, but if it was atypical, they’d say I don’t know what it is. But then it 

would be classified as KS on histology. The histologist classified it. And on the basis of clinical 

history, then one was able to judge whether it was typical or atypical. And from about ‘82 

onwards, they were getting atypical KS. They didn’t have it in ‘80.”  

 

The presence of HTLV-III, as identified by Bob Downing, in combination with the 

increasing numbers of atypical KS cases shown in the Makerere histology records, 

provided a clear indication that AIDS had taken hold in Uganda. The scale of what 

was to follow could not possibly have been anticipated at that stage, but, in any 

event, the ongoing war stifled any attempt to control the nascent epidemic at the 

time, or even to conduct any sort of surveillance. Throughout 1984, in the central and 

western parts of the country, Yoweri Museveni’s rebel National Resistance Army 

was battling with President Milton Obote’s troops, who in turn were supported by 

gunners from North Korea. The rural population was being terrorised, tens of 

thousands of people had been displaced from their homes, and a few cases of a 

strange new disease were of little interest to a government that faced the much more 

urgent and immediate concern of fighting a war.  

 

Reports from Rakai and confusion over aetiology 

 

There may have been little official interest in the phenomenon, but the story did not, 

of course, disappear. In November 1984, Dr Anthony Lwegaba was serving as the 
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first District Medical Officer in the newly created Rakai district (Rakai had formerly 

been part of Masaka district), and he sent a report to the Ministry of Health detailing 

the new condition. The symptoms he described in the report went from general 

malaise and sporadic fever to diarrhoea, loss of weight and colour, and then skin 

rashes and a dry cough. “In view of the fact,” he concluded, ‘that all long standing 

diseases inevitably cause wasting or body weight loss – a cardinal sign in Slim – then Slim 

might not be one disease but a collection of diseases” (Lwegaba, 1984). AIDS was 

mentioned in the piece, though only as one of several possible causes of Slim. 

 

No immediate action was taken by the Ministry as a result of the report. The next 

month, at the end of December, the first public report of AIDS was published in a 

Kampala-based newspaper called ‘The Star’. With the dramatic headline “Mysterious 

Disease kills 100 people in Rakai”, the report is worth repeating in full here – both for 

what it says as well as for what it does not say:  

 

A strange killer disease has struck the District of Rakai in South Uganda, killing at least 

100 people in ten months. The victims of the disease, locally called ‘SLIM’, are youths 

aged between 15 to 36 years. The worst hit area is Kyebe-Kannebulemu sub-county. 

Hardly a fortnight passes without a death of one or more young men or women. 

Mourning is everywhere and several people I met wear dejected faces, carry heavy hearts 

and are living in great fear.  

 

The disease has so far not responded to any treatment. All patients taken to various 

hospitals have died. Investigations I made here indicated that the disease has been 

prevalent in the district for over a year now. The disease, which started at Kyebe-

Kannebulemu, has now spread to Kyotera Township and Kooki. 

 

A common characteristic about this disease is that all victims have at one time or another 

been associated with the lucrative border trade between Uganda and Tanzania. Once one 

has contracted it, one experiences intermittent fits of vomiting, diarrhoea, preceded and 

accompanied by fever, high temperatures and profuse perspiration. Despite treatment of 

whatever nature, the condition persists. Gradually, the victim loses weight and 

progressively gets so emaciated that within a fortnight or month, he is reduced to mere 

skin-on-bones with eyes nakedly sticking out of fleshless sockets. The sick young person 

miserably and desperately awaits the imminent and inevitable end – death. Although 

several people have consulted professional doctors, all people I talked to said they have 

completely failed to get a remedy for this killer disease. 
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In the last six months alone, more than 40 people have died. Some families have lost more 

than one of their youth. To mention but a few of those families, Laurio Nnoba of Kinyiga 

village lost two twin sons aged 32 and another son following them. Ferdinand Kagezi of 

Balole village has lost two sons and a daughter-in-law; Karko Kasujju of Gwanda village 

has lost two sons, and recently three cases, namely Muluba, Bukenya and Nsamba were 

reportedly taken to Mulago Hospital, Kampala.  

 

The people I interviewed appealed to the government, especially the Ministry of Health, 

to immediately embark on a plan to save the families of Rakai District (Star, 1984). 

 

Notable in this piece is the fact that no mention is made of AIDS, of the disease being 

sexually transmitted, or of witchcraft. The only attempt to suggest an aetiology, or 

cause, for the condition was the point that “all victims have at one time or another been 

associated with the lucrative border trade between Uganda and Tanzania”.  

 

According to several people I interviewed, this piece was widely read, and it raised 

considerable concern: A number of doctors connected to the Ministry of Health now 

had firm suspicions that this condition was AIDS. Still, some time passed before 

anything was in fact done ‘to save the families of Rakai.’ Dr David Serwadda, then a 

Senior House Officer at Mulago Hospital and now Director of the Institute of Public 

Health in Kampala, explained that after reading the Lwegaba report and then the 

Star article, “the Minister of Health quickly convened a meeting in Mulago to discuss the 

situation. Dr M [a senior government epidemiologist] attended, and I remember telling 

him that we know what’s going on in Rakai. We already knew that this disease was associated 

with HTLV-III. In April 1984, I had seen a Time magazine article in which Gallo had linked 

AIDS with HTLV-III27. Soon after, we started sending samples for testing via Carswell: we 

took off blood and sent it to Porton Down. I remember in July 1984 receiving an airmail letter 

in the post saying that one set of our samples had tested HTLV-III positive. So by the time the 

Star report came out, we had a fair collection of samples, and I said to M, I think this is AIDS. 

He dismissed it, because it was seen as a disease of white homosexual males.” [Interview, 25 

October 2004]. 

 

An investigative team was finally sent by the Ministry of Health down to Rakai in 

February 1985, and their report concluded that the Slim-related deaths there were 

                                                           

27 Robert Gallo was the American virologist who, in April 1984, named the virus that causes AIDS 
‘HTLV-III’ (see also footnote 25).    
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due to ‘unsanitary conditions’. Wilson Carswell believes that the lead author of the 

report, Professor B, genuinely felt that this outbreak was caused by typhoid, and that 

the report did not constitute a high level whitewash: “He just said they were dirty 

people, and they should dig more latrines.” As with Doctor M’s dismissal of the 

hypothesis, the possibility of this disease being AIDS apparently lay outside 

Professor B’s mental framework at the time. “AIDS was seen by the authorities as a 

homosexual disease,” explained Carswell, “so, ipso facto, AIDS could not exist in 

Uganda.”28 

 

This was a common refrain of the time, and it was not restricted to Uganda. A 

physician now holding a senior position with UNAIDS in Geneva was struggling 

with similar frustrations over aetiology, but in relation to the epidemic in Kinshasa, 

the capital city of what was then Zaire. He told me that he had his ‘aha experience’ 

about AIDS when he and other colleagues were invited by the Zairian government to 

conduct an exploratory study on the new condition in October 1983. He explained 

how he was shocked to see people “my own age” lying there. “I thought this is 

something different. Either this is a short-lived outbreak, or we’re in deep trouble.” He had 

been around in Zaire long enough to know “how people behave” sexually, he said, so 

the possibility of its being AIDS was certainly present. The initial question for him, 

therefore, was “Is this the same thing that’s going on as what’s happening with the white 

gay men?” He noticed striking differences to the gay epidemic, such as the relative 

youth of those who were sick in Kinshasa, as well as the almost equal ratio of men 

and women. But he was also able to make a crucial mental leap, and, as he told me, 

to ask “Why would a virus care about the sexual orientation of its host?” [Interview, 14 

April 2004]. 

 

The conclusion of his study was clear, as was the explicit use of the word ‘AIDS’: “38 

patients with the acquired immunodeficiency syndrome (AIDS) were identified in Kinshasa, 

Zaire, during a 3 week period in 1983… The findings of this study strongly argue that the 

situation in central Africa represents a new epidemiological setting for this worldwide disease 

– that of significant transmission in a large heterosexual population” (Piot et al., 1984, 65-

66). Nonetheless, this paper faced fierce opposition during the peer review process 

prior to publication: The editorial panel of the New England Journal of Medicine, to 

which it was first sent, could not accept the suggestion that AIDS was spread 

                                                           

28 Unfortunately, it proved to be impossible to meet with either Dr M or Professor B to ask for their 
recollection of events, or for the rationale behind their thinking at the time, so I felt it necessary to 
protect their anonymity by giving them pseudonyms.  
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heterosexually, and it was rejected (Garrett, 1994;347). A resubmission to The Lancet 

finally concluded in publication. 

 

The difficulty in accepting the heterosexual nature of AIDS was therefore by no 

means restricted to government bureaucrats in Kampala: Some high level 

international scientists felt the same way. But since there was virtually no contact or 

collaboration between the small handful of AIDS researchers who were active in 

Africa at that time and who could clearly see what was going on, a substantive 

challenge to this critical misconception was not mounted. These researchers included 

the ‘Project SIDA’ group in Kinshasa; another group in Kigali, Rwanda, who had also 

explicitly used the word ‘AIDS’ in relation to what they were finding in a 

heterosexual population (van de Perre, 1984); Anne Bayley in Zambia; and Carswell 

with his colleagues in Kampala, who were obliged to talk publicly in terms of HTLV-

III-related KS, or Slim. As Carswell himself laments, “in Africa, Francophones and 

Anglophones don’t speak,” so an early opportunity to join forces against the 

burgeoning epidemic was lost.  

 

A trip to Masaka – recognition and denial  

 

Dr Carswell’s first opportunity to investigate the issue for himself at the heart of the 

Ugandan epidemic arose in June 1985, around the time of that year’s final clinical 

examination for Makerere University’s medical undergraduates. 

 

“In order to be correct, the surgery exam needed an external auditor. At that time, with the 

war on, it was a bit like Iraq: hands up, who wants to be an external examiner in Uganda?! 

We couldn’t get anybody from the UK, so they got Anne Bayley instead – she was a professor 

in Lusaka, she’d been President of the Association of Surgeons, she was well respected. And 

we did the exams, and then I said let’s go down and see about this. Let’s go down to Rakai.” 

Anne Bayley had been the surgeon who had called attention in December 1983 to the 

atypical Kaposi’s Sarcoma she was seeing in Zambia, so she was clearly an 

appropriately qualified colleague for an investigative field trip such as this. With her 

assent, Carswell assembled a team of medics from Kampala29, and they set off to 

Rakai.  

 

                                                           

29 Other members of the team included Bob Downing, David Serwadda, Nelson Sewankambo and Roy 
Mugerwa. 
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“We went down on the Saturday morning in our orange Kombi van, down to Kalisizo [the 

first town encountered in Rakai district when driving from Masaka], and there were 

half a dozen patients in the hospital there, and two of them had Slim. We left the physicians to 

examine them and take their histories and so on, and then Anne Bayley and myself had 

nothing to do, being redundant surgeons, so we went into the nearest slum town. We started 

talking to the guys, and said we were interested in Slim, because that was what we’d heard it 

was called, and we asked have you seen any? ‘Yeah, we’ve seen a couple.’ And we walked into 

the more under-developed part of the town, and we found a couple of people with Slim. So we 

put them in the Kombi and took them back to Kalisizo, and the physicians examined them. 

Took their stools, and we bled them, and then we took them back.  

 

“And then this was really just a stopover, and we really wanted to go to the fishing village 

[Kasensero], and do the proper study that wasn’t done earlier [by the Ministry of Health 

investigative team four months previously]. So we said, we’ll stay in Masaka overnight, and 

then we’ll go to the village at the crack of dawn, get there about 7 or 7.30, work till about 4, 

and then take two hours to get back to Kampala before dark. Don’t go out after dark, you get 

shot – there’s a war on! But that evening, we went into Masaka hospital itself, because the 

Medical Superintendent had been a student of mine, and I said we’re looking for Slim, and he 

said, ‘yeah, we’ve got a case’. Well, it’s nearly dark now, so we decided to come back first 

thing in the morning, and have a look. So 7 o’clock, 8 o’clock Sunday morning, good light, no 

doctors, no nurses, lots of patients, and lots of relatives. So what do surgeons do when they’re 

stuck? They do a ward round. So we did a quick ward round. Just the two of us, Anne and 

me. Serwadda and the others were looking at this one patient. We did this quick ward round, 

you go round the ward and see what the pattern is, what’s happening, and I think there were 

90-odd people in the hospital, and we thought 29 of them might have Slim. So we were now 

on Plan B – we scrapped the fishing village in Rakai, and we spent the whole day just 

weighing and measuring and watching and bleeding and taking stools in Masaka.  

 

“That was the first week in June, and by the end of June, there was yet another East African 

surgeons meeting, this time in Blantyre, and basically I presented this paper there. At that 

time, the [London-based] Daily Telegraph was running a campaign for Virginia Slim 

cigarettes: “Slim is a four-letter word meaning elegance”. In English. But it also meant 

something else in South West Uganda. They said they were Slimming to death. They said, we 

have Slim.” 

 

In addition to the Blantyre presentation, the outcome of this trip to Rakai and Masaka 

was a groundbreaking article, the first publication in the scientific literature to 
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describe clinical cases of AIDS in Uganda30, and the first to describe an epidemic of 

AIDS in a general rural population anywhere in the world. It also revealed that every 

one of the 29 patients bled in Masaka hospital had tested seropositive for HTLV-III, 

(Serwadda et al., 1985:851), the key serological marker for AIDS among homosexual 

men in western countries. However, in spite of this, the piece concluded that 

“although Slim disease resembles AIDS in many ways, it seems to be a new entity” 

(Serwadda et al., 1985:850). The apparent basis for this distinction was that “although 

many of the features of Slim disease satisfy the criteria for AIDS,” Slim is characterised by 

“extreme weight loss and diarrhoea” (p 851) – notwithstanding the fact that these two 

symptoms were also striking many AIDS patients in the west. In other words, the 

‘official’, public interpretation of what they had seen was not in accordance with 

what at least some of them privately believed to be the case. I asked Wilson Carswell 

why this was. 

 

“Oh, that was political. Self-censorship,” he explained. “I think unless we’d put it in, it 

wouldn’t have got published” [because the paper first had to be cleared by the Ugandan 

authorities]. “You have to read between the lines on these things, and use obscure language 

that only a social scientist would understand! I mean, you can say what you like, but the 

great thing about Uganda during the time of the dictators – Amin and Obote – was that when 

you published something, between the lines there was always a white space. And as long as 

there’s space between the lines, you can always read between them – and that applies to this! 

Such things happened quite often. I remember the leader of a rebellion came in [to his Mulago 

Hospital operating theatre] with two pistol shots to his epigastrium. He died. And Amin came 

in to inspect the body, so he could make sure that the chap was dead. Then I had to write a 

post mortem report, indicating suicide, even if it’s pretty difficult to give yourself two pistol 

wounds! So I was adept at writing things like that.”  

 

“Anyway, this was for publication. What did we say to the Ministry? We said, you’ve got 

AIDS in this country. And there’s lots of it, clinical cases. And in apparently healthy people. 

The people with Slim, they’re beyond… You know, it’s too late. But the important thing is 

these healthy people.”  

 

I asked the same question to David Serwadda, who was the first author on the paper, 

and who had also been on the Masaka trip: Why did you not say that you had seen 

                                                           

30 Data had been collected on four HTLV-III-related KS patients in the Uganda Cancer Institute at 
Mulago hospital between October 1983 and December 1984 (Serwadda et al., 1986). However, this 
study was not published until April 1986. 
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AIDS in Masaka, as this could have had important implications for prevention and 

control strategies? He told me he did not remember the particular wording they had 

used, which suggested that while ‘Slim resembled AIDS’, it was actually ‘a new 

entity’. “It may have been hard for people to believe that this disease was the same as the one 

striking white male homosexuals,” he suggested. “People would have wondered how it could 

have come so fast to Rakai and Masaka.” Nonetheless, regardless of what the paper did 

or did not say – or of what was or was not written between the lines – Serwadda was 

disappointed by the response from the authorities within the Ministry, even though 

he, like Carswell, worked behind the scenes to raise awareness of the problem. 

 

“When the Lancet paper came out in October 1985,” he explained, “it was widely publicised 

in the news outlets – though not locally – but nobody ever called me to ask about its 

implications. I had to be proactive, distributing it in the Ministry. There’s a culture within 

the Ministry of not reading: Things just drop on people’s desks. So there wasn’t a wide 

enthusiasm. Mixed feelings, at best. It’s difficult to know whether the lack of interest was 

because people had other things on their minds. Remember this was the time of ‘Obote 2’ and 

Okello 31, and there was very difficult instability. A lot of struggle. And the priorities were 

very different.” 

 

The priorities in the Ministry of Health may have been very different, but it was clear 

that the data described in this paper represented just the tip of a large iceberg, and 

that more research was needed in order to determine what action would be most 

appropriate. The need for urgent action had been made clear to Carswell by the very 

people who were suffering from AIDS: “We’d listened to the people in Kalisizo and 

Masaka,” he recalled, “They’d said, ‘what are you going to do for us? We’re dying!’” 

 

Carswell and virologist Bob Downing therefore drew up a proposal for a three-year 

epidemiological study to be conducted in Rakai, which was intended primarily to 

identify risk groups. They presented it to the Ministry of Health’s Disease 

Surveillance Sub-Committee (DSSC) in order to obtain approval prior to the request 

for funding, but the response was not positive. The very same Professor B who, one 

year previously, had determined that the Slim epidemic in Rakai was typhoid wrote 

to the Sub-Committee. According to Carswell’s notes from the time, the letter stated 

                                                           

31 ‘Obote 2’ is the name often given to Milton Obote’s second presidency, from 1980 to 1985, during 
which an estimated 300,000 people were killed. Obote was overthrown by Tito Okello in July 1985, 
who ruled over the warring nation for just six months before Yoweri Museveni took power in January 
1986. 
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that “it is undesirable to overplay the danger of AIDS, since this could easily divert attention 

from other causes of morbidity, and bring about unwanted anxiety and hysteria”.  

 

I asked Carswell why he thought the proposal evoked such a response from 

Professor B. “I think he felt it genuinely [that the danger of AIDS should not be 

‘overplayed’].” he explained. “But I also think he was irritated by the fact that we were 

these bloody foreigners coming in and doing virology studies.” Consequently, “the DSSC 

was adamant that the heterosexual mode of transmission should not be stressed in a statement 

on health education.” Thus the study proposal for Rakai was rejected, and a period of 

firm official denial about AIDS had taken root in Uganda. Meanwhile, a limited 

public information campaign about AIDS was instigated by the Ministry of Health, 

based around the rather ambiguous message, ‘Love Carefully’. In the absence of any 

further explanation, it was difficult for people to know how they should act on this. 

 

But in mitigation to those who did not, or could not believe what was going on, there 

had been revelations that some of the earliest tests for HTLV-III had significantly 

over-estimated prevalence rates by producing what was known as ‘sticky serum’32. 

The most notorious of these cases was published in the prestigious journal Science by 

a team led by Carl Saxinger from the US-based National Cancer Institute. The piece 

reported that 50 out of 75 children from the West Nile region of Uganda had tested 

HTLV-III-positive, and it concluded that HTLV-III may have been “existing in a 

population acclimated to its presence” (Saxinger et al., 1985:1036). This effectively meant 

that HTLV-III was harmless, and that something else was responsible for AIDS. The 

suggestion was lent considerable weight because one of the paper’s co-authors was 

Robert Gallo, one of two powerful men who had claimed to be the discoverer of the 

virus in the first place.  

 

The sticky serum phenomenon precipitated one of innumerable controversial 

theories that have emerged about AIDS over the course of the epidemic. Although 

the very high prevalence rates reported were found relatively quickly to be an 

artefact of a particular virological testing technique rather than an indication of 

                                                           

32 These tests had worked by mixing blood with antibodies to HTLV-III, and if the virus itself was also 
present in the blood, then virus and antibodies would combine to form a complex that would then 
stick together. This could be seen, and would identify the sample as positive for HTLV-III. The 
problem was that the blood of people who were simultaneously parasitically infected – for example, 
with malaria – produced ‘sticky’ complexes that were indistinguishable from complexes formed by 
HTLV-III; and since many people in rural Africa have malaria parasites in their blood, the result was a 
very large proportion of false HTLV-III-positive readings (Garrett, 1994; 356). 
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actual events on the ground, it brought about serious problems at the time. Carswell 

recalled that this paper “caused us headaches from the moment it was published,” a view 

reflected by a Belgian scientist who was working on AIDS in Rwanda during the 

mid-1980s. Even when it became clear that the findings from this particular study 

were wildly misleading, “[Saxinger] never retracted his research,” the Belgian told me, 

“or held a press conference to say his data was incorrect and explain why, and as a result it 

made our work very difficult. It was very damaging. You could go to a Minister with a 

suggestion, and he would just point to this study and say, you see, ‘it’s all untrue. We know 

that now’” [Interview, 15 April 2004]. This study provided a perfect, ready-made 

justification for officialdom to sit on its hands: Scientists themselves had actively 

facilitated AIDS denial. 

 

Sticky serum data notwithstanding, the available evidence pointed to a very severe 

epidemic in Uganda, far more so than in any other African country for which 

information was available. The annual incidence of AIDS in Kinshasa had been 

pegged, albeit conservatively, at 17 per 100,000, meaning that an estimated 0.017% of 

the population would be expected to fall sick with AIDS each year (Piot et al., 1984); 

while the incidence in Kigali, Rwanda, was estimated at 80 per 100,000, equivalent to 

0.08% per year (Van de Perre et al., 1984)33. Meanwhile, a group of healthy controls in 

a Zambian study had shown HTLV-III prevalence rates of 2%; and an equivalent 

group of healthy controls in Uganda showed 20% prevalence (Bayley et al., 1985). 

The scale of what was happening in Uganda therefore appeared to be an order of 

magnitude greater than anything being seen anywhere else, and with the potential 

for heterosexual transmission of HTLV-III now well established in African 

populations (Clumeck et al., 1985; Kreiss et al., 1986), restricting public information 

to a limited and opaque ‘Love Carefully’ message was potentially counter-productive. 

 

By now, a major crisis was therefore in the making. At the end of 1985, Carswell says 

that AIDS had become the second most common cause of admission to the medical 

wards at Mulago Hospital, and, based on clinical manifestations, was the most 

common cause of death. Furthermore, the backdrop to all this, as described in his 

unpublished memoirs, was certainly not conducive to mounting an effective 

response to AIDS:  

                                                           

33 Annual AIDS incidence rates were estimated in both studies by taking the number of AIDS cases 
presenting at the hospital during the investigation, assuming a similar rate for a twelve month period, 
and then extrapolating the twelve-month estimate to the city’s total population (Kinshasa or Kigali). 
Given that many AIDS patients would not have made it to the hospital, both estimates were therefore 
low. 
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“At this time shooting was heard nearly every night, and at some times a quarter of the 

patients in the surgical wards were suffering from gunshot wounds. The south west of the 

country [Masaka and Rakai] was cut off from the capital. Some Ugandan doctors had fled 

the country and others were trying to leave. Morale could not have been lower. Outside bodies 

were not interested in Ugandan’s problems, least of all in AIDS. Those of us who were 

interested were left to our own devices. Despite this depressing background we felt that a lot 

had been achieved with very little resources. Thanks to our links with PHLS [the Public 

Health Laboratory Service in Porton Down, England], we were able to confirm a number 

of cases, and it was increasingly obvious to all of us still involved that we were at the start of 

a major epidemic of AIDS” (Carswell, 1987; Chapter 12, page 5, unpublished). 

 

Carswell had conducted a study in October 1985, which, through his links with 

PHLS, had shown that 10 out of a sample of 103 women attending the hospital’s ante 

natal clinic were infected with HTLV-III (Carswell, personal communication). Since 

pregnant women provide a fair reflection of healthy young adults in society as a 

whole, surgery itself was now becoming a major risk factor for infection. With 

characteristic understatement, Carswell described how, as a surgeon, the high rates 

of HTLV-III infection in the general population “made one more reluctant to give blood” 

to a patient on the operating table. After all, if one in 10 of all pregnant women were 

carrying the virus, what proportion of blood donors was also infected?  

 

The tide turns: official acceptance of AIDS, and the establishment of the national 

AIDS Control Programme 

 

As a senior consultant surgeon at Mulago hospital, Carswell had to deal with three 

Ministers of Health who worked for three different Presidents, one after the other: 

Minister Nkwazibwe under Obote, Minister Obonyu under Okello, and Minister 

Ruganda under Museveni. “I had entry to the big shots because they’d known me when 

they were students. The first two didn’t last long, but I told them that this was AIDS. They 

weren’t very interested. Ruganda had been a student of mine too. He was quite interested, but 

he had other things on his plate. It was difficult to convince the politicians.” 

 

I asked him why he thought this was. “Perhaps it was a matter of poor presentation of the 

available data,” he replied. “They simply couldn’t conceive that if 30 out of 100 people were 

infected but healthy, that they would die. They just couldn’t visualise it.” 
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It took nothing less than a presidential leap of imagination to bring about the first 

steps towards establishing serious AIDS control measures in the country. Yoweri 

Museveni’s rebel army had entered Kampala on January 26 1986, bringing to an end 

Uganda’s long civil war, and although Uganda’s epidemic was clearly more 

advanced than those in neighbouring Zaire and Rwanda, the country’s response was 

lagging seriously behind.  

 

In his unpublished memoirs, Carswell describes a meeting with the new President 

that he and several colleagues attended in September 1986: “When we arrived at the 

appointed time to see the President, he was just finishing a solitary lunch, served on modest 

plastic plates. The meeting opened with the President asking us how many of us were working 

full time on AIDS, as it was a serious problem. The answer was that none of us was full time. 

Museveni said that he had had many queries about AIDS from worried individuals as he had 

travelled around the country. The tenor of his questions was to seek information about AIDS 

in general and to find out what was being done about it. He said he knew that the disease was 

now a problem in the southwest, and seemed aware of how it could be contained. Like many 

others, he queried the role of mosquitoes in transmitting the AIDS virus. He also suggested 

that mothers – who prepared local medicines by chewing ingredients, usually leaves and 

similar materials, before giving it to their children – might pass it to them that way. S34 was 

very proud of the ‘Love Carefully’ pamphlet which had been produced at his instigation, and 

he wanted to present a bundle to the President. Museveni, however, was loathe to accept them 

and did not even undo the bundle. He said that the leaflets would not be of much use, as most 

people in the country could not read, and of those who could, not all could read English, the 

only language the pamphlet was printed in. In this he showed more insight than many of his 

experts” (Carswell, 1987; Chapter 12a, page 2, unpublished). 

 

There was unanimous agreement among those of my respondents who were 

engaged at this time about the critical role played by the new President. One – now a 

UNAIDS Country Coordinator elsewhere in Africa – emphasised Museveni’s thirst 

for knowledge. On one occasion in 1986, he told me he had given a presentation to 

the Cabinet about a study he had conducted in a truck stop in Rakai, and he joked 

how afterwards the President had “quizzed me like hell” about his findings [Interview, 

15 March 2005].  

 

David Serwadda pointed out that Museveni had been well aware of AIDS before he 

came to power: “Museveni had heard of it. He had an awareness, so that when he came in he 

                                                           

34 ‘S’ was an official at the Ministry of Health 
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was very open about it. When he was [fighting] in the bush, he had listened to the BBC, and 

they were touching on the published papers [from the US as well as his own 1985 Lancet 

article]. But he also likes to get information through conversation. When we met with him, he 

was able to grasp the way we described HIV and the immune system, because he could relate 

it to a military context.” 

 

A senior virologist working in Entebbe told a similar story of presidential 

engagement in the issue: “The major influence was HE [His Excellency the President]. 

We had a meeting at State House, and I remember him saying ‘we have an enemy, and we’re 

going to fight that enemy’. It was easy to make the military link” [Interview, 26 October 

2004]. 

 

But this ‘military link’ did not stop with the simple parallel between the ‘battle’ 

between HIV and an individual’s immune system; or indeed between the country’s 

responding to the ‘invading’ virus. It should be remembered that Museveni came to 

power as leader of a rebel army, and, as he recalled in a BBC interview, his concern 

with AIDS was at least partially triggered by the high infection rates among the very 

soldiers he was relying on to keep him in power. 

 

“We had to send sixty soldiers to Cuba for military training. Fortunately for the Cubans, they 

were already testing the blood status of people while here we had not. In fact, there were only 

two machines in the whole of Uganda at that time. Now when they tested our sixty soldiers 

they found that eighteen out of the sixty had the virus. And when I was in the [Non-Aligned 

Movement] meeting in Harare - 1986 - Dr Fidel Castro told me of this… I had heard a little 

bit about AIDS one year before but this one sprung me into action.” (Museveni, 2003). 

 

Under the difficult circumstances of the time, the process of springing into action 

took place reasonably quickly. By October 1986, the new Ugandan government had 

established the National Committee for the Prevention and Control of AIDS, which 

subsequently evolved into the National AIDS Control Programme (ACP). Carswell 

describes the opening ceremony: 

 

“They had a gold-printed invitation, and the man in charge was Batwala [Deputy Minster 

of Health], a well-connected gynaecologist. The chief guest was the Save the Children Fund, 

because WHO was effectively not present, mentally or physically or spiritually, in Uganda. 

And Batwala was quoting data that he knew wasn’t correct. He said that AIDS isn’t really a 

big problem in this country, because in the whole of Africa up to today, there are only 440 
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cases of AIDS – which was what WHO had said, and of course WHO is God. But at that 

time, we were getting 100 cases a month in Kampala alone, confirmed cases, and they were 

dying. So to mention WHO was disingenuous.” 

 

The now-fabled Ugandan openness about AIDS had therefore not yet quite flowered, 

and not all the guests held what Carswell considered to be helpful views either. “I 

was sitting there with the head of Save the Children at that time, and she said what would 

you like most, and I said I’d like a container of condoms. And she said, well, we can’t have 

that! Because although she was Save the Children, she was also from an Irish Catholic 

background, and that was a bit extreme.” 

 

But a significant start had been made nonetheless, not least through the introduction 

at the opening ceremony of an important concept that was to become one of the 

mainstays of Uganda’s struggle against HIV: ‘zero-grazing’, an agricultural term that 

is immediately understood by anyone in this largely agrarian society. Zero-grazing 

refers to feeding one’s livestock exclusively within the paddock, but the humorous 

double meaning that applies to HIV prevention maintains that one grazes, sexually 

speaking, also ‘within the paddock’. The paddock can include an exclusive, 

monogamous relationship, or a closed polygamous circle of a husband with two or 

more wives. 

 

In addition, the establishment of the ACP gave credibility and support to Carswell’s 

ongoing efforts to set up a safe blood transfusion system. He explained how, initially, 

“we in the British Residents’ Association had raised ₤5,000 to send a nun to the UK for 

training in testing, and we set up a basic lab” in Nsambya Hospital in Kampala. This 

programme had already started operating in June 1986, and it had constituted the 

very first substantive control measure against HIV taken in the country. But it was 

clearly insufficient to the task, so Carswell looked further afield for funds. Before 

long, “we got money from the EEC. When we first approached them, we said it’s an 

emergency, and they replied that it would take three months to get the funding through. So 

then we said, well, actually it’s a disaster. And they said, OK, if it’s a disaster, you can have 

the money immediately.”  

 

The result was that Kitovu hospital, the largest health facility serving Rakai and 

Masaka districts, was able to start screening its blood supply in January 1987. This 

was not a moment too soon – Carswell’s own data, collected between May 1986 and 

March 1987, showed that 15% of male donors and 21% of female donors were 
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carrying the recently renamed virus, HIV (Carswell, 1987). In other words, roughly 

one in every six of all patients who received a blood transfusion was being 

simultaneously infected with HIV. 

 

Discussion  

 

The process of establishing the first AIDS control policy in Uganda – represented by 

the establishment of the country’s AIDS Control Programme – can be broadly 

characterised as two streams flowing against each other: one which included those 

people who were working towards this goal, and one including those who, actively 

or not, were opposing it. By providing a social history of events, this chapter has 

clarified the nature of these respective streams, and shown why, until 1986, the 

opposing stream was the stronger of the two. 

 

One of the over-riding points here is the fact that AIDS was, throughout the early 

1980s, still a disease ‘under construction’. This meant that there was no generally 

accepted definition of what it was – at international, national or local level – and no 

widely accepted understanding of its implications. The fact that it took a great deal of 

negotiation in order for the concepts of ‘AIDS’ and ‘HIV’ to be fixed – as illustrated 

by the ‘sticky serum’ controversy, as well as by the disagreement over nomenclature 

between Luc Montagnier and Robert Gallo – helps to explain some of the delays in 

setting up a response. After all, it is hard to mount effective control measures if there 

remains real uncertainty even among scientists about what it is that actually needs 

controlling. 

 

Furthermore, within Uganda, linking the syndrome that was affecting gay 

communities in western countries with the horror simultaneously striking 

heterosexual populations in Rakai, Masaka and Kampala was by no means 

straightforward. Apart from the fact that the ongoing war made it very difficult for 

the authorities in Kampala to establish what was actually going on outside the 

capital, ‘AIDS’ as a disease description simply did not fit the condition they were 

hearing about or seeing. They could not grasp the fact that AIDS could also be a 

heterosexually transmitted condition, so diagnosing it as typhoid – which fitted into 

the tropical disease paradigm that they were familiar with – was inherently more 

convincing. As the father of modern experimental medicine, Claude Bernard, noted 

in 1865, “That which we know is the greatest obstacle to learning that which we do not 

know.” It takes an unusual mind to break out from ‘that which we know’, and to 
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move into uncharted intellectual waters. Thus the ‘imagined epidemic’ of many of 

the national level actors at that stage, limited by what they thought they knew, is an 

important explanatory factor for the early difficulties in accepting the situation and 

establishing a policy response.  

 

There were, however, also those who sensed that this new disease could in fact be 

AIDS, but who nonetheless felt that it would be best if such views were downplayed 

– for the country as a whole, and also, perhaps, for themselves personally. While 

these people may have established an intellectual understanding of events, they still 

faced an emotional barrier to acceptance: a profound and quite understandable 

discomfort with the fact that a fearsome disease was now on the rampage, one which 

could strike them and their families down. If they could somehow convince 

themselves that the scale of events was smaller than it really was – if they could deny 

what was happening – then they could believe that they were safe, and that life 

would go on as normal. There are clear historical precedents for such denial. The 

following words, written in 1833 during a cholera outbreak in Amsterdam, could – 

simply by switching the word ‘Cholera’ for the word ‘AIDS’ – equally have been 

written in Uganda 150 years later: “When cholera first breaks out, many a fear-ridden 

individual will perhaps unjustifiably be frightened of already having contracted the disease, 

and it is advisable that these people not be alarmed by exaggerated figures regarding the 

numbers of patients” (Brunt and Ronden, 1991:87). Public officials have in the past 

played down the scale of a major epidemic both to keep the public from panicking, 

but also, I would argue, to keep themselves from panicking. 

 

There were two or three possible turning points that could have hastened the process 

of establishing the national AIDS Control Programme: the report from Rakai by Dr 

Lwegaba in November 1984, for example; the publication of the Star article in 

December the same year; and the official investigation to Rakai in February 1985. But, 

for the reasons just given, the ‘forces of opposition’ at national level could not, 

intellectually or emotionally, accept the unacceptable fact that AIDS had already 

taken hold in Uganda on a large scale. Through this, these possible turning points 

were missed. 

 

While the imagined epidemic of many people working at national level inhibited 

early efforts to control AIDS, the people at local level, from Rakai and Masaka, 

continued to suffer and die. These were the people who had ironically named the 

disease ‘Slim’; who believed that this terrible wasting condition must have been the 
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product of powerful Tanzanian witchcraft that they were unable to counter; and who 

were cut off from the rest of the world by war as they were decimated. A defenceless, 

alienated and utterly vulnerable population, their epidemic was not only imagined, it 

was also lived. Wilson Carswell described how they had pleaded with him: “We’d 

listened to the people in Kalisizo and Masaka. They’d said, ‘what are you going to do for us? 

We’re dying!’” But with no support at all coming in from the outside – thanks both to 

the war and to the national level ‘forces of opposition’ described above – they were 

the ultimate victims of these events. There were a number of influences that may 

have helped eventually to bring about a policy response to AIDS, but the people 

whose communities were dying cannot be counted among them.  

 

One of the most important of the forces working towards the establishment of 

national AIDS control measures was the research activity undertaken in Uganda by 

Wilson Carswell, David Serwadda and their colleagues. The role of research at the 

start of an epidemic should ideally aim to provide the most basic facts, first of all by 

presenting convincing evidence that an epidemic is actually taking place. With this 

established, researchers need then to take an active role during the phase in which 

explanatory models for the epidemic are being developed, by investigating what the 

disease actually is. Is it one disease or several? How is the aetiological, or causative 

agent spread? What is the aetiological agent? When this epidemiological 

understanding has been established, it is possible then to assess who is likely to be at 

risk, through which activities, and what can be done to reduce that risk (Kager, 1998). 

Epidemiological and clinical research is therefore absolutely critical at the very start 

of an epidemic, with social scientific or anthropological investigations likely to make 

an impact only after these basic facts have been established. 

 

A few such epidemiological and clinical papers were published about AIDS in 

Uganda, but there was nonetheless a clear divide between what was spoken and 

written publicly and what was said in private. Political constraints obliged the 

researchers publicly to couch their findings in terms that required readers to ‘read 

between the lines’, a practice not normally associated with scientific writing. 

Meanwhile, they worked hard behind the scenes to convince the politicians that this 

was in fact AIDS, and that something had to be done.  

 

These behind-the-scenes activities are an important theme. David Serwadda sees the 

impact of the research – in its most formal sense, that of actual publications – as 

being relatively limited: “Between 1984 – when we could actually link HTLV-III to AIDS 
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– and 1987 or 1988, there may have been at best four or five published articles, as well as 

maybe a few conference abstracts. Frankly, I have reservations that any of these papers 

changed policy. To me the early policy changes were purely influenced by the political 

leadership. When Museveni came in, a lot changed.”  

 

The reason for Museveni’s openness on the topic appears to be, at least in part, the 

fact that his own ‘imagined’ AIDS epidemic had been brought alive during the war. 

Although the chaos that followed it both sowed the seeds and fertilised the early 

epidemic, it also, ironically, played a role in creating conditions for establishing the 

first control measures. Museveni had fought his way to power through Rakai and 

Masaka districts, so he had seen with his own eyes how people were suffering. He 

had also travelled through the country during his first months in office, listening to 

people’s questions and worries about the growing epidemic. Furthermore, as a 

guerrilla leader while still in the bush, he had listened to the BBC World Service on a 

short-wave radio in order to keep informed about political developments relating to 

the war he was fighting, and in so doing he also learned about the 1985 Serwadda-

Carswell Masaka study. Thus, when he found himself in State House, he knew 

whom to talk to about AIDS. His decision to establish the national AIDS Control 

Programme in 1986 was therefore influenced not by the journal articles per se, but by 

information he took from the discussions he held with those who had published 

them. The publications were not important in their own right, not least because 

hardly anyone in Uganda had access to them. Rather, they were important because 

they gave authority to the few people who were in a position to speak to the one 

person who mattered: Museveni himself, who happened to have an open mind on 

the subject.  

 

But research was by no means the only influence on Museveni. Putzel (2004:26) has 

described the ‘incentive structure’ that his government faced, arguing that “overall, 

[Uganda] had little to lose and everything to gain by taking early action on HIV/AIDS.” 

Uganda had no foreign investment at that stage to speak of, and certainly no tourist 

industry, which meant that there was nothing to scare away by admitting to the 

presence of AIDS in the country. By contrast, the authorities in neighbouring Kenya 

feared a mass exodus of investors and tourists if they followed a similar path, and 

this contributed to a long delay in making any major statement on the subject. 

President Daniel arap Moi finally declared AIDS to be a national emergency in 1999, 

by when Museveni’s early decision to open up to foreign assistance to help fight 
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AIDS had already brought an estimated $180 million into the country (Hogle et al., 

2002:11). 

 

One further factor contributed significantly to Museveni’s decision. As a military 

man, he naturally respects men from similar backgrounds. Thus he took very 

seriously the warning that Fidel Castro gave him in 1986 about the level of HIV 

infection among his troops. If the wellbeing of Museveni’s army was threatened, his 

own hold on power could be, too. In this respect, it was serendipitous that Ugandan 

troops had been sent to Cuba for training, a country that was then renowned for its 

uncompromising public health approach to AIDS control. The private meeting in 

Harare at which Castro informed Museveni of the problem had enormous long term 

national significance for Uganda, and it is a prime example of how the multi-level 

‘linkages’ referred to in Chapter 2 can influence policy: two national heads of state 

meeting at an international conference, with one convincing the other of the need to 

address a microscopic, infectious pathogen that was wreaking havoc in the bodies of 

some of the most mobile people in his country. 

 

Reviewing the events that eventually led to the formation of Uganda’s national AIDS 

Control Programme, one may be struck by the apparent intransigence of those actors 

who opposed this policy, as well as by the frustration felt by those who were 

working towards it. There was little or no sense of urgency in many quarters, and 

indeed some people were actively obstructive. But while this may be the case, it is 

also important to put these points into a wider perspective. Given the difficult 

conditions of war, of uncertainty at all levels about what AIDS actually was, and of 

the reticence felt by Uganda’s neighbours to concede that they had an AIDS problem, 

it is remarkable how quickly the country’s first AIDS control policy came into being.  
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4 - Working on a hunch: A history of HIV prevention in Uganda 

 

Introduction 

 

Sitting in his Geneva office, a senior UNAIDS executive explained how he saw the 

role of evidence in the formulation of HIV prevention policy. “There is a spectrum,” he 

said, “from having no data – in which case you do whatever you want, based on your hunch 

or on political expediency – to evidence-based decision making. And in the area of behavioural 

HIV prevention, there’s very little evidence, so there’s a move from [the principle of] evidence-

based decision-making back to value-based decision making” [Interview, 17 Feb 2004]. 

 

These were broad-brush comments, intended to encapsulate the wider process of 

HIV prevention policy making in countries across the globe. In many respects, they 

also capture much of what has happened in Uganda in this field since HIV 

prevention measures were initiated in the country in 1986. But, while there has 

indeed been ‘very little evidence’ to guide prevention policy, and while much of the 

decision-making process has indeed been ‘value-based’, the situation in Uganda has 

actually been rather more nuanced and complicated than this generic description 

suggests.  

 

This is the topic of the present chapter, which charts the evolving relationship 

between HIV prevention research, policy and practice, from 1986 – when President 

Museveni launched the national AIDS Control Programme – up until 2005. An 

important backdrop to the material presented is the major change that has taken 

place over the last decade or so in the rhetoric associated with health policy 

formulation. As explained in Chapter 2, this culminated in the 2004 Mexico 

Statement on Health Research, which argued that evidence derived from scientific 

investigation should guide health policy making decisions, with the most effective 

and cost-effective interventions being adopted. This is relevant to the discussion 

insofar as the evidence base for behavioural HIV prevention has always been very 

slight – as will be shown – which therefore places a particular burden on any attempt 

to develop evidence-based policies in this arena.  

 

The focus of the chapter is specifically on behavioural interventions for HIV 

prevention. As the name suggests, these focus on moulding individuals’ sexual 

behaviour patterns so as to reduce their risk of either acquiring or transmitting HIV. 

Behavioural interventions are invariably concerned, one way or another, with one or 
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more of three specific behaviours: abstinence, faithfulness and condom use. They are 

also usually promoted through what are known as ‘IEC’ – or Information, Education 

and Communication – strategies, which can take any number of forms, from mass 

government-sponsored public awareness campaigns to one-to-one peer education. 

Non-behavioural, clinic-based approaches to HIV prevention also exist, including 

STD management, male circumcision, and the provision of antiretroviral therapy to 

prevent mother-to-child transmission. STD management as a strategy for AIDS 

control has been in use in many countries since the mid-1990s, with the other two 

approaches emerging more recently. Unlike behavioural interventions, therefore, 

clinic-based HIV prevention has not played an important role in AIDS control 

throughout the history of the entire epidemic.  

 

After an introduction to the three key behavioural concepts – abstinence, faithfulness 

and condom use – the chapter is structured into three main sections. Each of these 

describes a discrete epidemiological era, each of which was also characterised by a 

particular focus on one or other strategy for behavioural HIV prevention. These eras, 

and their respective HIV prevention strategies were:  

 

i) 1986 to 1992, which saw rising HIV incidence and prevalence, and a ‘home-

grown’ Ugandan strategy for HIV risk reduction which focused on 

faithfulness;  

ii) 1992 to 2002, a period of falling HIV incidence and prevalence alongside an 

increasingly open policy towards condom promotion; and  

iii) 2002 to 2005, in which HIV incidence and prevalence remained at a steady, 

relatively low level, and in which a huge influx of funds coincided with a 

rancorous international debate about the relative effectiveness of abstinence 

and condoms in Uganda.  

 

Three key concepts – Abstinence, Faithfulness, and Condom use 

 

Before introducing the chapter’s empirical material, it would be helpful first briefly 

to explore the three concepts that will be at the core of the discussion. Experience 

with other STDs made it clear right from the start of the AIDS epidemic that only 

three viable individual-level behaviours could effectively reduce the risk of sexual 

HIV transmission35: these are (i) abstinence, (ii) faithfulness to one’s partner or 

                                                           

35 There are of course also the ‘higher level’ issues – gender inequalities, political economy etc – that 
lead certain people inevitably into risky situations, but these are not especially amenable to an 
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partners36, and (iii) condom use. Although these are widely used terms in HIV 

prevention, they are often discussed without clear definitions. Clarity is essential 

with such topics, as illustrated by one of my respondents, a long-term expatriate 

social scientist living in Kampala. Describing an investigation into abstinence in rural 

Masaka during the early 1990s, he told me that “We asked people [what they understood 

by the term abstinence], and 80% of what they said included sexual activity: withdrawal, 

condom use, one partner at a time, and sex with people who you didn’t know” [Interview, 22 

November 2004]. It is clearly a prerequisite for any discussion about a potentially 

controversial term to agree upon what that term actually means. 

 

Broadly speaking, the word ‘abstinence’ implies self-denial or restraint, and in its 

purest form suggests that an individual completely refrains from participating in a 

given activity – for example, drinking alcohol or having sex. Within the framework 

of HIV prevention, abstinence has usually been targeted at teenagers, by encouraging 

the delay of sexual debut until such time as a long-term, monogamous partner – 

usually a spouse – may be found. This is termed ‘primary abstinence’. Different 

circumstances can lead to ‘secondary abstinence’, which occurs when an individual 

of any age has been sexually active and then stops.  

 

While secondary abstinence is not a major target of HIV prevention interventions – 

the distinction is rarely made at all – there are a number of arguments for promoting 

primary abstinence. These are based on moral, biological and behavioural premises. 

The moral concerns, often advocated by religious groups, focus on the importance of 

proscribing any sort of sexual activity between people who are not married – which 

includes most adolescents. The main biological justification for abstinence is based on 

the fact that an adolescent girl’s cervix matures as she grows, rendering her less 

susceptible to HIV infection. Behaviourally, abstinence may be beneficial because 

older teenagers starting to have sex may be more likely to use condoms than younger 

teenagers doing the same, which can further reduce the risk of infection. There is also 

a reduced risk of sexual abuse for older teenagers. 

 

As with abstinence, shades of grey also exist in the definition of the second key 

concept, ‘faithfulness’. Faithfulness can refer equally to one life-time partner, or to 

those involved in polygamous marital relationships. A less rigorous interpretation 
                                                                                                                                                                                        

individual-level intervention approach. While these issues are clearly of great significance, they are 
not, however, the primary focus of this chapter.  
36 The word ‘partners’ refers here to people living in polygamous relationships, a fairly common 
practice in Uganda, in particular within the Muslim community. 
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can include those who engage in serial monogamy, whereby the number of partners 

over an extended period may be reduced. Less rigorous still is the idea of concurrent 

partner reduction, whereby a person may try to have fewer co-existing, ‘casual’ 

sexual partners than they previously did. As explained over the following pages, 

Uganda developed a beautifully simple HIV prevention concept early in the 

epidemic that sought to embrace all these variations. 

 

The third of the key topics to be discussed in this chapter – the condom – is often 

referred to as a ‘modern’ preventive technology, but it has in fact been around for 

centuries. The first trial of condom efficacy was undertaken by the Italian anatomist 

Gabriello Fallopio in 1564, who found that none of the 1,100 men who used a linen 

sheath in his experiment contracted syphilis (Youssef, 1993). Since then, the condom 

in its various guises has been used as a means of preventing both pregnancy and the 

transmission of disease. The discussion here will focus exclusively on the male 

condom – the female condom has never featured strongly in Uganda37. 

 

There is an important point about condoms that should be borne in mind throughout 

this chapter. The proportion of a population that reports having used a condom – 

either ‘ever’, or with their ‘previous casual partner’ – is frequently used as a marker 

in the evaluation of HIV prevention interventions. An increase in these variables is 

usually taken to represent success for HIV prevention programmes, as it suggests 

that people have recognised they are at risk, and have decided to take action to 

reduce that risk. However, while using a condom, as opposed to not using one, may 

be seen as protective, theories of individual risk management suggest that if a safety 

measure is put in place – condom use, for example, or seat belts in cars – people may 

compensate by taking more risk in another related area: for example, sex with a one-

night stand, or driving faster (Richens et al., 2000; Adams and Hillman, 2001; Cassell 

et al., 2006). In this sense, condom use actually points in both directions as a marker 

for risk. It suggests that people recognise the danger of unprotected sex and want to 

reduce that danger, but they may simultaneously compensate for that risk reduction 

by having sex with someone they would otherwise have avoided. This makes 

programme evaluation extremely complex. How does one rate an HIV prevention 

intervention that led to an increase in condom use and to an increase in the number of 

sexual partners that people were having?  

 

                                                           

37 Distribution of female condoms did not begin in Uganda until 1997, when just 3,600 were sold – as 
compared to over 16 million male condoms that same year (DKT International, 2006). 
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This analytical problem can be further exacerbated by another related issue inherent 

in all survey-based sexual behaviour research: the fact that people tend to misreport 

what they actually do in the bedroom (Dare and Cleland, 1994; Konings et al., 1995; 

Buvé et al., 2001; van den Borne, 2005). A respondent might have very good reasons 

for telling an interviewer that they used a condom when they did not, for example, or 

for saying they did not use a condom when they did. There are ways to improve data 

validity and reliability for this sort of research (Goodrich et al., 1998), but the point to 

bear in mind is that sexual behaviour data should never be taken at face value. This 

is a critical issue in the context of evidence-based policy making for HIV prevention. 

 

1) 1986 to 1992 – A home-grown approach to HIV prevention  

 

� An open AIDS policy  

 

As noted in Chapter 3, the fledgling Ugandan national AIDS Control Programme 

(ACP) was established in 1986, as a department of the Ministry of Health. It was the 

first ACP in Africa and was manned by a dozen professional staff, who in turn were 

assisted by five technical specialists from WHO. The ACP’s mandate included four 

main areas: 

 

i) Health education (in the form of IEC);  

ii) Surveillance of the epidemic;  

iii) Ensuring a safe blood transfusion supply; and 

iv) Improving patient care.  

 

A significant amount of money was required for such an ambitious national 

programme – especially given the crumbling state of the health infrastructure after so 

many long years of war – so a donors’ conference was held in June 1987, at which 

US$7.4 million was pledged to run the first year of operations (ACP, 1989a:5). As a 

senior official in the Ministry of Health nostalgically quipped, “the donors were very 

soft then, very user-friendly” [Interview, 10 December 2004], so the government was 

able to receive strong financial support. Reliable estimates of national HIV 

prevalence rates were not yet available, but the huge scale of the epidemic was 

illustrated by the fact that 25% of antenatal mothers attending the national referral 

hospital at Mulago, Kampala, tested HIV positive in 1988 (ACP, 1991:14). 
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The backdrop to all the ACP’s work was one core principle: that Uganda would 

pursue an ‘open’ policy towards AIDS. In the words of the Ministry official quoted 

above, “The key person was the President, and he guaranteed that the government’s position 

would be open, frank, positive and pro-active in dealing with it” [Interview, 10 December 

2004]. This openness included the demand that elected officials from national level 

all the way down to village level brought AIDS into their discussions at every public 

meeting. Uganda’s AIDS policy was quickly recognised and praised on the 

international stage: One author wrote as early as 1989, that “Uganda is probably the 

African country most open about the scale of its AIDS problem” (Anderson, 1989:8). 

 

But apart from revealing the scale of the problem and talking about it, what did it 

actually mean to be ‘open’? And why would the President opt for such a policy? A 

Ugandan social scientist saw Museveni’s response primarily as pragmatism in the 

face of an overwhelming emergency: “I think the openness was because maybe the 

government wanted to get assistance. Maybe – how shall I put it? – being open is not being 

open for the sake of being open. It is being open because you can’t manage the problem, and 

you want other people to come and help… It has helped a lot because foreign agencies have 

come in to do research and bring in money for interventions and care and all that. It has done 

something, but I think the openness was for other reasons than being open” [Interview, 21 

August 2004].  

 

However, not every aspect of Uganda’s AIDS policy was ‘open’ at this stage. As an 

outspoken advocate for urgent action in the face of the epidemic, Wilson Carswell – 

the Scottish surgeon who had played such a central role in the first AIDS research in 

the country – was declared persona non grata and deported in April 1987. Two of his 

servants were also murdered at his Kampala house in March 1987, by people he 

claims to have been from Military Intelligence. Given the purported open policy, I 

asked him why he thought this had happened: “I was saying that a lot of them would 

die,” he replied, “and that was seen as negative. To say that a lot of people would die was 

[seen as] the same as saying that I wish a lot would die” [Interview, 28 June 2004]. 

Regardless of who may have been responsible, it would appear that there was a dark 

side to the politics of AIDS in Uganda during this period, and that complete 

‘openness’ was not necessarily always welcome. 
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� Education – a ‘vaccine’ for AIDS 

 

At this early stage in the epidemic, a positive test for HIV spelled doom for an 

infected person. Treatment of AIDS-related opportunistic infections was of limited 

effectiveness, and prevention of infection remained the only long-term means of 

combating the virus. Behaviour change thus became the main pillar of control efforts. 

To this end, Peter Piot – currently head of UNAIDS, but then a scientist at the 

Institute of Tropical Medicine in Antwerp – wrote in 1987, that “the main thrust of 

control [worldwide] must be education of all sexually active young men and women. 

Education about HIV must begin now” (Piot et al., 1987:203).  

 

The question in Uganda was exactly what form that education would take. 

According to an expatriate advisor, “The policy at that stage was simply to inform. 

During the time when I was with the ACP, the policy was information: ‘Tell people, and then 

the instinct for self preservation will help them avoid it’” [Interview, 26 October 2004]. 

Responsibility for behaviour change was thereby passed to individuals, with no 

recognition of the wider structural issues – such as gender inequality and poverty – 

that later research suggested can affect people’s ability to engage in safer sexual 

behaviour. This point is clearly made by the contents of an editorial message in an 

ACP surveillance report from 1989, addressing health care administrators and health 

care workers: “The information contained in this report gives you a clear picture of the 

AIDS situation in Uganda. It is not meant to frighten you. Knowledge is power. Now that 

you have information about AIDS, you are empowered to consciously decide to abstain from 

irresponsible and unhealthy sexual relationships, and similarly educate others… The decision 

to save your life is entirely yours. We wish you good reading.” (ACP, 1989b; 1) 

 

AIDS information was disseminated to the general population through many 

channels, with full use made of the existing infrastructure. Thus, Resistance 

Councils38, churches and mosques, and, to some extent, schools played an important 

role. The mass media also contributed significantly, with Radio Uganda employing 

an AIDS team that was responsible for transmitting messages in six languages before 

and after every news bulletin, punctuated with the dramatic use of traditional 

drums. Theatre groups toured their local areas performing plays about AIDS; and in 

1989, a Ugandan musician who himself had AIDS – Philly Lutaaya – became the first 

                                                           

38 Democratically elected Resistance Councils (RCs) had been established by Museveni, from village 
level all the way up to District level. RCs were responsible for overseeing service provision of all types 
in their respective areas. 
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public figure in the country openly to declare their status. “There was a lot of singing 

about AIDS in those days,” an English former volunteer worker in Masaka told me, 

“and it was very emotional. Philly Lutaaya’s song was ‘Today it’s me, tomorrow it’s someone 

else’. It had a big impact” [Interview, 17 May 2004]. Meanwhile, UNICEF was engaged 

with the Ministry of Health in the production of leaflets, posters and other 

awareness-raising items: By 1989, close to seven million pamphlets and four tons of 

badges and stickers had been distributed (ACP, 1989a:8). Collectively, therefore, a 

huge effort was made nationwide during the late 1980s to educate the Ugandan 

population about AIDS. 

 

But what were the messages that were actually being put out? Much of the initial 

focus was on providing basic facts regarding how HIV is transmitted and how it is 

not transmitted. This proved to be an ongoing task that would last for many years: 

People continued for a long time to be concerned about transmission through casual, 

non-sexual contact, and about the possible danger of infection via mosquitoes (ACP, 

1989a:4; ACP, 1992:2). Such concerns had to be dispelled, not least because people 

living with AIDS could otherwise be isolated and stigmatized, and might fail to 

receive the care and support that they needed at home (Konde Lule et al., 1989).   

 

With the basic facts about transmission widely publicised, it was important also to 

develop messages that would help people to protect themselves from infection. 

Research suggested heterosexual transmission of HIV was responsible for 90% of 

infections in Uganda (ACP, 1989a:4); and that just three viable behaviours exist that 

can protect an individual from this mode of HIV transmission (as described above): 

(i) avoid sexual contact altogether, or abstain; (ii) stick to (one) mutually faithful, 

HIV-negative partner(s); or (iii) use a condom if engaging in sex outside the context 

of (ii). 

 

The task of policy makers was then to select the relative emphasis of these three 

behaviours. Decisions were made fast, with the essence of Uganda’s HIV prevention 

programme explained in 1987, by Dr Sam Okware, then head of the ACP: “The key 

thing is to love carefully and have zero grazing… Condoms are a problem because of our 

cultural beliefs and traditions. My people do not use condoms and do not want to use 

condoms so we do not promote them as a method of stopping AIDS. In Uganda condoms are 

associated with prostitution so most people would not use them. If we ordered people to wear 

condoms they would not accept it, and we don't want to give the population the false hope 
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that the condom is 100% safe... because it isn't. Why should we encourage people to get false 

confidence?” (Sydney Morning Herald, 1987:2). 

 

Thus the government’s position was clear from the start: Condoms were out, and 

‘zero-grazing’ – a familiar concept to everyone in Uganda’s predominantly agrarian 

society – was in. People were advised to avoid the virus by ‘grazing’ – sexually 

speaking – exclusively within their own ‘paddock’, and to curtail any ‘free range’ 

activities. Such a concept is in many ways the holy grail of health promotion, since it 

takes a widely understood idea and puts an unusual, humorous slant on it. A British 

journalist in Kampala during the late 1980s agreed with this point, telling me that 

“The concept of zero-grazing was talked about, laughed about. Baganda people liked that 

double talk” [Interview, 6 May 2004]. But an expatriate social scientist was not so 

convinced: “‘Stick to one partner’ also meant to many people ‘stuck with one partner’,” he 

told me. “Nobody was talking about having an interesting and fulfilling sexual life, with 

variety and spice. It was all about DON’T!” [Interview, 22 November 2004]. 

 

The government’s push for zero-grazing was also supplemented by the promotion of 

abstinence, largely by faith-based groups. Bishop Adrian Ddungu, formerly Bishop 

of Masaka, explained that, “At the beginning of the present government, the President 

stressed the idea of abstinence. He very often gave an example of an anthill which usually has 

holes near it and advised against putting one’s hand into these holes because snakes are most 

likely to take shelter there. At that time the President and the Church saw things eye to eye” 

[Interview, 21 October 2004]. 

 

Thus the strategy had been set, but many people were nonetheless sceptical about its 

effectiveness. Even the ACP itself was not satisfied, berating the population in a 

surveillance report editorial from 1990, and saying that “much of this knowledge has 

been misinterpreted by society for convenience. Most have taken a faithful partner to mean 

having two or three partners. Those already caught up in polygamous marriages may perhaps 

be excused. One only hopes that they will have the sense to zero-graze within that setting 

only.” (ACP, 1990:1). Anecdotal evidence confirms the ‘misinterpretation’ of this 

knowledge. A former NGO worker told me that “on the message of limiting sexual 

partners, the joke was that this meant ‘one wife in this town, one in Kampala, one at home 

etc’” [Interview, 18 May 2004]; and an expatriate AIDS epidemiologist referred to the 

behaviour of his survey team while working in the field: “With the guys at the end of 

the day, it was ‘OK, where are the ladies?’” [Interview, 24 June 2004]. 
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An Assistant Commissioner at the Ministry of Health also spoke of the struggle to 

put the messages across: “When we started talking about abstinence, zero-grazing and so 

on, nobody used to take us seriously. Before the news on the radio, there was a jingle with 

drums, and it was always followed by a message about AIDS. But people would turn down 

the radio when they heard the jingle, and then turn it up when the news started. They didn’t 

take us seriously. So we used to go to meet His Excellency and he would abuse us because 

there was no change in the people. But we are dealing with people who are dynamic. It takes 

time” [Interview, 12 October 2004]. His thoughts are supported by the conclusions of 

a study published in 1989, which said that “Information about the AIDS epidemic is 

reaching the Ugandan population; however, changes in behaviour are slower to follow.” 

(Konde Lule et al., 1989: 517; see also Kirumira, 1992). 

 

Thus there was concern in many quarters about the effectiveness of the campaign. 

But, as will become clear over the following pages, very little useable research 

evidence was available at the time to guide policy makers towards more effective 

approaches. And in the absence of evidence, there had been no choice but to base 

Uganda’s HIV prevention strategy on the hunch that condoms would inevitably 

prove unpopular, and that therefore people should strive towards zero-grazing and 

abstinence instead.  

 

� The role of the Catholic Church in Masaka 

 

One of the predominant characteristics of south western Uganda is the high 

proportion of the population that is Roman Catholic: According to the Church itself, 

75% of the people of Masaka considered themselves to be Catholics in the year 1990 

(Catholic Hierarchy, 2006). With the Church’s very particular stance on 

contraception, AIDS would provide an important barometer of its evolving strategy 

for dealing with issues relating to sexuality. And with Masaka Diocese as the site of 

the world’s first community-wide AIDS epidemic, the Catholic authorities there 

could potentially play a significant role in defining the response for other parts of 

Africa and the world. I asked the two living bishops who have held the seat – Bishop 

Adrian Ddungu, who led the Catholic flock in Masaka from 1962 to 1998; and Bishop 

John Baptist Kaggwa, the present incumbent – about the principles and evidence that 

had guided their response to AIDS. 

 

Bishop Kaggwa described how his predecessor had reacted to AIDS when the 

epidemic first emerged. “There was no medicine, so he started waging his campaign by 
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opening people’s eyes. All the sermons in the churches were about awareness, about the causes 

of AIDS, about transmission. So he sensitised everyone, also using youth groups, through 

plays and songs.” 

 

I asked the Bishop what the message had been. “The message was that the disease has 

come, there is no medicine, and that contracting it leads to death. But you can avoid it, 

because transmission is through sex, so you must love carefully and consciously. Which 

means faithfulness to your partner, or to wait for mature times. Abstinence was very strongly 

encouraged. And those who paid heed were saved. Of course there are other ways of reducing 

AIDS, such as condoms. But we strongly advise our people to use the method of abstinence. It 

is more effective, and more dignified: it creates character. We are not looking only at AIDS 

control. We’re looking at the person, at the changing of society. So once he [Bishop Ddungu] 

knew the transmission mechanisms of AIDS, he realised the only possible thing to do was to 

abstain, unless you’re married. It was very hard for him to see his people dying like rats.” 

 

What about condoms? Could they ever have a role to play? “I was at a meeting,” he 

explained, “and the medical doctors who were talking about AIDS made an experiment. 

They filled a condom with pepper, and then asked if people could feel the pepper through the 

condom. I didn’t do it myself, but some of the others did. And they could feel the pepper. So 

then we concluded that if pepper can seep through, what about the virus, which is much 

smaller? So then we concluded that the condoms we have now are not protective against HIV. 

They may be good for family planning, but not for anti-virus. The Vatican uses this evidence 

to show that the condom is not a good method of prevention. 97% of all condoms, the virus 

can go through. And you don’t know which is the lucky 3%. So how can we promote 

something that we know is not effective?” [Interview, 31 August 2004]. 

 

I met the now-retired Bishop Ddungu himself a few weeks later, and asked for his 

view on the condom as a means for preventing HIV. He also turned to the evidence 

he had used to substantiate his position, which proved to be remarkably similar in 

essence to that used by Kaggwa. “The scientific research made available and strengthened 

by our medical services has been very helpful,” he replied. “It is, however, very unfortunate 

that outside our own circles the use of condoms has been overstressed. A team of a doctor from 

South Africa and a Benedictine priest from USA came here and gave us some lectures on 

HIV/AIDS. They showed us slides, amongst other things, and made it clear that the sperm 

and gonorrhoea mucus, which is thicker than that of HIV/AIDS, can go through the condom. 

Therefore it is not clear how a condom can be impermeable to HIV/AIDS substance, which is 

smaller than the above. The use of condoms has been unnecessarily stressed.” The message 
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from both bishops, therefore, was that condoms should be avoided first and foremost 

on moral grounds, but also on the basis of what they deemed to be convincing 

experimental evidence.  

 

Since Bishop Ddungu had been present at the very start of the African AIDS 

epidemic, I also asked him whether there was ever any exchange of ideas between 

himself and the Vatican about the approach that should be taken towards HIV 

prevention. In other words, who had influence over whom? “We give a talk each time 

we go [to Rome]39,” he replied, “to give them an idea of what we are doing. They give us 

instructions and advice. But we did mention about AIDS in the Congregation for the 

Propagation of the Faith. Also there’s a Council that has something to do with health – we 

gave them something about the situation, how we were dealing with this disease. But I don’t 

remember them looking for advice from me, on policy. Within the church there was not much 

discussion about the approach to be taken against AIDS. You have the 5th and 6th 

commandments40. Internally, we never had a disagreement. From the start, it was clear that 

the church would stand against condoms. We didn’t need to ask them about it; it was taken 

for granted” [Interview, 21 October 2004]. 

 

Thus there was neither disagreement nor debate within the Catholic hierarchy about 

how people should avoid HIV, a point which is further emphasized by the following 

official message from the Catholic Bishops of Uganda, published in September 1989. 

“A Christian who lives and acts with faith under the guidance of the Spirit will practice the 

virtues of chastity, conjugal fidelity and self-mastery and control, because he knows that these 

are the only ways that are in conformity with human dignity capable of leading him to a more 

complete and balanced development and to a greater happiness… Apart from the fact that 

condoms which are being promoted by some agencies only reduce the risk and are not a 

guarantee against the acquiring of AIDS, their use as a means to avoid the disease is 

unacceptable from the moral point of view. Indeed, having recourse to this method ignores the 

real cause that occupies us, namely the permissiveness that corrodes the moral fibre of the 

people” (Catholic Bishops of Uganda, 1989:10-11). 

 

Both bishops – as well as the wider Catholic community in Uganda – therefore held 

clear views about the appropriate means of protecting oneself against HIV, with the 

                                                           

39 Bishop Ddungu explained that he occasionally made ad limina visits – or pilgrimages – to Rome to 
see the tombs of the Apostles, the Pope, and the four basilicas. Church business was also conducted 
during these visits. 
40 Within the Catholic faith, the 5th commandment is “Thou shalt not kill”, and the 6th is “Thou shalt 
not commit adultery”. 



CHAPTER 4 

 89 

‘moral’ position taking precedence, and with condoms considered to be absolutely 

unacceptable. It is striking that the government line and the Catholic line were 

remarkably similar at this stage: anti-condom, pro-fidelity and pro-abstinence. 

 

� A change in strategy – quiet condom promotion begins 

 

The official line changed in early 1991, however, with “a reluctant pledge by President 

Yoweri Museveni to advocate condom use” (Tebere, 1991:3). The President’s change of 

heart had been prompted in the face of alarming new figures released by the ACP 

that showed a continued increase in HIV infection rates: HIV prevalence among 

antenatal mothers attending the national referral hospital in Kampala had risen from 

25% in 1988 to 39% in 1990, and an estimated 1.5 million Ugandans were now 

believed to be infected (ACP, 1991). Museveni was clearly rattled by the data. In June 

1991, he gave the keynote address at the Seventh International Conference on AIDS, 

held in Florence, during which he grimly announced that Africa faces an ‘apocalypse’ 

(Guardian, 1991a:1).  

 

In spite of the worrying surveillance data, the policy change to advocate condom use 

was nonetheless difficult and controversial. As an Entebbe-based scientist explained, 

“There was a conflict between the condom promoters – who were basically WHO and the 

expatriate community – and the Catholic church. Museveni was basically against condoms, 

but he recognised their value in the short term, while people became less profligate” 

[Interview, 26 October 2004].  

 

Vincent Sempijja, currently Chairman of Masaka district, was involved in some of the 

discussions, and he spoke of how the conflict was resolved by necessity: “We met the 

bishops many times,” he told me, “and I remember they were very bitter about it. But at the 

end of the day, the government agreed that we lead sinners, we lead the faithful ones, we lead 

those very good people, we lead thieves, and we know that there are also accidents, that there 

are people who can catch AIDS from accidents. So we know we have all of them. And a sinner 

today may not be a sinner tomorrow; and this sinner may be an engineer and we need him to 

do other things. So condom promotion became part of the policy” [Interview, 1 December 

2004]. This new policy dictated that abstinence and zero-grazing would continue to 

predominate, but ‘quiet condom promotion’ – via social marketing strategies (as 

explained below) though not through the official media – would be permitted.  
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Meanwhile, another important policy change emerged. The ever-expanding nature of 

the epidemic convinced Museveni and his advisors that the health sector could not 

cope alone, and thus Uganda became the first African country to establish a ‘multi-

sectoral approach’ to AIDS. The Uganda AIDS Commission (UAC) was set up by 

statute of Parliament in 1992, “to oversee, plan and co-ordinate AIDS prevention and 

control activities throughout Uganda, and in particular to formulate policy and establish 

programmatic priorities” (UAC, 1992:5). The UAC was placed under the direct 

supervision of the President, and it was explicitly charged with seeking to tackle the 

social and economic causes and consequences of the AIDS epidemic.  

 

� The role of research in developing Uganda’s early HIV prevention policy 

 

One of the conclusions of the fifth International AIDS Conference held in Montreal in 

1989 was that “much African social research, whether psychological or anthropological, 

tends to be descriptive, and research on factors that motivate behavioural risk reduction is 

required. Evaluation of mass campaigns and high risk group interventions alike must 

complement self-reports with other data, especially on STDs” (Wilson, 1989:198). This 

important point was apparently overlooked by the research community, as it was 

repeated again the next year, after the sixth International AIDS Conference, in San 

Francisco: “It is hoped that post-San Francisco activities… will emphasize interventions, 

action research and research linked to interventions” (Wilson and Lavelle, 1990:375)  

 

Most of the scientific work being conducted at this stage consisted of “numbing sero-

epidemiologies of urban, convenience samples” (Wilson and Lavelle, 1990:371), which 

meant that the epidemic in rural areas – where most African people live and where 

the burden of disease has always been predominantly felt – was very poorly 

understood. Nonetheless, such epidemiological studies conducted early on by 

Carswell and colleagues had established that AIDS in Uganda was predominantly 

heterosexually transmitted (Sewankambo et al., 1987), a crucial first step in 

identifying possible prevention interventions. The heterosexual transmissibility of 

HIV was not as self-evident as it may appear today: A senior UNAIDS executive told 

me how one of the reviewers for a paper he submitted to The Lancet in the late 1980s 

wrote that “It’s a well-known fact that AIDS cannot be transmitted from women to men” 

(Interview, 14 April 2004). 

 

Aside from the recognition of heterosexual HIV transmission, and the associated 

high risk groups such as sex workers, barmaids and truck drivers (Carswell, 1987), 
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there was effectively no evidence from anywhere in Africa to substantiate 

programmatic or policy decisions with regards to which particular HIV prevention 

strategies – abstinence, zero-grazing, or condom use – should be stressed. The 

epidemic was, after all, still very young, and there had been no time to conduct 

studies to evaluate different intervention approaches. Without substantive 

evaluations, decisions were inevitably therefore based on a hunch, ‘common sense’, 

or moral ideology. Such an approach was, in fact, common practice at this time – 

several years would pass before the concept of evidence-based policy making 

emerged. 

 

The need for a scientific basis from which to respond to AIDS had nonetheless been 

recognised in Uganda, with an invitation to the British Medical Research Council 

(MRC) to establish a long-term AIDS research programme in a rural part of the 

country. The MRC Programme on AIDS subsequently opened its doors in Entebbe 

on 15 August 1988, with two epidemiologists – one Ugandan and one Dutch – 

occupying a small office at the Uganda Virus Research Institute (UVRI). The MRC’s 

mandate included “operational epidemiological studies… with emphasis on search for 

cofactors responsible for transmission. Appropriate social studies will be undertaken as well to 

look for social behaviour which encourage transmission” (Mulder and Kengeya-Kayondo, 

1991:21). Historically, UVRI had focused on arbovirus research, and although the 

facilities were in a state of some neglect, the Institute had managed to avoid the 

widespread looting that had taken place during the war: In the words of a scientist 

who once worked there, “any soldier knew that there were dangerous pathogens lurking in 

the freezers” [Interview, 19 May 2004]. With its history of viral research and relatively 

intact facilities, ‘the Virus’ – as it is locally known – was therefore a straightforward 

choice at which to establish the new Programme’s headquarters. 

 

The two epidemiologists spent their first year identifying possible sites in Masaka 

district for setting up a cohort in order to conduct a longitudinal study41 of the 

epidemic’s dynamics. The hope was that, as the epidemic evolved, the cohort would 

provide a detailed understanding of changing HIV infection and associated mortality 

rates, as well as of sexual behaviour patterns. After extensive groundwork, a rural 

sub-county in the north of rural Masaka district called Kyamulibwa was finally 

identified, about 140 kilometres from the MRC’s Entebbe offices. Over 4,000 people 

                                                           

41 Longitudinal epidemiological cohort studies involve following a number of individuals in a 
specified population over a period of time. Participants answer survey questions and provide a 
sample of blood which is tested for HIV and other STDs. 
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in the sub-county were interviewed and bled in the first annual sero-survey in 1989, 

which demonstrated an overall HIV prevalence rate of 8.2% (Kamali et al., 2000). The 

data showed strong variations by age and sex, with the highest prevalence among 

women aged 20-24 (21% HIV positive) and among men aged 25-34 (18%). The 

situation was, however, considerably worse in neighbouring Rakai district. A US-

funded research group that had been established there in 1988 – the Rakai Project – 

reported overall adult HIV prevalence rates in its cohort for 1990 of 35% in main road 

trading centers, 23% in trading villages situated on secondary roads, and 12% in 

rural agrarian villages (Sewankambo et al., 1994). Not only was there great variability 

in prevalence within a relatively small geographical area, therefore, but these 

population-based surveys also confirmed the disastrous scale of the epidemic in this 

corner of Uganda. 

 

I asked an expatriate scientist who had been involved at the time how study topics 

had been decided upon by the MRC and Rakai Project. “Lots of cross-fertilisation of 

ideas took place across the dinner table in Entebbe” [Interview, 23 June 2004], she told me, 

adding that personal relationships between staff from the two organisations 

stimulated the development of research topics much more than any discussion with 

people in the study communities – even if relations between researchers and the 

study communities were generally cordial. None of the work at that stage concerned 

the evaluation of HIV prevention interventions42. 

 

“We were very insular,” she continued, “and focused on publication to prove that the 

research was productive. Our interaction with local government was more to do with the 

acceptability of the research than with the issue itself.” I asked if any of her research 

findings had had any sort of impact on policy or programmes in Uganda. “It did have 

an impact on [her organisation’s funder], since they were very pleased that people were 

actually talking about our work in meetings. But did it have an effect on anything that was 

actually being done on the ground? No” [Interview, 23 June 2004]. 

 

Another former researcher concurred: “The impact of research on policy? Pretty well 

removed. But it did create its own little industry and a visible presence, by giving donors and 

embassies something to support. People said, ‘the bazungu43 really do think this is important. 

                                                           

42 MRC and Rakai Project research during the early 1990s consisted primarily of descriptive 
epidemiological work, with the social science departments also focusing on issues to do with stigma, 
marital instability, counselling, trust in condoms, and social support for people living with AIDS.   
43 ‘Mzungu’ is Swahili for ‘white person’, and is a widely used term in Uganda. ‘Bazungu’ is the 
plural. 
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It’s not just a flash in the pan’” [Interview, 24 June 2004]. This ‘visible presence’ was 

apparently very important for people living in the study communities, as well as to 

many of the Ugandan researchers involved. Community leaders wanted some sort of 

infrastructure to be provided, specifically curative services; and one senior Ugandan 

researcher in particular was constantly asking his expatriate colleagues: “What are 

you going to do for Uganda today?” [Interview, 24 June 2004]. His particular concern 

was with trying to have Ugandan staff trained up to a high level, specifically through 

Masters courses abroad.  

 

Although President Museveni himself had played a part in inviting the two research 

programmes into the country, one respondent told me that this was not so much 

because of the important research being conducted, as because the organisations’ 

presence gave him credibility: Uganda – and by proxy, Museveni himself – was 

being “rewarded” for its openness about AIDS. Museveni reportedly had other 

interests in addition to the science in mind, even though “his recognition of the research 

projects being done there was fulsome” [Interview, 23 June 2004]. 

 

Formal research may have had limited impact on AIDS policy or on programmatic 

design, therefore, perhaps partly because this did not always seem to be a top 

priority either for the researchers themselves, or for the President – the country’s top 

policy maker. Likewise, the monitoring and evaluation conducted by many non-

research-based implementing agencies was also incomplete. One respondent who 

had worked on a project during the late 1980s complained to me that “they [the 

donors] don’t want to know your dirty laundry, they want to know about successes, lessons 

learned.” As a result, she said, “We couldn’t really prove we’d made an impact, other than 

being part of a network” [Interview, 26 August 2004]. Another respondent working 

with TASO44 – the country’s largest non-governmental AIDS service provider and a 

major recipient of foreign aid – said that their evaluation process was “more about 

project management than about what works. It was more ‘monitoring and audit’ – how many 

and how often”. Justifying funds received from donors thus became an important 

activity in its own right. As she explained, “By 1989, [AIDS in Uganda] had become a 

sort of feeding ground for the international agencies – and money distorts things” 

[Interview, 17 May 2004]. 

 

Overall, the research conducted during the late 1980s – whether formal scientific 

investigations or programmatic monitoring and evaluation – appeared not to have 

                                                           

44 TASO = ‘The AIDS Support Organisation’ 
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been especially useful. I therefore asked several respondents whether they had ever 

been aware of their own research being taken into account during any decision-

making process. The responses suggested something of a grey area.  

 

One senior Ugandan scientist told me about the “concerted efforts we made to inter-

phase with policy makers. I don’t know if we influenced them, but they asked good questions,” 

she said, adding that “they too were very worried about what was going on.” She also said 

that every article that was submitted for publication had to pass through the Ministry 

of Health for approval, “and I suppose they read them before approving them.” 

Furthermore, she recalled organising a small scientific meeting in Kampala, “and the 

press picked it up, so things appeared in the papers, and these were read. The issue of 

circumcision45 came up in the papers, and suddenly everyone was saying ‘the Moslems are 

safe from AIDS!’ But this was all informal, nothing that I could say, yes, this scientific result 

led to this policy” [Interview, 17 February 2004]. 

 

A similar line of argument was taken by a former Makerere University-based social 

scientist, and one of the very first people to become engaged in investigating 

Uganda’s AIDS epidemic. Although her work in the 1980s may not have had a direct 

effect on policy or practice, she told me that it “opened up other questions for exploration: 

issues about partner relationships and gender that nobody else was asking about then; the 

way women with AIDS are treated in the home, as compared to the way that men with AIDS 

are treated. Also economic aspects – and I think this may be one of the reasons that [South 

African President] Mbeki is so strongly talking about poverty and AIDS. We brought out this 

issue first in 1989. At that time, nobody was asking these questions. So this was being picked 

up by students, and shaping their minds – the minds of future policy makers – and they went 

out afterwards much more sensitive to the issues.” She conceded that her thoughts on this 

are speculative, and that finding any certain evidence of any work having a 

definitive impact on policy is difficult. She did feel, however, that the effect was 

cumulative: “There wasn’t any one study that made an impact, but our data laid a 

foundation in 1989, and by 1995 it was being taken up by WHO” [Interview, 11 

November 2004]. 

  

                                                           

45 Observational evidence had emerged showing that HIV prevalence was lower in some populations 
among men who were circumcised – such as Muslims – as compared to their uncircumcised peers 
(Wagner et al., 1992). Circumcision was not definitively shown to be protective against HIV, however, 
until a series of three experimental studies – in South Africa, Kenya and Uganda – were completed in 
2007 (Auvert et al., 2005; Gray et al., 2007; Bailey et al., 2007).   
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With the exceptions of the initial epidemiological studies that established that HIV in 

Uganda was heterosexually transmitted, and the surveillance data presented by the 

ACP to President Museveni in 1991 – that pushed him reluctantly towards the ‘quiet 

condom promotion’ policy – we can conclude that research played a very minor role 

in defining AIDS control policy and practice during the period 1986 to 1992. This 

applies both to the official government response as well as to influential authorities 

within the Roman Catholic church. One reason was of course the fact that past a 

certain point, much of the research being conducted – the ‘numbing sero-

epidemiologies’ conducted in easily accessed urban areas – was of limited value for 

policy makers or programme designers. And while this sort of research was being 

conducted, HIV prevalence continued to climb at a terrible rate.  

 

As it happens, however, the period around 1991 marked the zenith of the AIDS 

epidemic in Masaka, and perhaps in Uganda as a whole. Data from the MRC shows 

falling HIV incidence from this point, which means that people had collectively 

started to change their sexual behaviour, and that the tide had turned. 

 

2) 1992 to 2002 – The rise of the condom 

 

� Condoms, controversy and the growth of Uganda’s AIDS industry 

 

The advent of Uganda’s ‘quiet’ condom promotion policy in 1991 marked a 

substantial change in the country’s overall strategy to control HIV. Condoms were 

then still only available via family planning clinics and some pharmacies. Fewer than 

10 million had been brought into the country since the establishment of the ACP five 

years earlier, in 1986 (New York Times, 1991:A6); and a survey conducted in Rakai 

district in 1988-9 found that no more than 2% of 1292 respondents reported ever 

having used a condom (Rakai Project, 1991;3). This low figure can be attributed to 

both very limited supply and very limited demand. 

 

But as part of a US$12 million HIV prevention grant to Uganda from USAID – for 

many years the single biggest provider of condoms to developing countries – came 

funds intended to find out specifically how best to sell and package condoms in the 

country (Perlez, 1991). Social marketing principles46 similar to those that had already 

                                                           

46 Social marketing was established as a discipline in the early 1970s, with the recognition that the 
same marketing principles that are used to sell products to consumers could also be used to ‘sell’ 
ideas, attitudes and behaviours (Kotler and Zaltman, 1971). Social marketing was seen as a ‘planned 
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been successfully adopted for condom promotion by USAID in neighbouring Zaire 

were to be taken as a starting point, the overall idea being first to create a demand for 

condoms, and then to meet that demand. Both the private and the public sectors 

were to be involved.  

 

As explained above, however, there was a great deal of opposition to the condom in 

Uganda at the time, with many people associating their use with promiscuity and 

prostitution. Furthermore, one of my respondents – a man from rural Masaka – 

added that, “At first, people didn’t want to use condoms. They had this belief that the 

bazungu47 are very clever. They want Africans to die, so they put the virus inside the condom. 

And if you use it, you will get the virus, because of that oil they put on the condom. They ask, 

have you ever heard of these Europeans who die from AIDS? They don’t die of AIDS. We 

Africans are the only people who die of AIDS” [Interview, 5 November 2004]. A primary 

task of the social marketers, therefore, was to address such perceptions.  

 

The first brand – Protector condoms – appeared in 1991, and an advertisement in a 

national newspaper from that year shows the care that was being taken in promoting 

the product. Alongside the words “Be wise – always wear Protector condoms” is a 

picture of a smiling, thoroughly respectable-looking couple (Weekly Topic, 1991; 10). 

Protector condoms were being sold on the basis of their being sensible, safe products 

– a line also adopted in 1997 by Life Guard condoms48, which were advertised on the 

basis that “condoms are the only sure way of reducing the risks of unplanned pregnancy and 

sexually transmitted diseases, including HIV/AIDS” (Life Guard, 1997). Given that 

abstaining from sex altogether is in fact ‘the only sure way’ to reduce these risks, this 

was a little disingenuous, but the determination of the social marketers to promote 

their product is undeniable. It was not, however, until the late 1990s that Uganda’s 

condom social marketers felt confident enough to promote their product as ‘fun’ and 

‘sexy’. One such advertisement for Life Guard condoms appeared in 1999, featuring a 

well-muscled man in shorts carrying a woman draped scantily in a cloth, with a 

waterfall as a backdrop. I recall that a billboard with this advertisement was placed 

at a strategically busy corner in Nnyendo – a low-income township outside Masaka – 

but there was uproar when it emerged that the land on which it had been placed 

belonged to the Catholic church. The billboard was quickly taken down. 

                                                                                                                                                                                        

approach to social change’, through the design and implementation of programmes aimed at 
improving the acceptability and uptake of ideas and products. 
47 ‘Bazungu’ = ‘White people’ 
48 Life Guard condoms made their debut in Uganda in 1996, with support from Marie Stopes 
International, a large NGO focusing on sexual and reproductive health issues. 
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At local level, the potential of condom social marketing was illustrated by work 

conducted during the MRC’s Masaka Intervention Trial, an evaluation of two 

different HIV prevention strategies49. An initial assessment of the study areas 

throughout rural Masaka conducted in 1994, found significant misconceptions about 

and opposition to condoms from the general community, and also that small retailers 

feared ridicule and a loss of clientele if they stocked condoms. But after five years of 

intensive community-based condom promotion (1995-1999 inclusive), during which 

donor-subsidised condoms were provided that permitted a 100% profit margin for 

retailers, 1.5 million condoms had been sold to a population of approximately 96,000 

adults. Misconceptions and opposition had also significantly decreased (Basajja et al., 

2000). The conclusion was that the local-level social marketing of condoms through 

commercial channels had effectively facilitated availability and accessibility to this 

rural community – this ‘planned approach to social change’ had largely succeeded, 

and had done so relatively fast. 

 

On a much larger scale, major new actors such as the World Bank were also entering 

the fray for the first time. Following on from its groundbreaking 1993 World 

Development Report (World Bank, 1993) – which, in a departure from previously 

held positions, highlighted the role of health in economic development – the Bank 

financed a six-year ‘STI50 Project’ in Uganda, to the tune of US$73 million (World 

Bank, 1999). The STI Project ran from 1994, and included a significant condom 

promotion component in addition to its other activities related to sexually 

transmitted infections and HIV. World Bank-funded condoms were distributed for 

free, via the public sector.  

 

Uganda’s condom promotion programme grew significantly during these years. 

Distribution increased from the woefully low levels indicated above during the late 

1980s to 4 million socially marketed condoms in 1994, and up to 16 million in 1997 

(DKT International, 2006), with a similar number distributed for free through the 

public sector.  

 

This increased programmatic activity was not, however, reflected in the policy arena. 

As mentioned above, the Uganda AIDS Commission had been placed in charge of 

AIDS policy development for the country in 1992, but a draft set of policy proposals 

                                                           

49 The MRC’s Masaka Intervention Trial is the topic of Chapter 6 
50 ‘STI’ = Sexually Transmitted Infection   
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written by the UAC in April 1995, conceded that “There are so far no articulated national 

policies on AIDS control” (UAC, 1995:11). This policy proposal document – part of a 

consultation exercise to develop a comprehensive set of national policies – included 

discussion of 34 policy issues, of which condoms were first on the list. ‘Quiet condom 

promotion’ remained as a de facto, unwritten policy, and the policy proposal was 

intended to formalize this by “Promot[ing] responsible use of condoms based on 

appropriate education and training” (UAC, 1995:13). However, this policy proposal 

document never went further than circulation and discussion. One Member of 

Parliament complained in July 1997, that although operational guidelines were in 

place for HIV testing, surveillance, and patient care, “a comprehensive set of national 

policies is yet to be generated” (Musumba, 1997:7).  

 

In October 1997, the unwritten policy of quiet condom promotion was scrapped by 

the Minister of Health, Crispus Kiyonga, who explained that the policy “has been 

overtaken by events” (New Vision, 1997a). Referring to declining rates of HIV infection 

in the country (as detailed below), he said that “The fall of HIV rates is largely due to 

condom use. There is no question that [the condom] helps.” National AIDS Control 

Programme manager Dr Elizabeth Madraa added that the government had seen “the 

demand by the people and had let the people decide… We see that those who used to be very 

strongly against the condom are now saying let it be used by married people, by people 

infected with HIV, by people who cannot abstain” (New Vision, 1997a). The change in 

policy was not formal or written, but the de facto position was clear nonetheless: 

Condom promotion could now be conducted openly, including through government 

media. 

 

I asked Masaka’s Bishop Ddungu why he thought the policy had been changed. “It 

was for political reasons,” he told me. “The support we receive from outside comes with 

strings attached. Either you accept the condoms or we stop the aid” [Interview, 21 October 

2004]. His strong doubts about the new policy were, not surprisingly, shared by the 

head of the Roman Catholic Church in Uganda, Emmanuel Cardinal Wamala, who 

explained to his congregation how “I at one time approached condom dealers and inquired 

whether they would allow giving their children bicycles without brakes to ride since they 

would be carrying bandages with them. This is exactly what [condom promoters] are trying to 

do” (New Vision, 1997b). Yet this anti-condom view was not adopted by all Catholics. 

Dr. Speciosa Kazibwe, the Roman Catholic Vice President of Uganda, was quoted as 

saying that “The Cardinal [Wamala] does not allow talk on condoms, but I have to tell the 
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people about them because [otherwise] the Cardinal would not have people to preach to” 

(New Vision, 2000a).  

 

Emotions continued to run high on the matter, with proponents on both sides 

fiercely defending their ideological positions, invariably in the absence of any 

evidence to support any given position: This was a moral, not a scientific debate. The 

facts on the ground superseded the discussion, however. According to Dr Peter 

Nsubuga, manager of the World Bank’s STI Project, “Demand [for condoms] is going 

through the roof, but our ability to meet this demand is not there” (New Vision, 2000b). The 

ever-increasing focus on condoms – at the expense of abstinence and zero-grazing – 

was such that Pastor Martin Sempa, an evangelical Christian leader, bitterly 

observed how “In Kampala the original billboards advocating for abstinence have either 

collapsed or rusted and a new breed of condom-promoting billboards have replaced them. The 

whole anti-HIV/AIDS campaign has been taken over by the commercial interest of promoting 

condoms” (New Vision, 2002a). Official figures show that around 170 million free 

condoms were distributed in the country between 1997 and 2002, with an additional 

117 million sold through social marketing groups (ACP, 2003: 15). This translates to 

an average annual availability of 48 million condoms during those six years – a lot of 

condoms, but perhaps not so many when counted against the nation’s population of 

around 20 million people. With approximately 50% of Ugandans – or 10 million 

people – being potentially sexually active51, this works out to an average of 9.6 

condoms per couple per year. As a senior official in the Ministry of Health told me, 

“a peasant with two or three wives may have several rounds [of sex] in one night” 

[Interview, 10 December 2004]. These 9.6 condoms may not therefore last for very 

long. 

 

Pastor Sempa was perhaps therefore exaggerating slightly, but ‘AIDS in Uganda’ had 

certainly turned into a large industry. The country’s AIDS control efforts were being 

conducted by a huge array of actors, with over 1,200 different agencies implementing 

all sorts of AIDS-related activities in the country in 1997 (UAC, 2002). The cost of this 

was substantial, with foreign donors covering most of the cost. Elizabeth Marum of 

the US Centers for Disease Control estimated that donor support covered 70% of 

Uganda’s prevention and care activities between 1989 and 1998, amounting to 

US$180 million, or an estimated US$1.80 per adult per year (Hogle et al., 2002:11).  

 

                                                           

51 48% of Ugandans were aged 15 or more in 1995, and the average age of first sex was 16.0 for women 
and 17.6 for men (DHS, 1996:9 and 78). 
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And as the twenty-first century dawned, global interest in AIDS grew yet further, 

with an increasing awareness that although Uganda may have done well in reducing 

incidence and prevalence, many other countries in Africa – most notably in the south 

of the continent – were facing explosive epidemics. In April 2000, the Clinton 

administration describe AIDS as a threat to US national security and to global 

stability (Independent, 2000); and subsequently, UN Secretary General Kofi Annan 

convened the General Assembly in July 2001, for a Special Session on HIV/AIDS 

(UNGASS), the first time the General Assembly had met to discuss a health issue. 

One of the concrete outcomes of this meeting was the founding in January 2002, of 

the Global Fund to Fight AIDS, Malaria and Tuberculosis, an international 

organisation with a remit to make large grants to countries in need of assistance in 

tackling these conditions. Uganda would soon become one of the Global Fund’s 

major recipients. 

 

The period from 1992 to 2002 can thus be described in Uganda as a time in which 

condom distribution and use increased relentlessly, even in the face of considerable 

opposition from powerful religious groups – and even though the number of 

condoms available per couple per year remained relatively low. Simultaneously, the 

emphasis on zero-grazing that had prevailed during the early years of AIDS control 

efforts was significantly reduced. The ‘AIDS industry’ became very well-established 

during this time, too, with tens of millions of dollars flowing in to fund programmes 

across the country. But the enormously increased global interest in AIDS from 2000 

onwards set the stage for an entirely new chapter in the history of the epidemic, a 

period in which the funding levels that had once seemed substantial would begin to 

appear rather paltry. 

 

� Epidemiological developments  

 

The prevailing epidemiological feature of HIV in Uganda during this period of 

intensive condom promotion was of falling HIV prevalence; and also, in Masaka at 

least, falling HIV incidence. It was during the 1990s that Uganda emerged on the 

international stage as ‘the African AIDS success story’, and first efforts were made to 

try to establish how the country’s prevention efforts were connected with what had 

happened epidemiologically. 

 

Evidence began to accumulate from the mid-1990s onwards of a generalized and 

sustained fall in HIV prevalence in many parts of the country. The first synthesis of 
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evidence pointing in this direction examined presentations given at the Ninth 

International Conference on AIDS and STD in Africa, held in Kampala in 1995. The 

various data sources reviewed included the general population cohorts52 in Masaka 

(3.6% of men aged 13-24 were HIV-positive in 1990/91, falling to 1% in 1994/5) and 

Rakai (overall adult prevalence at main road trading centres fell from 38% in 1990 to 

31% in 1992); as well as from ante-natal clinics in Kampala (falling from 28% HIV-

positive in 1988-90 to 16% in 1993). The conclusion was that “There appears to be a real 

decline in HIV seroprevalence in some population groups in Uganda” (Konde Lule, 

1995:33). 

 

Further supporting evidence continued to come in from all over the country over the 

following years, predominantly from the easiest group to monitor systematically: 

pregnant women. Significant declines in HIV prevalence were noted in young 

pregnant women in the western district of Fort Portal (Kilian et al., 1997) and several 

other urban centres (ACP, 1999). But the most widely representative and 

comprehensive data suggestive of falling HIV prevalence came from the general 

population cohorts in Rakai and Masaka (Wawer et al., 1997; Kamali et al., 2000). 

 

Falling HIV prevalence is of course good news, as this means simply that fewer 

people are carrying the virus. But the key to controlling an HIV epidemic is in fact to 

reduce HIV incidence – or new infections. Prevalence is defined as the overall 

proportion of a population that is infected, and is a product of incidence as well as 

mortality and migration. Thus falling prevalence could be the outcome of a very high 

mortality rate though with concurrent high incidence, which is by no means a 

desirable outcome. Demonstrating falling incidence is therefore the ultimate hope of 

all those engaged in HIV epidemiological surveillance, but it is technically very hard 

to do and it requires many years of follow-up. Thus it was not until the year 2000 

before the very first evidence emerged of falling HIV incidence in Africa, at the XIIIth 

International AIDS Conference in Durban (Mbulaiteye, 2000). Data from the Medical 

Research Council’s general population cohort in Masaka showed statistically 

significant declining rates of HIV incidence between 1990 and 1999 – where 7.6 

                                                           

52 Most epidemiological HIV surveillance relies on convenience samples, such as pregnant women 
attending ante-natal clinics. While these are invaluable for establishing epidemiological trends, they 
are biased - not representative of the general population - so it is difficult to estimate overall HIV 
prevalence rates. By contrast, ‘general population cohorts’ are made up of all the adults living in a 
given geographical area who are willing to take part in ongoing, ‘longitudinal’ surveillance, and as 
such they are far more representative. They are also, however, expensive and technically complex to 
manage. The general population cohorts in Masaka and Rakai were at this stage the only ones in all of 
Africa. 
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people in every thousand uninfected people were infected annually in 1990, the rate 

had fallen to 3.2 per thousand in 1998. 

 

With this, Uganda’s status as ‘the African AIDS success story’ was sealed. The 

country’s falling HIV prevalence rate became almost iconic, with the most widely 

circulated figures stating that national HIV prevalence had fallen from 30% early in 

the epidemic to 10% (see, for example, UAC, 2000:iii). In 2002, however, a London-

based researcher, Justin Parkhurst, challenged in The Lancet the extent to which the 

figures were nationally representative (Parkhurst, 2002). He did not claim that 

Uganda had not been successful in reducing HIV prevalence; rather, he suggested 

that the claims had been exaggerated through the use of “selective pieces of information, 

which have been falsely presented as representative of the nation as a whole” (Parkhurst, 

2002;78). “The standard of proof for policy recommendations,” he concluded, “seems to 

have been lowered to provide the international community with the African success story it 

wants, or even needs” (Parkhurst, 2002;80). 

 

Parkhurst’s intervention was not welcomed in Uganda. Captain Mike Mukula, the 

Health Minister, raged that “They don’t believe that any country in Africa can do anything 

positive” (IRIN, 2002); and he was characterised by several of my own respondents in 

Kampala as a foreign researcher whose approach I would do well not to emulate.  

 

� Did research contribute to Uganda’s falling HIV infection rates? 

 

The sort of evidence that would have been useful for policy makers and 

implementing agencies during this period is that which would have demonstrated 

the effectiveness or otherwise of particular HIV prevention strategies. By having an 

empirical basis, it would have helped to divide up limited funding between 

behavioural intervention channels such as peer education, school-based AIDS 

education, local video and drama shows, and nationwide poster and radio 

campaigns. It would also have been helpful to have an empirical basis for knowing 

which messages – for example, promoting abstinence, zero-grazing, or condom use – 

were most effective and acceptable, within which channels, and for which audiences.  

 

However, very little such research had been conducted, so behavioural HIV 

prevention in Uganda and the rest of Africa continued to take place more or less in 

an evidence void. Perhaps the most comprehensive database detailing evaluations of 

African HIV behavioural interventions is run by John Hubley, a Leeds-based 
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consultant (Hubley, 2003). Hubley’s database includes 41 peer-reviewed evaluations 

of African interventions up until the year 2002. These concern many different 

intervention strategies, including those targeting the general population, sex workers 

or other ‘high risk’ groups; those based in clinics and schools; and those using the 

mass media to put out their messages. Of these 41, six were conducted in Uganda 

(Schopper et al., 1995; Kaleeba et al., 1997; Kagimu et al., 1998; Shuey et al., 1999; 

Kipp et al., 2001; Kinsman et al., 2001).  

 

At first sight, this may appear to be reasonably impressive. However, a closer 

analysis reveals a number of important holes in this body of evidence. First and 

foremost, the objective of all HIV prevention interventions is, obviously, the 

prevention of HIV – and yet only two of these 41 African studies have directly 

sought to verify that they have actually been preventing HIV transmission, by using 

HIV incidence as an outcome measure (Laga et al., 1994; Grosskurth et al., 1995). 

Furthermore, only one of these included a control group (Grosskurth et al., 1995), 

thereby permitting changes in the intervention group to be ascribed specifically to 

the intervention rather than to unknown external factors. And further still, although 

this study included a behavioural component, it was predominantly a clinical 

intervention which focused on the management of STDs. Thus, by 2002, the body of 

evidence did not include a single controlled evaluation of an African HIV 

behavioural intervention that used the marker that really matters – HIV incidence – 

as an outcome measure. 

 

There are good reasons for this, not least the fact that conducting such rigorous 

evaluations is costly and technically complex. In mitigation, we should also 

remember that the randomised controlled trial – by which such evaluations are 

conducted – does not have a monopoly as the only worthy methodological approach. 

Nonetheless, as Hubley points out in his database notes, much of the remaining 

evidence is of dubious quality, for a variety of reasons.  

 

For example, all but half a dozen of the remaining 39 evaluations of African 

programmes rely on ‘Knowledge, Attitude and Practice’ (KAP) surveys. The 

objective of these is to quantify people’s knowledge about HIV and AIDS, in 

particular with respect to modes of transmission; their attitudes towards people 

living with AIDS and towards safer sex; and also to establish the proportions of 

people reporting casual sex in the previous X months, or the proportion reporting 

condom use during such trysts. However, as suggested at the beginning of this 
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chapter, such surveys are inherently subject to misreporting and bias, and provide 

only the shallowest of insights. Second, details of the intervention being evaluated – 

whether peer education or counselling or mass media campaigns – are frequently 

limited or missing entirely from the reports, which means that even if they were 

successful, nobody would be able to replicate them. Third, many of the evaluations 

include no baseline measurements, no details of sampling procedures, had very brief 

follow-up periods, or they do not provide the raw data on which their conclusions 

are drawn. Fourth, and very important from the point of view of evidence-based 

policy making, by no means all the studies reported success: Two of the six Ugandan 

studies, for example, reported ‘no’ or ‘very limited’ effect of the intervention being 

evaluated (Kinsman et al., 2001; Kipp et al., 2001).  

 

This critique shows that the literature on African behavioural interventions is of 

extremely varied quality, and that it is very difficult to take the findings collectively 

and argue that they show anything definitive. The possibility for developing any sort 

of evidence-based policy is therefore limited, while the conditions for moral, 

ideologically based policy making could hardly be more perfect. 

 

Within Uganda, it could be argued that the country’s open policy to AIDS in some 

ways inadvertently facilitated this situation. The Uganda AIDS Commission 

published a National Research Needs Assessment for AIDS in 1993, which found that 

“a virtual explosion of activity” had taken place, during which “much of the research work 

has been ad hoc, without an overall co-ordinated plan, and with little effort of sustainability” 

(UAC, 1993:3). Furthermore, the trend noted above during the period 1986 to 1992 – 

in which relatively little AIDS research was based in Africa, and even less was 

formulated and led by Africans – continued throughout the 1990s. As the Ugandan 

social scientist Christine Obbo complained, “The research agenda on AIDS in Uganda is 

determined by outsiders. The Ugandan doctors involved in AIDS research have become 

rubber stamp collaborators who cannot set the agenda because they are paid by someone else. 

Several doctors have said: ‘This is the only way I can make a living to support my family.’ 

‘This is the only way I can keep in touch with international researchers.’ ‘This is the only way 

I can travel, I do not want to be an isolated scientist.’ ‘We are a poor country; our hands are 

tied’” (Obbo, 1995:84). With so many non-Ugandans effectively setting the agenda of 

AIDS research in Uganda, intervention evaluation was either seen by them as not 

relevant to their particular topic of scientific interest, or, given the need for a strong 

infrastructure for such endeavours, as impracticable. 
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Such was the lack of firm evidence regarding HIV prevention in Uganda as well as in 

the rest of Africa that a group of international organisations felt obliged to issue a 

‘Statement of Belief’, affirming their belief in the value and effectiveness of behaviour 

change. The statement – by UNDP, the Salvation Army, Save The Children-UK, and 

the UK NGO AIDS Consortium – tried to sound confident, but its inevitable 

weakness illustrates the position that was being faced: “We believe that individuals and 

whole communities have the inherent capacity to change attitudes and behaviour… We 

believe that behaviour change is the most essential strategy in overcoming this HIV 

pandemic” (AIDS Analysis Africa, 1992:9).  

 

UNAIDS was also suffering from desperation. One of my respondents, who had 

previously worked with the organisation, decried the lack of evidence specifically in 

relation to voluntary HIV counselling and testing (VCT), but the principle applied 

equally to other prevention strategies: “As UNAIDS we emphasised the potential benefit 

[of VCT] for HIV prevention [in the mid-1990s] without solid evidence. This was the only 

thing we had in the armoury. You sit back now and look at the evidence, and say we were 

desperate, but we had to do that. It was all we had” [Interview, 18 Feb 2004]. Such 

comments put an interesting perspective on the carefully crafted UNAIDS global 

update from June 1998, which includes a section entitled ‘Prevention works’ (UNAIDS, 

1998:26). Since much of UNAIDS’ work involves advocacy and awareness-raising, 

they were unlikely to suggest that prevention activities would not work; but the 

certainty of their statement belies the undeniably fragile basis on which it stood. 

Their own text conceded that “It is almost impossible to attribute changing behaviour or 

low or falling rates of infection with HIV and other STDs to a single element of a prevention 

programme” (UNAIDS, 1998:26); but it then went on to say that “All the evidence shows 

that prevention does work” (UNAIDS, 1998:26). The only evidence presented from all of 

Africa to support this claim came from Senegal, one of a small handful of sub-

Saharan African countries consistently to maintain very low levels of HIV 

prevalence. 

 

Across the continent, therefore, enormous gaps remained in what was known about 

the effectiveness of HIV prevention strategies. In response to this, the MRC set up the 

Masaka Intervention Trial in 1994, the first evaluation of an African community-

based HIV behavioural intervention to use HIV incidence as its primary outcome 

measure. By using a hard biological outcome measure such as HIV incidence, the 

study could largely overcome the problems of desirability bias inherent in purely 

survey-based research; and, as such, it was hoped, could provide solid evidence of 
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the effectiveness – or not – of the widely adopted approach to HIV prevention that it 

was evaluating. The Masaka Intervention Trial and the response to its findings, 

which were released in 2003, will be discussed in detail in Chapter 6. 

 

3) 2002 to 2005 – Money, politics and mud  

 

� PEPFAR and the retrospective birth of ‘ABC’ 

 

“To meet a severe and urgent crisis abroad, tonight I propose the Emergency Plan for AIDS 

Relief - a work of mercy beyond all current international efforts to help the people of Africa... I 

ask the Congress to commit $15 billion over the next five years, including nearly $10 billion 

in new money, to turn the tide against AIDS in the most afflicted nations of Africa and the 

Caribbean” (White House, 2003a). With these words, spoken on January 28, 2003, US 

President George W Bush opened an important new chapter in the global campaign 

against HIV and AIDS, as well as in the increasingly heated international and 

globalised discussion about how this campaign should be managed.  

 

The President’s Emergency Plan for AIDS Relief ( PEPFAR) was, and remains, very 

ambitious. Over the five years from 2003 to 2008, it has aimed: (i) to prevent 7 million 

new HIV infections; (ii) to bring 2 million HIV-positive people onto antiretroviral 

treatment; and (iii) to provide “a range of care” for 10 million HIV-infected individuals 

and AIDS orphans (White House, 2003a). The legislation that dictates how the $15 

billion is to be spent stipulates the following division: 

 

i) 55% for the treatment of people with AIDS;  

ii) 20% for HIV prevention (of which at least 33% is to be spent on abstinence-

until-marriage programmes);  

iii) 15% for the palliative care of people with AIDS;  

iv) 10% for helping orphans and vulnerable children.  

 

During the debates in Congress concerning how to allocate this $15 billion, the 

prevention component provoked particular controversy, with the arguments largely 

following the party political divide. Republicans generally argued in favour of 

abstinence-until-marriage programmes, while Democrats tended to support funding 

for condom promotion programmes. Witnesses were invited to contribute, of whom 

one of the most crucial to the outcome was Uganda’s First Lady, Janet Museveni. A 

devout Christian, she has consistently stood in firm opposition to the use of 
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condoms, and especially so by young people: “Young people must be taught the virtues 

of abstinence, self control and postponement of pleasure, and sometimes sacrifice,” she told 

an International Christian Conference on AIDS in February 2002 (New Vision, 

2002b). “I am not comfortable,” she added in October 2003, “with the thought that the 

[fate] of an entire continent could depend upon a thin piece of rubber” (Monitor, 2003).   

 

With this well-defined advocacy position in mind, she flew to Washington during 

the debates and presented a formal letter to Republican lawmakers stating that 

abstinence had been the key to Uganda's success (Epstein, 2007:187). Her lobbying, as 

well as that of various American Christian groups holding a similar position (see, for 

example, Dobson, 2003), helped to ensure that of the $3 billion that had been set aside 

for HIV prevention, ‘at least 33%’ – or ‘at least $1 billion’ – was to be used solely for 

abstinence-until-marriage programmes. The basis of the policy included ‘evidence’ 

provided to Congress that “abstinence until marriage has been shown to significantly 

reduce HIV infection rates on a continent otherwise ravaged by AIDS. Uganda once had the 

highest HIV infection rate in the world, but after launching an aggressive program 

prioritizing abstinence, the infection rate plummeted by as much at 70 percent, courtesy of a 

two-year delay in the onset of sexual activity among young people” (Dobson, 2003).  

 

This sounds impressive, but it is epidemiologically incorrect. First, it is exaggerating 

to describe anything that took place in Uganda prior to 2004 as an ‘aggressive 

program prioritizing abstinence’. In spite of international accolades (see, for example, 

Heckert and Baldo, 1998; Green, 2003a), AIDS and sex education in Ugandan schools 

– the most accessible setting for reaching large numbers of young people with 

messages about abstinence – has in fact historically been very limited. AIDS 

education was not included at all in the curriculum for Uganda’s secondary schools 

throughout the 1990s (Kinsman et al., 1999:592; Hyde et al., 2002:vi), with a 

presentation given at the IXth International Conference on AIDS and STD in Africa, 

held in Kampala in 1995, concluding that “Sex education is virtually absent in 

[Ugandan] schools, or was limited purely to information on reproductive biology” 

(Bachengana,1995). Subsequently, a life skills programme was launched by the 

Ministry of Education and UNICEF (UNICEF, 1996), with the intention of 

“empowering girls and boys to be self-confident decision makers with the ability to delay 

sexual debut, negotiate safe sex and become responsible citizens” (Human Rights Watch, 

2005). However, its evaluation three years later revealed that “none of the activities had 

succeeded in reaching the classroom” (Hyde et al., 2002;32).  
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Second, the delay in onset of sexual activity over the 1990s was not two years, but 

half that (Bessinger et al., 2003;12). And third, only a portion of the ‘plummeting 

infection rate’ can be attributed to abstaining youth, since the fall in prevalence 

occurred throughout the entire adult population. The conclusions drawn by Janet 

Museveni and James Dobson were based on a selective use of evidence, and do not 

accurately represent what happened in Uganda. 

 

When signing the legislation53 to initiate PEPFAR four months after his initial 

announcement, President Bush also used an adapted version of what had taken place 

in Uganda as the basis on which PEPFAR would approach prevention in all its 

recipient countries. “The nation of Uganda is pursuing a successful strategy of prevention,” 

he said, “emphasizing abstinence and marital fidelity, as well as the responsible use of 

condoms to prevent HIV transmission. The results in Uganda have been remarkable. The 

AIDS infection rate has fallen sharply since 1990, and in some places the percentage of 

pregnant women with HIV has been cut in half. The Uganda plan is proving that major 

progress is possible” (White House, 2003b). One of the key phrases used here referred 

to the “responsible use of condoms”; a model which, as defined by PEPFAR, included 

promoting condoms only for high risk groups, such as sex workers and their clients, 

sexually active discordant couples (in which one partner is known to have HIV), and 

substance abusers. Young people were not seen as appropriate targets for condom 

promotion (State Department, 2005). Such specific targeting of condoms was never 

part of the Ugandan model, but nonetheless, Ugandan policy – or an interpretation of 

Ugandan policy – played a significant part in shaping and justifying a major US 

foreign policy, which Bush himself described as “the largest single up-front commitment 

in history for an international public health initiative involving a specific disease” (White 

House, 2003b). Thereby, Ugandan policy, as seen through the ideological lens of the 

Bush administration, also subsequently affected the AIDS control strategies of all 15 

PEPFAR recipient nations. 

 

The “Uganda plan” being advocated by the US administration was dubbed ‘ABC’ – 

Abstain, Be faithful, or use a Condom. The term ‘ABC’ was applied to Uganda by 

Americans, and had never actually been used in Uganda prior to 2002. It was in a 

sense, therefore, a retrospective and foreign definition of Uganda’s AIDS control 

efforts since 1986. Since, at individual level, A, B and C represent the only three 

currently viable means for people to avoid the sexual transmission of HIV – and 

since Uganda has advocated for each of these strategies in different ways over the 

                                                           

53 U.S. Leadership Against HIV/AIDS, Tuberculosis and Malaria Act of 2003 
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years – this is not itself problematic: It does broadly represent what Uganda has 

done. A difficulty has arisen, however, in the relative emphasis given to the three 

components by advocates on each side of the ideological divide.  

 

For example, former US Secretary of State Colin Powell wrote to USAID missions in 

December 2002, requiring them to review all existing contracts with organisations 

involved in AIDS-related activities so as to ensure that they “reflect appropriately the 

policies of the Bush administration”. He continued, telling them to promote an ABC 

policy, before adding that “Empirical evidence shows that successful programmes support 

a strong emphasis on campaigns that promote abstinence, faithfulness, and reduction of the 

number of partners” (Boston Globe, 2003;A1). With no mention of condoms, this 

amounted to an ‘empirically-based’ ABC strategy with no C. As an American author 

complains, “US-based social conservatives in and out of government – even as they pay 

homage to the ABC mantra – continue to confuse all of these issues. For them, ABC has 

become little more than an excuse and justification to promote their long-standing agenda 

regarding people's sexual behavior and the kind of sex education they should receive: A for all 

unmarried people, bolstered by advocacy of B, but, at least for the so-called general 

population, ‘anything but C’” (Cohen, 2004;132). Indeed, some religious groups have 

recast ‘ABC’ altogether during this re-writing of Ugandan history, with the ‘C’ for 

‘Condoms’ being switched to ‘C’ for ‘Christ’ (Cushman, 2005). 

 

On the other side of the divide was a wide array of actors also claiming ‘evidence’ in 

support of their pro-condom position, and adopting sometimes disingenuous 

wording to make their point. For example, a piece entitled Closing the Condom Gap, 

published by the prestigious Johns Hopkins School of Public Health, includes the 

rather misleading statement that “In Uganda condom use increased and HIV prevalence 

decreased following a national AIDS prevention and condom promotion effort” (Population 

Reports, 1999). While it is true that condom use increased and HIV incidence and 

prevalence simultaneously decreased, it is a major over-simplification to suggest that 

the former was primarily responsible for the latter: Association is not the same as 

causation. As explained above, the number of condoms imported into the country 

annually could not possibly have counted for more than a handful of sex acts per 

couple per year; and while this would have contributed to a fall in incidence and 

prevalence, it was surely not the primary engine for change. It would appear that the 

pro-condom advocacy nature of the piece tempted the authors to imply a clear, if 

unjustified, link. 
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� What really caused the fall in HIV incidence and prevalence? 

 

Many of those involved in this debate have selected or interpreted evidence to suit a 

pre-determined ideological position. But what does the evidence actually say? With 

the success of controlling HIV in Uganda, many researchers – both foreign and 

Ugandan – have became interested in trying to understand what had brought about 

the changes in the country. The epidemiology is not clear-cut, however, and, as 

explained by one of those involved in trying to unravel the story, the World Bank’s 

David Wilson, “There is plenty in the data to bother everyone!” (USAID, 2002; 1). An 

earlier study had suggested that risk behaviour reduction – not mortality or 

migration – was primarily responsible for bringing down HIV prevalence in western 

Uganda (Kilian et al., 1999). The authors of this study did not, however, seek to 

ascertain the relative importance of particular individual-level behaviours – A, B or C 

– in bringing about the changes. This was the question that defined the subsequent 

political debate over HIV prevention in Uganda.  

 

That said, there is by now consensus among many international scientists that of the 

three components within the ABC strategy, ‘B’ was of central importance in initially 

bringing down HIV incidence and prevalence in Uganda (Hogle et al., 2002; USAID, 

2002; Green, 2003a; Shelton et al., 2004; Wilson, 2004; Stoneburner and Low-Beer, 

2004). Much of the analysis for this early period relies on two nationwide survey 

datasets, collected in 1989 and 1995, the period in which the major turnaround in 

national prevalence took place. Known as Demographic and Health Surveys (DHS), 

these data suggested that Ugandans had reduced their number of non-regular (or 

higher risk) sexual partners by as much as 60% during those years. As we have seen, 

condoms had not then been present in the country in anything like sufficient 

numbers to have had a significant population-level effect, and increases in reported 

abstinence, while reported, were confined primarily to young, urban males. Rand 

Stoneburner of Cambridge University explains that “As the acceptance of partner 

reduction in Uganda occurred before interventions such as condom promotion, social 

marketing, and VCT54 were implemented, the country’s success appears to have taken root 

from the behaviour changes motivated by this communication-based, community-level 

response to the epidemic” (USAID, 2002; 3). 

 

In other words, the turnaround in Uganda’s HIV epidemic has been ascribed by 

many academics to the ‘moral’, more austere end of the ABC spectrum – and 

                                                           

54 VCT = Voluntary HIV Counselling and Testing 
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especially to ‘B’ – rather than the more permissive, liberal ‘C’. One of the high profile 

advocates of this interpretation of the evidence, Harvard University’s Ted Green, has 

spoken of the problems inherent in this position, pointing out that “It would have been 

easier to promote the idea if Al Gore had been elected [US President in 2000] rather than 

Bush, because nobody on the left would be suspicious that ABC was a Trojan Horse for 

abstinence-only groups on the right” (Washington Times, 2003). “In the present politically 

charged atmosphere,” he added, “it seems impossible to bring up evidence of this sort 

without being accused by someone of having an agenda that goes beyond AIDS” (Green, 

2004).  

 

One such accusing group was the New York-based organization Human Rights 

Watch, who charged that great behemoth – “the US government” – with 

manipulating researchers such as Ted Green and his colleagues in their analysis of 

the Ugandan data. “Between 2002 and 2004,” they declared, “the US government 

sponsored at least four studies which concluded that the drop in HIV prevalence in Uganda in 

the 1990s resulted from increased rates of abstinence and fidelity in Uganda during that 

period, as well as a concerted government effort to encourage these behaviour changes. The 

aim of these studies was apparently to provide a scientific basis for current abstinence-until-

marriage programs” (Human Rights Watch, 2005; 68).  

 

There is a certain naivety to the Human Rights Watch argument here as they seek to 

discredit the credentials of the scientists involved in these various studies. The 

overall objective of the HRW report was to challenge the increasing focus on 

abstinence-only programmes in Uganda, as supported by the US government; and its 

title, “The less they know, the better”, makes clear their ideological position from the 

start. But rather than contesting the actual evidence presented by the scientists, they 

suggest that since the current US administration supports abstinence-based 

interventions, anyone who argues that abstinence may have a role to play in fighting 

HIV must have been ‘bought’ by Washington. When Ted Green talked about 

‘agendas that go beyond AIDS’, this sort of conspiracy theory is exactly what he 

meant. 

 

A final word on the epidemiological complexity of HIV in Uganda is warranted here. 

The consistent conclusion among scientists about the pre-eminence of ‘B’ has been 

jarred by a report from Rakai suggesting that sharp increases in condom use in the 

district over the period 1993 to 2004, were counterbalanced by decreases in both 

abstinence and faithfulness. The primary reason for falling HIV prevalence in the 
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area, the authors concluded, was high mortality – people with AIDS dying, and 

thereby leaving the pool of infected individuals (Wawer et al., 2005). While this 

suggestion is not contradictory to the explanation above – it does not deny that ‘B’ 

may have played an important role in the earliest years of the national response, 

prior to 1993 – it does provide a more complex interpretation of what may have 

happened. There is indeed ‘plenty in the data to worry everyone’.  

 

Thus the science may never produce a clear, unambiguous explanation for ‘what 

happened in Uganda’, but in the words of an open letter published in The Lancet in 

November 2004, signed by over 100 individuals – including President Museveni – it 

was now time to move on. “The time has come,” the letter argues, “to leave behind 

divisive polarization and to move forward together in designing and implementing evidence-

based prevention programmes to help reduce the millions of new infections occurring each 

year” (Halperin et al., 2004:1914). Such rhetoric is admirable, but in the absence of 

convincing evidence about which particular prevention strategies are actually 

effective, it is unclear what these ‘evidence-based prevention programmes’ will be 

based on. And as we will see, the controversy did not end there. 

 

� A changing condom policy in Uganda: under pressure from the USA? 

 

During a keynote speech at the XVth International AIDS Conference in Bangkok in 

July 2004, President Museveni provoked a storm with a series of apparently 

contradictory comments about Uganda’s HIV prevention policy. Museveni’s words, 

as given below, should be seen in relation to the country’s National Condom Policy 

and Strategy – which no doubt received his personal approval. Published just the 

month before the Bangkok conference, in June 2004, the condom policy states that 

“Correct and consistent condom use shall be widely and openly promoted to all sexually 

active individuals as an effective means of preventing HIV/STI transmission and as a family 

planning method” (ACP, 2004; 8). 

 

Museveni’s first comments in Bangkok appeared to be a reiteration of the well-

known Ugandan position: “Our approach [to HIV prevention] is gradual; abstinence, be 

faithful to each other, but if you can’t, use a condom. It is a graduated process rather than 

another ‘unit solution’ approach… Let the condom be used for those who cannot abstain, 

those who cannot be faithful within marriage, or those who are estranged from their families 

for economic reasons. They may not have optimal sex according to our idea of sex; it may not 

be optimal, but it will be safe sex to be better than dying.”  
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But he then immediately took an almost directly opposing position: “[The condom] is a 

good improvisation – I look at the condom as an improvisation, not as a solution, but an 

improvisation… People assume that all people in the world have sex in the same way… 

Condoms may be all right in some varieties, but in other varieties it’s quite a hindrance, and I 

am sure these Africans know what I am talking about [Laughter]… The prescription of 

condoms is not, in my opinion, the adequate solution to this problem in the end because in 

some cultures, sexual intercourse is so elaborate that condoms are a hindrance and therefore a 

frustration” (Kaiser Network, 2004). 

 

Museveni may have been personally ambivalent about condoms for many years, but 

this rather mixed message – given in a high-profile speech and as a widely 

recognised international leader in the struggle against AIDS – generated significant 

debate both in Uganda and in Bangkok. The State Minister for Health, Dr. Alex 

Kamugisha, felt obliged to go on record four days later to ‘clarify’ what the President 

had actually meant. “The President pointed out several challenges regarding condom use 

especially in the Great Lakes region and in most of Africa, where they could be used 

inconsistently or inappropriately,” Kamugisha said. “The President did not at any one time 

campaign against the use of condoms. On the contrary, he said denying condoms to people 

who need them would be condemning them to death. Condoms save lives if used correctly and 

consistently” (New Vision, 2004a). 

 

In spite of the Minister’s ‘clarification’, Museveni’s anti-condom rhetoric resurfaced 

later in the year. In October 2004, he argued that “Condoms are not the solution because 

there are certain sicknesses which cannot be stopped by condoms. This condomisation they are 

talking about is a recipe for disaster” (New Vision, 2004b). A similar position was put 

forward in November by the State Minister for Information, Dr. Nsaba Buturo, who 

said that “We have erroneously given more prominence to condoms [than abstinence and 

faithfulness] and this is going to change. It is now going to be equal treatment... The strategy 

that has worked for Uganda is ABC but of late there has been a school of thought fiercely 

defending the position that it is the condom. They don't want anyone to talk about abstinence 

and faithfulness” (New Vision, 2004c). A change in rhetoric had emerged, suggesting a 

clear switch from the policy outlined in the recently published National Condom 

Policy and Strategy. 

 

This change emerged during my field work period in late 2004, so I was able to ask 

relevant individuals what they thought had brought it about. Other background 



CHAPTER 4 

 114 

events were taking place at the time, such as the fact that 2004 saw Uganda receive 

her first tranche of PEPFAR money, to the tune of US$91 million (State Department, 

2006b). Most of my respondents appeared to believe that there was a direct 

connection between the incoming PEPFAR cash and the change in policy, an 

indication of both Uganda’s dependence on US development aid and of the power of 

the US to affect the domestic policies of foreign countries. 

  

In the words of a Resident District Commissioner, directly appointed to his post by 

the President himself, “Initially, [Museveni] was reticent about condoms, then he embraced 

them, and now he’s drawing away from them again. It’s because of international pressure” 

[Interview, 1 September 2004]. A senior public health physician in Kampala felt 

similarly: “I wasn’t in Bangkok, but the people I spoke to said that the Ugandans were 

holding their heads in their hands… To be sure, he has never been a favourite of condoms or 

premarital sex. But having watched him over the years, I’ve never heard him so openly 

denouncing them. That strong message may have come from his Republican friends in 

Washington. I think the Americans may have a strong impact” [Interview, 25 October 

2004]. 

 

Another public health physician held the same line. “My inclination is that the Bush 

money has changed the way we face the epidemic. It has encouraged the moralists to speak 

with a louder voice, and to kill the condom aspect. Bangkok was when he made it public to the 

outside world, but even before that he had said it here. Two or three years ago, he gave a talk 

and he lambasted the condom” [Interview, 29 October]. This comment provides an 

interesting reflection of that of the Masaka Bishop, as given above, who believed that 

condom promotion was encouraged by foreign donors in Uganda during the 1990s, 

on the basis that “either you accept the condoms, or we stop the aid.” According to this 

theory, the direction of the international political wind largely dictates the direction 

of HIV prevention practices in Uganda. 

 

However, not all my respondents felt that US pressure was behind the changes. A 

journalist working with the government-backed New Vision newspaper explained 

that “The way I interpret [what Museveni said in Bangkok] is that he didn’t say anything 

new; he has never really been an advocate of condoms. It’s just that he was in a different 

forum. He was just advocating for ABC, as usual. Maybe it pleased President Bush, but it 

was the same position he’s always had. He couldn’t have taken that position to please Bush” 

[Interview, 10 November 2004]. 
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An editorial for the same newspaper argued similarly. “The most disheartening fact was 

for [Museveni’s critics] to insinuate that he was seeking cheap favours from US President 

George Bush. To the critics of the President's downplaying of condoms, he is ostensibly trying 

to hang on Bush’s coat tails since the US President too is no fan of condoms. In return, the 

Ugandan leader supposedly collects dollar crumbs from the American high table. Of course, 

the peddlers of this desperate argument pretend not to know that President Museveni was 

deep in the anti-HIV/AIDS trenches long before baby Bush got out of political diapers” (New 

Vision, 2004d).  

 

Clear divisions had therefore emerged in 2004 within Uganda over the direction of 

the country’s condom policy. In an unfortunate further development, the confusion 

was exacerbated late in the year by a Ministry of Health decision to withdraw tens of 

millions of Chinese-manufactured condoms, known as Engabo55, from government 

clinics and distributors across the country. Customers had complained of a bad 

sulphurous smell, and post-shipment tests had also revealed sub-standard latex with 

many holes (Bass, 2005). Given the simultaneous change in Uganda’s de facto 

condom policy, the timing could hardly have been worse for the Ministry of Health, 

which holds a pro-condom position. I was present at a public meeting in November 

2004, at which Elizabeth Madraa, head of the Ministry’s AIDS Control Programme, 

tried to rectify the public’s perception of what had happened. “All the condoms we 

bring [into Uganda] are really good condoms,” she said. “But we are rectifying that 

[problem with Engabo], and we make sure that the condoms which we give out are quality 

condoms. We are really concerned about the quality, and we are sorry about the mishap.” In 

spite of Madraa’s pleas, there were suggestions among some members of the public, 

that this was Museveni’s way of withdrawing support for the condom ‘via the back 

door’ (IRIN, 2006). Museveni’s political position, they suggested, had been 

manifested via a faked technical problem with the Chinese condom manufacturers. 

 

Uganda’s condom shortage remained unresolved for some time, creating serious 

ongoing problems for HIV prevention programmes throughout the country. 

However, the crisis also turned into a political football, with Stephen Lewis, the UN’s 

Special Envoy on AIDS in Africa, attributing the shortage directly to US policies: 

“There is no doubt in my mind that the condom crisis in Uganda is being driven by [US 

programmes],” Lewis said. “Over the last eight to 10 months, there’s been a very significant 

decline in the use of condoms, significantly orchestrated by the policies of the [US] 

government” (Monitor, 2005). It is not possible to say with any certainty whether or 

                                                           

55 Engabo means ‘shield’ in Museveni’s mother tongue, Runyankore 
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not this was actually the case. But Mr Lewis’ comments once again underscore the 

strength of feeling that existed on both sides of the debate, feelings that were defined 

above all by ideology rather than by evidence. 

 

Discussion 

 

This detailed historical review has shown that the major decisions during the first 15 

years or so of behavioural HIV prevention in Uganda were based primarily on 

educated hunches, pragmatism in the face of limited alternatives, and a clear 

understanding of what could feasibly be attempted. None of what was done in those 

years was evidence-based in the sense that any given strategy – first zero grazing, 

and then an increasingly liberal national condom promotion strategy – had been 

scientifically shown to be effective. But Uganda was lucky, and collectively the 

approach worked, with HIV prevalence peaking in the early 1990s, and then falling 

steadily throughout the decade. 

 

This success in bringing down prevalence rates stimulated great interest from the 

year 2002 onwards, when huge sums of money were becoming available for 

combating AIDS in Africa through such funding mechanisms as President Bush’s 

PEPFAR. Impetus was thus created for bringing evidence onto centre stage for the 

first time. With Uganda’s unique success in reducing its HIV burden over the 1990s, 

PEPFAR administrators looked to supporting evidence from the country to justify 

the HIV prevention policies that they wanted to develop.  

 

It was not, however, the actual Ugandan approach to HIV prevention that was 

adopted as the PEPFAR model for HIV prevention. Rather, it was an interpretation of 

Uganda’s experience that was presented to the world as the ‘Uganda Plan’. In 

contrast to the scientific consensus, this focused considerably more on abstinence and 

considerably less on condoms than was justified by the limited data that existed on 

the subject56. The retrospective interpretation of past events was then used as the 

template on which US-funded HIV prevention programmes were to be run in all 

fifteen PEPFAR recipient countries, including Uganda. Thus a re-writing of Uganda’s 

historical approach to HIV prevention – the ABC policy – was reflected back onto a 

willing and receptive Uganda via Washington, and presented as if it had been 

Uganda’s idea in the first place.  

 

                                                           

56 This data came primarily from the 1989 and 1995 DHS surveys.  
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Ironically, one could argue that Uganda’s longstanding open AIDS policy – which 

provided an umbrella for all the events described in this chapter – partially facilitated 

this outcome. AIDS research in Uganda has always been driven primarily by non-

Ugandan actors and interests – warmly welcomed by the open policy – to the point 

that it was recognised already in 1993, that the ‘explosion’ in research activity in the 

country was uncoordinated and ad hoc. Evaluations of complex behavioural 

interventions were simply not the priority of northern-based scientists, who were 

more interested in simply understanding the scale of the epidemic. Their research 

focus was manifested through the ‘numbing sero-epidemiologies’ mentioned in the text, 

which, the rationale ran, would be invaluable as advocacy material. If HIV 

prevalence was shown to be high, it was held, donors would be more sympathetic to 

requests for increases in funding for AIDS prevention and care services. This meant, 

however, that very little research had focused on evaluating HIV prevention 

interventions, which meant in turn that when the advocacy finally bore fruit in the 

form of the PEPFAR billions, there was almost nothing concrete in terms of 

demonstrably effective strategies on which to base decisions about how to spend all 

the money. Thus, conditions were ripe for a value-based decision-making process. 

 

It was within this evidence void that a strategic coalition of Ugandan and American 

Christian groups successfully lobbied the US Congress to ensure that US$1 billion 

would be set aside for abstinence-only HIV prevention programmes in PEPFAR 

recipient countries. Uganda’s First Lady, Janet Museveni, was a key member of this 

evangelical coalition. As described in Chapter 2, Moynihan explains how advocate 

groups can help bring about policy changes, by drawing together three components: 

social movement, knowledge generation and political activity. Together, he argues, 

these can become “the triangle that moves the [policy] mountain” (Moynihan, 2004;18). 

In this case, the three components were as follows: 

 

(i) Social movement: Christian evangelicals – both Ugandan and American – 

constituted the social movement behind the drive for a particular 

interpretation of ABC, which focused on a moral approach to HIV 

prevention.  

(ii) Knowledge generation: A limited amount of knowledge had been generated 

in Uganda about the most effective means of preventing HIV, and there 

were ambiguities within the body of evidence. The Christian evangelical 

social movement collectively selected the evidence that supported its case 

for a moral agenda.  



CHAPTER 4 

 118 

(iii) Political activity: When Congressional debates were underway to discuss 

how the PEPFAR pot should be split up, Janet Museveni travelled to 

Washington and joined her American ideological colleagues in their 

lobbying work. Her status as the First Lady of Uganda – the African AIDS 

success story – and as wife of the African AIDS leader lent her message 

enormous credibility and authority.  

 

An interesting contrast can be drawn between this process and that which arose out 

of the ‘Mwanza trial’ (Grosskurth et al., 1995), conducted in neighbouring Tanzania. 

The Mwanza trial (described in more detail in Chapter 6) was the first African study 

to demonstrate unequivocally that a given approach to HIV prevention could work. 

This approach was clinic-based syndromic STD management, and the study’s success 

stimulated important policy changes for STD management and HIV prevention 

throughout Africa (Philpott, 2002). Walt et al. (2003) describe how the Mwanza 

results went through a series of “iterative loops” as the findings became incorporated 

into international policy. A “‘bottom-up’, research-oriented” loop from Tanzania fed 

into a period of policy standardisation and formulation at international level, which 

included such international organisations as WHO, the World Bank, and the 

European Commission. This was then followed by a “‘top-down’, marketing-oriented” 

loop, during which the new, agreed policy of promoting syndromic STD 

management was ‘marketed’ and promoted throughout Africa. Through this process, 

“complex, context-specific policies [were] re-packaged into simplified guidelines for global best 

practice” (Walt, Lush and Ogden, 2003:3). 

 

A similar three-stage process took place with Uganda’s ABC policy, though with 

important differences at each stage. The first, bottom-up stage involved the country’s 

successful HIV prevention campaign, up until around 2000. Unlike Mwanza, 

however, this was a hunch-based success, not one based on a scientific approach. The 

second stage involved taking the Ugandan experience out of Uganda, and 

repackaging it in Washington. Unlike Mwanza, this repackaging was fuelled not by 

evidence, but by a clearly defined moral agenda. The third stage involved the 

marketing and promotion of this repackaged Ugandan experience throughout Africa 

by PEPFAR. Unlike syndromic STD management, which was promoted by a wide-

ranging partnership of international public health professionals, ABC became the 

domain of a single, powerful donor. This final stage demonstrates the extent to which 

the Ugandans needed their American partners – just as the Americans needed the 

Ugandans – in pursuing their respective moral and political agendas. The money and 
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the ostensible power may have been American, but the initial, all-important basis for 

the idea had been Ugandan. 

 

This is therefore not the first instance of a ‘looped’ international health policy 

transfer. The difference, however, is that the coalition that ‘won’ the interpretative 

battle of what had happened in Uganda – the Christian evangelists – did so based on 

a highly contested interpretation of the evidence. PEPFAR’s Africa-wide HIV 

prevention policy is therefore, at best, based on the weakest of evidence foundations. 

This suggestion is greatly strengthened by a recent meta-analysis of abstinence-only 

programmes in developing countries – such as those being funded by PEPFAR’s 

US$1 billion – that revealed “Little or no evidence of effect on actual behaviour” (O’Reilly, 

2006).  

 

This conclusion is not merely of academic interest – it also has important 

implications for the people of Uganda. The country has been successful in its HIV 

prevention campaign over the last two decades, but continued success cannot be 

taken for granted. HIV incidence could well rise again, and, indeed, just as the first 

signs of falling incidence were observed in Masaka (Mbulaiteye et al., 2000), the very 

first signs of a resurgence in the epidemic have also now been seen there (Shafer and 

Opio, 2006). This chapter has shown that HIV prevention in Uganda has never been 

truly evidence-based, but the risks in the present policy – driven so overtly by 

ideological and political interests – are particularly acute. The epidemiological 

equilibrium of the last few years has now become tenuous, and it may be the time to 

ask when the rhetoric of evidence-based HIV prevention policy making will be 

turned into a reality. Reducing the emphasis and expenditure on demonstrably 

ineffective methods of HIV prevention – such as the abstinence-only programmes 

that are currently receiving funding – would be one way to do this. 
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5 – Overcoming resistance: Big Men and the scale-up of antiretroviral 

therapy provision 

 

Introduction 

 

The rapid emergence across the globe of large-scale antiretroviral therapy (ART) 

programmes for people living with AIDS has been nothing short of a revolution. In 

the space of just four years, the number of people in low- and middle-income 

countries receiving this life-saving treatment increased fivefold, from 240,000 in 2001 

to 1.3 million at the end of 2005 (WHO, 2006a). With a further 5.5 million people in 

need, the momentum continues, and a global target of universal access has now been 

set for 2010 (WHO, 2006b). Such a trend would have been unthinkable until the turn 

of the Millennium; but where AIDS was once effectively a sentence of death for 

people in Africa, it has become – for many, if not for all – a chronic, manageable 

condition. Regardless of whether the universal access target is actually met, 

antiretroviral drugs (ARVs) have become a permanent and central feature of the 

global AIDS control landscape.  

 

How did this revolution come about? What were the processes and influences that 

contributed, and to what extent did research play a role? Why were some people so 

concerned about large-scale ART programmes, and what problems have already 

been faced that might act as a prelude for the future? These are the questions 

addressed in this chapter, which charts the evolution of ART provision up to and 

including 2005, at all three levels – locally, in Masaka; in Uganda as a whole; and also 

globally. The chapter moves through the three levels as it moves across time, thereby 

demonstrating the inter-connected and inter-dependent nature of the entire 

phenomenon.  

 

One of the themes that emerges is the resistance that was faced by those seeking to 

expand ART provision. There were many different reasons for this resistance, and 

these varied between levels. But the rapid scale-up of ART provision globally and in 

Uganda during the early 2000s ultimately took place because of the collective 

determination of ‘advocacy coalitions’ to force through their will in spite of the 

opposition they faced. Advocacy coalitions are groups of “people from a variety of 

positions… who share a particular belief system – that is, a set of basic values, casual 

assumptions, and problem perceptions – and who show a non-trivial degree of co-ordinated 

activity over time” (Sabatier, 1993:25). In this case, the coalitions were led by 
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individuals working in the political and financial spheres at each level. They are 

described here as ‘Big Men’ – there were very few women involved at the most 

senior levels – and they were determined to put in place what they believed to be an 

essential humanitarian response to the catastrophic African AIDS epidemic. 

 

The discussion in this chapter focuses on ART provision for HIV-positive adults, and 

is not concerned with use of the drugs for the prevention of mother-to-child HIV 

transmission (PMTCT).  

 

Towards ART provision in Uganda (1987 – 2001) 

 

The treatment of AIDS in Uganda did not start with antiretroviral therapy. The 

world’s first antiretroviral drug – zidovudine or AZT – was approved by the US 

Food and Drug Administration for use against HIV in March 1987; and at a cost of 

around US$10,000 per year, it was effectively accessible only for patients in wealthy 

western countries. Ugandans living with AIDS at this time had to rely on more basic 

approaches to treatment, which focused on the treatment of the diverse opportunistic 

infections (OIs) brought about by HIV-related immunosuppression. At its best, this 

method could provide some relief, but care in Uganda during the 1980s was still very 

basic. In the words of an experienced counsellor, “people don’t die so miserably 

nowadays. They used to have such terrible diarrhoea so that you wondered if the HIV even 

destroyed their intestines. And the skin was so bad, peeling off. You could enter a room with 

an AIDS patient, and it was smelling terribly. But now treatment and counselling have 

improved things so much” [Interview, November 30 2004]. The treatment of OIs was 

difficult and rarely effective over the longer term, and patients would suffer from 

one infection after another until they eventually and inevitably succumbed. 

 

Two groundbreaking institutions emerged in Masaka during the late 1980s, to 

provide care for people living with AIDS: Kitovu hospital’s mobile care unit, and The 

AIDS Support Organisation (TASO). Kitovu Mobile was established to complement 

the services of the 220-bed Kitovu mission hospital. During some periods, over 90% 

of patients admitted to the medical wards were suffering from AIDS-related 

conditions (Kitovu, 1993:4), and this drained already-limited resources from other 

important areas. Something entirely separate was necessary to deal exclusively with 

AIDS patients, but setting up the new unit was not easy. “It was very difficult to get 

staff to work for me,” founder and former Director Sister Ursula Sharpe explained. 

“And if a patient died, we were ostracised. But if they lived for a while, then people came and 
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said, here’s my brother, take care of him too. I made a decision to go only to the most 

inaccessible places where people had no health care, and we would only deal with AIDS. If 

we’d not stuck to that, then we’d always have been dealing with malaria instead. There were 

lots of obstacles: some of the witchdoctors opposed us because we were taking away business 

from them. And it was impossible to get a nurse to talk about HIV prevention, because 

immediately they did, then people said ‘they’re looking for sex’” [Interview, October 4 

2004]. In spite of the difficulties, a total of 9,800 individual patients had been seen by 

Kitovu Mobile staff in the six years up to 1993, by when 3,100 were known to have 

died (Kitovu, 1994:3). 

 

The second institution, TASO, also took a community-based approach to care, 

through the provision of counselling, information, medical and nursing care, as well 

as material assistance for people with AIDS and their families (Kalibala and Kaleeba, 

1989). TASO’s main message was for clients to ‘live positively’, both in terms of 

trying to lead a healthy lifestyle but also by maintaining a positive mental and 

emotional outlook. The first TASO branch opened in Kampala in 1987, with the 

second opening in the old measles ward of Masaka’s government hospital in 

November 1988. Four years after its founding, the organisation was serving 6,000 

people out of the two branches (Kaleeba et al., 1991). It was not, however, always 

easy to attract patients. A counsellor who worked in the Masaka office in the late 

1980s spoke of the problem of patients presenting too late. Many of their clients in 

the early days came only “once the witchdoctor had exhausted their pocket, and then they 

referred them to us. For example, they would say they have cured the diarrhoea, but the 

patient now needs the hospital so that the scars in the stomach can be healed by the western 

medicine. So we decided to go out into the community and get people to come in before they 

wasted all their money on the witchdoctors” [Interview, November 30 2004]. 

 

In broad terms, therefore, the framework in Masaka for treating people with AIDS at 

this time was limited to ‘witchdoctors’, and Kitovu Mobile or TASO57. No doubt, the 

health workers would have given a great deal to be able to provide their patients 

with the only ARV then available – AZT – had it been affordable. By contrast to the 

treatment of OIs as explained above, ARVs attack HIV directly by inhibiting viral 

replication, thereby reducing its destructive impact on the immune system. ARVs do 

not provide a cure, but this approach to treatment is nonetheless far more likely to 

bring about a longer-term reprieve from disease than mere management of OIs. With 

                                                           

57 See Whyte (1992) for a detailed discussion from the period of the nature of the professional and 
‘folk’ health care sectors in rural Eastern Uganda. 
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regard to AZT, however, it was quickly recognized that HIV’s extraordinary rate of 

replication permitted it to overwhelm the drug’s line of attack by evolving resistance 

to it. As a Ugandan Ministry of Health information paper explained in 1989, “Life 

expectancy can be increased for one year to two years,” but the patient would eventually 

die anyway (MoH, 1989:10). 

 

Given AZT’s cost and its relative lack of effectiveness, there was a great deal of 

scepticism about whether or not ARVs would ever be viable in Uganda. A former 

volunteer expatriate who worked in Masaka from 1988 to 1990 had thought it would 

be “a thousand years” before anything like that came to Uganda [Interview, 18 May 

2004]. Peter Mugyenyi, Uganda’s first ART-providing pioneer, concurred, describing 

at the Uganda Medical Association’s annual conference in December 2004, how 

‘expert opinion’ in the mid-late 1990s had held that an advanced version of ART – 

triple therapy – would prove to be ‘impossible’ to use in Africa. Laboratory 

breakthroughs had led in 1996 to the introduction of triple therapy, a treatment 

approach that includes a cocktail of three different classes of ARVs58. By attacking 

viral replication simultaneously in three different ways, triple therapy significantly 

slows down the development of drug resistance. Also known as Highly Active 

AntiRetroviral Therapy (HAART), triple therapy remains the standard treatment for 

AIDS to this day. 

 

There may have been consensus among many public health experts that ART in 

Africa would prove to be not viable, but Dr Mugyenyi had in fact been providing the 

drugs in various formulations since 1991, at the Joint Clinical Research Centre (JCRC) 

in Kampala, a specialist AIDS treatment centre that he had founded with the 

Ministries of Defense, Health and Education. At this stage, ART remained accessible 

only to the privileged few Ugandans who could pay, and also to those lucky patients 

who found themselves eligible for participation in research projects. 

 

Peter Mugyenyi explained the reasons for this in an email written in early 2005. 

“There were absolutely no donors willing to consider any support for ART until just recently. 

We initially provided for those who could afford the cost, and took steps to increase access by 

persuading employers and private sponsors to support treatment for the poor. From 1992 we 

had regular and incremental importation of drugs as demand and access increased. By 1996 

                                                           

58 The three most commonly used classes of ARVs are: (i) nucleoside reverse transcriptase inhibitors 
(NRTIs), (ii) non-nucleoside reverse transcriptase inhibitors (NNR-TIs) and (iii) protease inhibitors. 
They all work by inhibiting the activities of particular enzymes that are necessary for viral replication. 
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when HAART became available we were treating over 1,000 patients with the same drugs as 

were then being used in USA. 

 

“Being in a research centre helped a great deal. Simply put, without a research set up we 

probably would have found it much more difficult to succeed. In research we worked with 

international experts who, though they never participated in any aspect of provision of ART 

or establishment of the program, assisted me initially in identifying sources of the drugs and 

helped in initial importation. Then we took over completely and regularly carried out drugs 

cost intelligence to access cheaper sources. The drugs initially flowed in without much 

problems because, as a research centre we could get in unlicensed drugs” [Email, January 3 

2005]. 

 

Through this work, Mugenyi and his colleagues proved the ‘experts’ wrong: ARV 

provision was feasible in Uganda. But since JCRC was providing the drugs at a 

significant cost to most of their patients, the great majority of Ugandans who needed 

them could not afford them. With around 1,000 patients on therapy in 1996, JCRC 

was meeting 1% or less of total national demand59.  

 

Prices may have remained high, but at least the treatment now available – HAART – 

was relatively effective. On this basis, and with the viability of provision in Uganda 

established at JCRC, the Ugandan government took an important step towards 

expanding access to ART. On November 5 1997, the Minister of Health, Crispus 

Kiyonga, announced that Uganda would participate in a four-country pilot project 

run by UNAIDS, called the Drug Access Initiative (DAI). “Uganda and other poor 

countries have argued that we should be assisted so that these drugs can reach those in need,” 

the Minister said. “The pilot phase will be aimed at developing new strategies for removing 

obstacles to improved HIV/AIDS-related health care” (New Vision, 1997c).  

 

The DAI would constitute the “first experiences of organized ARV delivery in Africa” 

(Katzenstein et al., 2003: S2), with the stated objective of “setting up the necessary 

infrastructure and systems to increase access to HIV-related drugs60 on a small but 

sustainable scale” (Katzenstein et al., 2003: S1). Five centres were accredited in Uganda 

to act as providers when the project was launched in August 1998, all of which were 

in Kampala; and even though the drugs were subsidised and prices continued to fall, 
                                                           

59 Around 930,000 Ugandans were estimated to be living with HIV in 1997 (UNAIDS, 1998:65), of 
whom somewhere between 10% and 20% (93,000 – 186,000 people) would have been severely 
immuno-suppressed and therefore clinically eligible for ART.   
60 These included (i) antibiotics for treating STDs, (ii) drugs for OIs, and (iii) ARVs. 
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patients still had to pay a large monthly sum. Triple therapy had cost 1.7 million 

shillings per month (about US$1,000) when it first appeared on the market in 1996, a 

cost that had fallen to 900,000/= (about US$500) by 1999 (Monitor, 2001). 

 

The needs of all Uganda’s AIDS patients would never be met under such conditions 

– equitable provision to the general population remained a distant dream – but it still 

represented considerable progress. As the Uganda AIDS Commission commented, 

“Even a journey of a thousand miles must start with one step”, (UAC, 1997:14). And 

indeed, by 2001 – when the DAI pilot project was transformed by UNAIDS into a 

wider ‘Accelerated Access Initiative’ – Uganda had ten ARV providing centres in 

operation, and drug costs to patients had fallen yet further: Depending on the 

regimen a patient was prescribed, monthly charges now ranged from 155,000 

Uganda shillings (about US$90) to 870,000 Uganda shillings (about US$500) (IPPPH, 

2003:34). The establishment of this preferential pricing system, and the associated 

move towards a sustainable programme, was one of the DAI’s major 

accomplishments. 

 

The DAI was not, however, an unqualified success. Although its evaluation 

concluded that the “pilot programme successfully expanded access to antiretroviral drugs 

in Uganda” (Weidle et al., 2002:34), clinical and laboratory data presented for 476 of 

the 912 patients who took part in the project showed a number of problems with this 

model of provision. These were concerned primarily with the cost of the drugs. 

Clinical outcomes were compromised for the 49% of patients who could not afford 

the full triple therapy of three complementary ARVs, opting instead for a cheaper 

and less effective regimen with just two drugs. Furthermore, 33% of those who did 

not manage to adhere to their regimens as prescribed cited financial constraints as 

the reason. They were simply unable to pay for the drugs. The result of the 

difficulties faced in maintaining optimal adherence to an effective regimen was that 

resistance developed to at least one of the ARVs in 65% of the patients (Weidle et al., 

2002:38). A method would have to be found to provide the drugs at no cost to 

patients; otherwise, ART in Uganda would remain no more than an expensive delay 

on their inexorable path to the grave.  

 

In spite of these problems, the DAI had a significant impact on the international 

policy landscape, by highlighting what could be achieved as well as the difficulties 

that would inevitably be faced by such programmes (IPPPH, 2003:36). The situation 

internationally was also profoundly affected by the decision early in 2001, of India’s 
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leading drug company, Cipla, to produce cut-price ‘generic’ versions of the 

expensive ‘branded’ ARVs. As a generic drug, no patent payment would be due to 

the company that originally developed it, which meant that instead of costing 

US$350 per month, triple therapy could now cost as little as US$350 per year 

(Guardian, 2001).  

 

Suddenly, large-scale ARV provision became a realistic goal even for poor African 

countries, and, by June 2002, 80 countries had expressed interest in participating in 

the DAI’s successor project, the Accelerated Access Initiative. Thirty-nine of these 

had already developed plans of action; 22 countries had entered negotiations with 

pharmaceutical companies; and 19 had successful UN-brokered supply agreements 

for ARVs (IPPPH, 2003: 76). In other words, the work of the DAI along with the fall 

in drug prices contributed to a huge increase in demand for ARVs throughout the 

developing world. ARV provision was now demonstrably feasible in Africa, and, 

with donor assistance, it was realistic to begin to think of national programmes that 

were both sustainable and equitable.  

 

But the authorities in Uganda remained unconvinced specifically about the 

sustainability of any large-scale ART operation, and were consequently very 

reluctant to permit the importation of generic ARVs when they came onto the 

market. It took the politically astute maneuverings of JCRC’s Peter Mugenyi to force 

the issue. “The problem arose [in 2001],” he explained, “when the demand for ART became 

huge and we faced a moral dilemma. So many poor patients were then besieging JCRC in 

desperate need of the life saving drugs! I do not know about the others, but to me it was just 

unbearable. I could not just stand by and do nothing about the appalling situation, as almost 

all the patient's came to see me personally. I and only I took the decision to import generics. I 

couldn’t even risk involving others as it would have been most unwise. I knew very well that 

the drugs would be impounded and that I was breaking the NDA61 statute. Indeed, I planned 

to precipitate a crisis so that the catastrophe and tragedy of patients could come in acute focus 

and be addressed. I was also aware that this could land me in jail and was prepared for that, if 

only it could help speed up access and save some lives. I am not a confrontational person and 

very much hate to go against the law but I felt I had no alternative and reasonably there was 

none. When the drugs arrived at the airport without import licence or any kind of prior 

authorisation, they were, consistent with my expectation, impounded. A crisis was 

precipitated, and NDA wanted me punitively punished, but what followed is now well 

                                                           

61 NDA = National Drug Authority 
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known. In brief, thousands, now in excess of 20,000, are alive because of this move!” [Email, 

January 3 2005]. 

 

A journalist at the New Vision newspaper explained further how Mugyenyi worked 

to change the NDA’s provisional import license into a more enduring legal 

arrangement. “Mugenyi was playing games with the NDA and the government. He said 

I’ve imported the drugs, they cost little, but you [the government] have impounded them and 

people continue to die. Finally the government let the drugs through, and Mugenyi phoned 

me and said they have let them through. This was supposed to be a one-off, but then he said 

these people need to continue taking the drugs, so he imported another consignment. And that 

is how he broke the ground for ARVs to come into Uganda” [Interview, November 10 

2004]. 

 

It was therefore the financial advantages of importing generic ARVs that inspired a 

determined Peter Mugenyi to challenge the political and legal status quo, and that 

subsequently set the scene for the large scale provision of ART in Uganda. 

 

Doubts about global ART scale-up  

 

Even after securing permission to import generic ARVs, few Ugandans could afford 

the US$350 annual cost of the drugs, and certainly the government did not have the 

financial capacity to provide any sort of subsidy for them. However, a spark of 

international interest was emerging, stimulated partially by the Clinton 

administration’s description of AIDS as a threat to US national security and to global 

stability (Independent, 2000); and partially by the fall in price of ARVs which, for the 

first time, created conditions whereby the global humanitarian disaster of AIDS 

might be comprehensively addressed. Moves were therefore afoot to establish major 

funding agencies for ART provision in developing countries. Where the activists at 

the Geneva (1998) and Durban (2000) International AIDS Conferences had been 

saying ‘this must be done’ – and, as described at the start of this book, were 

supported in their call by the likes of Nelson Mandela – the mantra was now ‘it can 

be done’. An unstoppable momentum was building to scale-up ART provision 

throughout the developing world. 

 

Given the longstanding role of the International AIDS Conferences in highlighting 

the dominant issues of the day, it was fitting that the next Conference, held in July 

2002 in Barcelona, should have been the venue at which an ambitious goal for global 



CHAPTER 5 

 129 

ART scale-up was presented. Dr Gro Harlem Brundtland, WHO Director-General, 

announced in a keynote address that “We are aiming for three million people world-wide 

to be able to access ARVs by 2005” (WHO, 2002) – a vision that became known as ‘3 by 

5’ when it was formally launched in September 2003 by her successor, Dr Lee Jong-

wook. Given the recognition that ART was now potentially feasible in developing 

countries, ‘3 by 5’ was intended to create global leadership and a political framework 

within which countries and donors would seek to scale-up provision, and to turn the 

potential into a reality.  

 

The two major donors that effectively legitimised this powerful political act were the 

Global Fund to Fight AIDS, Tuberculosis and Malaria; and the US President’s 

Emergency Plan for AIDS Relief (PEPFAR). Inspired by a call in May 2001 from UN 

Secretary General, Kofi Annan, the Global Fund had started work in January 2002. 

Annan’s idea was for a “war chest” of $7bn-10bn to be spent annually on a global 

campaign against AIDS. Ensuring that care and treatment is within reach of all was, 

he said, a “personal priority” for him (Ferriman, 2001:1082). Subsequently, in January 

2003 came George W Bush’s announcement of PEPFAR, as described in Chapter 4. 

PEPFAR legislation required that 55% of the fund’s US$15 billion – or US$8.25 billion 

– would be spent on treating people with AIDS between 2003 and 2008, of which 

75%, or nearly US$6.2 billion, would be spent on the purchase and distribution of 

ARVs (Avert, 2006). Thus, within the space of two years, a political and financial 

framework had been established for the global scale-up of ART provision, and there 

remained no obstacle to any developing country applying for and accessing the 

necessary funds for national scale-up. 

 

But by no means everyone thought that this move towards rapid treatment scale-up 

in the developing world was a good idea. I attended a conference held in Ottawa by 

the International Society for Sexually Transmitted Diseases Research in July 2003, a 

biannual scientific meeting to discuss biomedical, behavioural and social aspects of 

STDs, including HIV. The meeting took place at a key moment in the history of ART 

scale-up, just before ‘3 by 5’ was formally launched, but just after the establishment 

of the major funding bodies such as PEPFAR and the Global Fund. ART scale-up was 

therefore very much on the meeting’s agenda.  

 

One of the keynote speeches was given by Mark Wainberg, a Canadian molecular 

biologist and former President of the International AIDS Society, the group that 

organises the International AIDS Conferences. He argued passionately that there was 
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“no reason” not to scale up ART provision, and “no justification” for saying that ARV 

scale-up in Africa will lead to drug resistant virus. The danger of wide-scale 

resistance developing to ARVs was one of the arguments made by those urging 

caution in relation to scale-up, as explained later in this chapter. But Wainberg’s 

rationale was that African patients are highly motivated to adhere to their drug 

regimens – perhaps more so than many Western patients – since the implications of 

the death of the family breadwinner are inevitably that much more critical in a 

society that lives close to the margins of survival. “There is no longer anyone else to 

whom the buck can be passed, but the politicians,” he asserted (Wainberg, 2003).  

 

I spoke with a number of conference delegates – all with longstanding experience of 

AIDS research in Africa – about Wainberg’s speech, and met with universal 

scepticism about his view. A Professor of Epidemiology and International Health 

told me that he “strongly disagreed” with his comments about adherence in Africa for 

ARVs not being a problem, and that he had been “playing to the gallery.” If this had 

been one of the International AIDS Conferences, the Professor said, Wainberg would 

have been applauded by the activists – but not in this scientific setting [Interview, 

July 29 2003]. A Professor of Medical Microbiology agreed, explaining that, “Mark has 

never lived or worked in Africa. He’s a very concerned kind of person, an extremely smart 

guy, an eloquent speaker, but I don’t think he understands the reality of Africa or of AIDS” 

[Interview, 29 July 2003]. 

 

A senior clinical scientist argued similarly: “This man was head of the IAS62! I don’t 

know, his perceptions of what it’s really going to be like getting ARVs into developing 

countries, he’s so far off the map. But he’s obviously been to a lot of these International AIDS 

Conferences where you can make emotional statements like that about ARVs, and everyone 

gets up and cheers. And he kept pausing, and playing up to the crowd, but everyone was 

rolling their eyes!” [Interview, 30 July 2003].  

 

Why were these experienced western scientists so sceptical about the humanitarian 

position being upheld by Wainberg and the other advocates of ART scale-up? Three 

major points emerged during discussions with my respondents at the Ottawa 

conference and elsewhere, each of which has potentially enormous public health 

implications. The points included (i) the risk that the growing focus on ART would 

dilute or supersede HIV prevention activities; (ii) the risk that resistant virus would 

be generated through sub-optimal adherence to ARV drug regimens, thereby 
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CHAPTER 5 

 131 

rendering treatment ineffective; and (iii) doubts over ART programme sustainability. 

But to each of these concerns, the ART advocates had a response.  

  

i) The risk to HIV prevention 

 

Concerns about the possible negative impact of treatment on prevention had been 

voiced long before wide-scale ART became a feasible option for Africa. As far back as 

1991, there had been arguments suggesting that since ARVs will help people with 

AIDS to live longer, patients will have more time and opportunity to spread the 

disease, thus undermining prevention efforts (WorldAIDS, 1991:4). Former WHO 

Director General Hiroshi Nakajima subsequently warned in May 1997 – shortly after 

HAART had emerged as an effective treatment for AIDS – that “The wave of optimism 

that has enveloped the international AIDS community in relation to the new therapies must 

not lead policy makers to abandon their commitment to essential long-term activities such as 

prevention programmes” (New Vision, 1997d). A Lancet article had also argued that 

HIV prevention was as much as 28 times more cost-effective than treatment, and that 

funding HAART at the expense of prevention would result in “greater loss of life” 

(Marseille et al., 2002:1851).  

 

There were also concerns about an increase in risk compensation, the concept 

described in Chapter 4 that applies to people engaging in higher risk activities when 

related aspects of those activities are made safer – such as using a condom while 

having sex with a casual partner, or driving faster when wearing a seat belt. An 

official from the European Commission explained how “In the gay community, 

prevention just went out the window as soon as the drugs came in: now you could have sex 

without condoms again, and, ‘Yee-hah!’ That’s why it’s so dangerous. HIV/AIDS needs 

prevention in spite of the drugs” [Interview, 28 August 2003]63. The problem is further 

exacerbated by the fact that “As HIV-infected people on antiretroviral therapy become 

healthier, they are likely to become more sexually active, potentially creating additional 

opportunities for HIV transmission to occur” (Gayle and Lange, 2004:6)64. 

                                                           

63 See, for example, Dukers et al. (2001) for a description of this phenomenon in Amsterdam 
64 While extended life inevitably brings about ‘additional opportunities’ for transmission, it is 
important to note that since ART reduces viral load, it also reduces an individual’s infectiousness per 

partner exposure. Thus an HIV-positive person who is taking ART is very unlikely to transmit HIV in 
any given sex act. But the argument here suggests that their extended life may well include a large 
number of these lower risk sex acts, thus making them more likely overall to transmit HIV. By contrast, 
had they died swiftly of AIDS and in the absence of ART, they would have been quite infectious per 
putative sex act, but they probably would have been feeling quite poorly, and thus would likely have 
remained relatively celibate. In addition, their period of elevated infectiousness (i.e before their 
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A way around this for the ART advocates was to promote treatment and prevention 

within the context of each other. An infectious disease doctor explained the 

philosophy: “What I am sure of, maybe because I’ve been working at primary care level, is 

that no matter how well you do your prevention effort, people will only generally speaking 

bind to that if there is some hope of proper treatment. Prevention and cure, prevention and 

care, go hand in hand. But with HIV, we had a lot of care, pastoral care, faith-based 

organisations and so on; but there was no treatment, so there was no hope. And I think that if 

you’re 15 years old, you’re not thinking about if I get infected I’ll get care, but somehow 

collectively in the population the fact that there is care, accessible care, affordable care that 

will be sustained, perhaps that may influence some change, some prevention. Let’s say the 

message around prevention will become more legitimate if there is a strong message about 

care. I think that’s why we need both” [Interview, 17 September 2003]. 

 

In a similar vein, a policy advisor for Oxfam saw the current interest in ART as a 

unique moment in the history of AIDS that must be seized, not just for prevention 

and treatment, but as part of an even wider package. “I think that at the moment we’ve 

got a fantastic opportunity, and my concern is that let’s hold it now before crying for it when 

it goes. You know, let’s hold it now and make it work now. This opportunity is not going to 

happen again. This is one opportunity, we have never had anything like that on health. Never, 

ever. So let’s grab that opportunity and make it work. Not just for treatment, but for the 

whole dealing with HIV, for the orphans, for prevention, for everything else. For people to die 

in dignity. For people to have some food who are HIV positive. For a whole comprehensive 

package. So what I am saying is that, let’s grab the opportunity and use it” [Interview, 18 

September 2003]. 

 

A spectrum of thinking existed, therefore, from those who argued for prevention ‘in 

spite of’ the drugs; to those who suggested that treatment legitimised prevention 

activities; to those who argued for taking the opportunity brought about by the 

increased funding to create a comprehensive package for tackling all aspects of AIDS. 

Advocates for scale-up contended that weighing prevention against treatment was a 

‘sterile debate’ based around a ‘false dichotomy’ (Garnett, 2003). In spite of the certainty 

with which this position was put forward, it was a value-based opinion as opposed to 

an evidence-based fact. But the view that prevention and treatment are intimately 

                                                                                                                                                                                        

premature death) would have been short. Thus they would have been unlikely overall to transmit the 
virus. 
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linked to each other, and that, in the age of ART, you cannot have one without the 

other, nonetheless became increasingly established. 

 

ii) The risk of generating drug-resistant virus 

 

The very rapid rate of HIV replication imposes great demands on a patient taking 

ART. If they are to avoid the development of drug-resistant virus, a patient must take 

at least 95% of their medication on time, every day, for the rest of their life (Paterson 

et al., 2000). Otherwise they face the prospect of not only treatment failure, 

characterised by multiple opportunistic infections and eventually death, but also the 

possibility of transmitting drug-resistant virus to other people, rendering them, too, 

unresponsive to treatment (Laing and Hodgkin, 2006). Thus, ART programmes must 

ensure both that health systems function effectively so as to ensure a continual 

supply of drugs, in perpetuity; and also that everything is done to help individual 

patients to take their drugs as prescribed, for life. Furthermore, national ART policies 

must be established in order to counter the danger of unregulated drug provision, 

which has been recognised as a risk factor for the development of resistant virus 

(Harries et al., 2001) 

 

Evidence focusing on individual-level experiences (as opposed to health system 

issues) was used by advocates such as Mark Wainberg in Ottawa to argue that 

adherence levels would be high in Africa. In the words of a London-based Professor 

of International Health, “There’s increasing evidence in the literature that actually African-

based patients are better compliers than Europeans and Americans who are taking ARVs. 

There are anecdotes that are getting quite wide coverage now of people who sick up their 

tablets, and they just wash them and swallow them down again, because they are so motivated 

to keep HIV at bay” [Interview, 16 September 2003]. 

 

This issue was nonetheless a major concern for a number of my respondents. A 

Professor of Communicable Diseases in London was concerned not about individual 

level adherence, but about the state of the larger health system: “There was an article in 

The Lancet this week saying Africans are very good at taking their treatment. Well, I’m sure 

they are, when they’re made available. But how are you going to logistically do that in a 

health service that can’t provide anti-malarials?” [Interview, 17 September 2003]. In this 

regard, the inherent weakness of Uganda’s health system was well illustrated in late 

2004, when the national referral hospital at Mulago completely ran out of oxygen 

supplies for patients undergoing surgery (Monitor, 2004). If such basic provisions as 
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anti-malarials and oxygen cannot reliably be made available, the argument ran, what 

hope could there be for ensuring supplies of some of the world’s most sophisticated 

pharmaceuticals, along with all their associated paraphernalia? 

 

The worries were not only felt by western scientists. A London-based Ugandan told 

me how “I was one of the people when it started who was quietly advocating for no 

treatment in Africa. My feeling then was that we cannot afford it. The people would get a pill 

here and a pill there, and then we would start getting the problems of resistance, which is 

exactly what is going on now. And then we start fighting a different virus altogether, which 

you cannot afford to do. So I was one of those who was saying please don’t take treatment to 

Africa. Because we won’t be able to control it. But anyway, it’s one of those things that you 

quietly thought about, but you couldn’t say it” [Interview, 16 September 2003]. 

 

Sub-optimal adherence is potentially the Achilles’ Heel of the entire global ART 

programme. As explained above, ARV-resistant virus can emerge even in highly 

controlled treatment environments (Weidle et al., 2002:38), a fact that only fuels the 

fears of people like the doctor in Masaka who told me that “In five years, I think we’ll 

probably be worse off than we are now” [Interview, 8 September 2004].  

 

iii) Doubts over ART programme sustainability 

 

Finances may have become available from 2002, through the Global Fund and 

PEPFAR to support a large scale-up of ART throughout Africa, and further cuts in 

the price of generic ARVs were brought about by a successful legal campaign against 

two major pharmaceutical producers, mounted by South Africa’s Treatment Action 

Campaign (Guardian, 2003); but the promises of financial support to procure these 

cheaper drugs were not open-ended. The Global Fund itself relies on continuous 

fundraising efforts, and PEPFAR was initially guaranteed to run for only five years, 

until 200865. While the moves towards equitable provision were therefore progressing 

very well, serious questions were being raised about the extent to which this would 

be sustainable over the longer term. And, ironically, the problem of sustainability 

would be exacerbated by the very success of the programme, as people who once 

would have died would now live. Consequently, the numbers of people in need of 

treatment would grow endlessly as new patients continued to come ‘on line’ while 

the old ones lived on. An article in The Lancet put it succinctly: “Unless annual HIV 

                                                           

65 In May 2007, President Bush announced that the US plans to spend a further $30 billion over five 
years in Africa and elsewhere to combat HIV and AIDS.  
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incidence falls sharply from its current level of five million, treatment programmes will be 

unable to keep pace with the number of people in need, and will become financially 

unsustainable” (Gayle and Lange, 2004:6). 

 

A European Commission official cautioned that longer-term thinking is required in 

order to avoid the serious social and medical consequences that would inevitably 

arise if funds are not continually forthcoming for decades ahead. “It will grow until 

it’s unsustainable,” he explained. “People will say ‘this is costing too much, we already have 

X,000 people on treatment, the economy cannot support this anymore.’ And then you’re 

going to have to start saying no to people: ‘sorry, we can’t treat you, somebody has to die 

before you can get treated.’ And that’s an interesting scenario that people will have to think 

about. But how to protect against that is to ask how much can you afford in 20 years time. 

Don’t put people on treatment today that you can’t afford to have on treatment in 20 years 

time. Everybody has to think like that” [Interview, 23 August 2003]. 

 

This very practical, financial mentality was of course not shared by those in the 

‘humanitarian’ camp, for whom equitability should be the aim at all costs, and for 

whom a belief that things would somehow work themselves out in the future was 

the basis for urgent action today. In the words of a delegate at a WHO conference on 

ART operational research that I attended in Kampala in December 2004: “We need to 

think about sustainability but that shouldn’t make us not act. You have to just start because 

you don't have an alternative – it’s an emergency. Don't worry about funding at this stage, 

because the funds will be forthcoming. We need to put the fire out now, not worry about 

whether there will be another fire tomorrow.” 

 

Almost nobody was arguing that ART should be withheld from Africa altogether; 

rather, the issue at stake was the speed at which scale-up should take place. The 

cautious scientists called for the greatest care and deliberation now in order to avoid 

more serious problems further down the road; while the humanitarian activists 

called for urgent action now, and for an improvised, ad hoc approach to dealing with 

whatever unknowable problems might arise in the future. In the event, the 

humanitarian view won out, the die are cast, and whatever longer-term difficulties 

that may arise will now have to be faced.  

 

Few people have known HIV for as long as Wilson Carswell, the Scottish surgeon 

whose prescience at the start of the Ugandan epidemic foreshadowed much of what 

subsequently emerged; and he is not optimistic about the outcome. “My money’s on 
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HIV,” he told me candidly. “HIV beats WHO any day. It’s like Manchester United versus 

Carlisle. I mean, even if you’re from Carlisle, you’re not going to bet on them, are you?” 

[Interview, 13 May 2004]. 

 

Engines of change: the ‘Big Men’ of international politics and finance 

 

In the end, ‘3 by 5’ did not achieve its stated aim of having 3 million people on 

treatment by the end of 2005 – there were around 1.3 million people receiving ART 

by that date (WHO, 2006c). However, ‘3 by 5’ did succeed insofar as it created a 

political climate in which governments and civil society were supported to put as 

many people on treatment as possible, and through which considerable financial and 

human resources were mobilised. It also became a concrete and apparently 

unstoppable “step towards the goal of making universal access of HIV/AIDS prevention and 

treatment accessible for all who need them as a human right” (WHO, 2006c). Why and how 

did this happen? 

  

Humanitarian imperative played a central role in establishing a global discourse 

around the issue, and the fall in prices along with the demonstrated feasibility of 

small-scale provision served to bring this imperative clearly into the light of day. But 

nothing would have happened from there had not two factors come together: 

international political will, and funding. Politics and finance tend to be the domain of 

what could be described as ‘Big Men’ – powerful men at the summit of their 

respective, highly influential professions66. Muraskin (1996) details how such 

individuals from the pharmaceutical industry and various UN and funding agencies 

worked – sometimes in harmony and sometimes in conflict – throughout the 1980s to 

develop the Children’s Vaccine Initiative (CVI). This was a more technical process 

than ART scale-up has been, in that it involved the funding and development of 

heat-resistant vaccines that would not require a cold chain. With the equivalent 

technical issues already resolved with ART – triple therapy had been in use since 

1996 – the debates around providing the drugs in developing countries were both far 

more public and far more political. Nonetheless, a similar principle applies to ART as 

                                                           

66 It is important to note that use of the term Big Men here does not in any way suggest that women 
have played no role in ART scale-up. However, apart from former WHO Director General Dr Gro 
Harlem Bruntland (who first touted the idea of ‘3 by5’), there have in fact been remarkably few 
women involved in the process at the most senior levels. This is mainly because the worlds of politics 
and finance tend to be male-dominated, and is not in any way an indication that women have not also 
been engaged and involved in the issue. Within the advocacy sphere, for example, women such as 
Ellen ‘t Hoen of Médecins Sans Frontières have made a very significant impact.  
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it did to the CVI: Big Men decided that the time had come to take action, and action 

was therefore taken. 

 

Two examples of such Big Men are given here to illustrate how powerful men over-

rode the ART doubters, imposed their will, and effectively became the engines of 

change for global scale-up. It should be stressed that there is no intention in any way 

to denigrate either of these two men through what is presented. This applies 

especially to WHO Director-General Lee Jong-wook, who died suddenly in May 

2006. The purpose of including these examples is simply to illustrate how powerful 

men can work to bring about the things that they want to see done. 

 

As suggested above, an international political framework was provided by ‘3 by 5’. 

The rhetoric around the initiative was intended to act as an inspiration and to offer 

leadership, with WHO’s Dr Lee stating that “To deliver antiretroviral treatment to the 

millions who need it, we must change the way we think and change the way we act”; and 

UNAIDS Executive Director Peter Piot adding that this was “a massive challenge, but 

one we cannot afford to miss” (WHO/UNAIDS, 2003:1). However, many people were 

highly sceptical about whether ‘3 by 5’ was a viable target. A co-organizer of a 

conference I attended in Florence in January 2004, on securing treatment and care for 

people living with HIV in low-income countries asked how many of the 100 

delegates present at one session thought that the ‘3 by 5’ target would actually be 

met; only two people put up their hands. This had nothing to do with the scientific 

reasons given above – people simply did not believe that it was logistically possible. 

 

Discussions at WHO headquarters in Geneva in February and April 2004 suggested 

that many insiders felt similarly. One respondent explained that when Dr Lee was 

interviewed for the job of WHO Director General, he had not even mentioned ‘3 by 5’ 

or ARVs as a priority issue; but once in the job, he had been persuaded by his close 

advisors to take it up as a major concern of his administration. The public rationale 

was, my respondent said, that “This is a disease that needs serious attention, and we must 

address it – whether we succeed or whether we fail. And if we fail, we shame the world.”  

 

However, there were also internal reasons for pushing WHO to take on ‘3 by 5’, he 

said, since it “could serve to unite people within WHO” around an important 

humanitarian initiative. That said, there was nonetheless considerable resistance 

within the organisation, partly for the scientific and programmatic reasons given in 

the section above, but also because of something much more mundane: funding. “The 
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mechanisms in the Global Fund aren’t in place yet,” my respondent explained, “and 

there’s not enough flexible money in WHO. A couple of hundred million dollars, if spent 

right, could really get this started well, but it’s not available, and the result is that people in 

WHO see ‘3 by 5’ as a threat, since it may cut into their funding. Therefore it has in fact 

divided people in the organisation. It’s a question of robbing Peter to pay Paul” [Interview, 

18 February 2004]. 

 

Such was the lack of support for the project that, as another staff member explained, 

a two-day retreat had been organised for all WHO personnel involved in ‘3 by 5’. 

There, Dr Lee had addressed his staff, telling them in no uncertain terms that “If you 

don’t believe in ‘3 by 5’, you don’t belong in this organisation”. He was effectively forcing 

his will onto his workforce, and apparently creating some resentment in the process. 

One female employee spoke with exasperation of working with such ‘alpha males 

’[Interview, 19 February 2004], while another was more forthright, describing Lee as 

a ‘dictator’ [Interview, 18 February 2004]. At the time of my interviews in Geneva, 

WHO staff were being dispatched to countries all across the globe to provide 

technical assistance to Ministries of Health as they completed their applications to the 

Global Fund. “I spent this morning,” one respondent told me, “going to various people 

and asking if they’re free and willing to travel next week – not that they have a choice, because 

if the DG67 says it, you have to do it and drop everything else” [Interview, 18 February 

2004]. 

 

Even if ‘3 by 5’ was seen as flawed by many people, and even though it created some 

internal friction within WHO, the political framework it provided did create a 

unified global target. As such, it worked together with changes in the financial 

framework that had already begun to create the momentum that led to global scale-

up. The key move in the financial sphere, as explained above, was the decision by 

Cipla drug company to produce cheap generic drugs. This stimulated an enormous 

increase in the money that was made available by donors: cheaper drugs are very 

attractive from a donor’s point of view, since they provide more patients treated for 

their dollar. As the Oxfam policy advisor explained, “Look at what happened when the 

prices came down. Three or four years ago, I remember the time when we were talking about 

ARVs, and people were saying – I mean, even us here in Oxfam – ‘My God! How do I talk 

about ARVs?’ People just scream and say that these people have no food, have no sanitation, 

no water, what the hell are you talking about? But now it has changed. And I think Dr. 

                                                           

67 DG = WHO Director-General 
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Hamied in India68 has made history, by his cutting down the price, jumping from $10,000 to 

$300 [per patient per year]. That just made everyone say, ‘ah, right, okay, we can’t say no 

now, we have to think about it.’ That really made a big difference” [Interview, 18 

September 2003]. 

 

One of the people who made the call for increased funding for ARVs based on these 

cut-price generic drugs was economist Jeffrey Sachs. Formerly Special Advisor to UN 

Secretary General Kofi Annan, he has an extensive track record of advising 

economies in crisis; and my Oxfam respondent explained how he had participated in 

the process of scaling up ART. “You can influence them [the donors],” she told me, “by 

knowing which part of academia is listened to; and you know that economists are gods, that’s 

how it is. It was only when Jeffrey Sachs came into it – I mean, you like Jeffrey Sachs or you 

don’t like him, my God, his ego is beyond any belief! – but what he did, which is excellent, is 

he got these [economic] figures on the agenda” [Interview, 18 September 2003]. Sachs’ 

work in this regard included the first systematic calculation and projection of the 

money that would likely be needed by 2007 and 2015 for HIV prevention, care (e.g. of 

OIs), and treatment with ART (Sachs, 2001:163). 

 

A colleague of Professor Sachs in New York explained how he works: “For Jeff, 

[scaling up ART] is all about money. He’s aware of all the complexities, but he doesn’t have a 

lot of patience for them. For him, it’s basically just about getting the donors to cough up. And 

the thing that makes our life a bit complicated now is that he’s enormously pro ‘3 by 5’. I 

think that’s partly because of his personality, his temperament, because this is something that 

he can push for. It is about money, it is about getting something done, it is top down – which, 

by the way, is what Jeff likes – and it doesn’t get you sucked into some complicated vortex of 

human behaviour.” [Interview, 24 February 2004]. In essence, therefore, Sachs did the 

sums, put the numbers on the table, and pushed – hard and loud – for someone to 

provide the cash. 

 

Dr Lee and Professor Sachs were just two of a number of other financial and political 

Big Men who forcefully imposed their will and over-rode the doubts of their 

colleagues and subordinates. Muraskin (1996) describes how the Children’s Vaccine 

Initiative was “a tale of strong-willed individuals who worked within the confines of larger 

social, economic and political structures but who, nevertheless, ‘made history’ by their 

actions” (Muraskin, 1996:1718). A similar phenomenon was observed here; but to 

                                                           

68 Dr Yusuf Hamied is Chairman of Cipla, the Indian drug company that pioneered the production of 
cheap, generic ARVs. 
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Muraskin’s observation it could be added that the Big Men who brought about ART 

scale-up were in that rare position of being able actually to change the social, 

economic and political structures that determined what would be done. In other 

words, rather than having agency merely to act within the structures of their 

professional world, they had agency to change those structures, thereby creating an 

entirely new framework within which individuals at all levels would subsequently 

be obliged to act.  

 

What was the role of research? 

 

The main engines for global ART scale-up were therefore political and financial. 

Given this, to what extent did research also play a role? It could be argued that the 

broad failure of efforts to demonstrate the effectiveness of HIV prevention 

interventions (as discussed in Chapter 4) created an environment which permitted 

ART to come to the fore. ART provides visible results, a satisfying alternative to the 

ongoing and rather exhausting uncertainty about HIV prevention. “Failures do not 

matter,” a public health doctor in London explained. “Failures, we drop. We don’t ask 

why did that fail, what can we learn from that? But with treatment, we see people improving. 

We don’t need a randomised controlled trial. You just give them the tablets” [Interview, 17 

September 2003]. In this sense, therefore, research played a role in ART scale-up not 

through what it did, but what it had not done – or, perhaps even, could not do.  

 

These limits inherent in some of the more traditional approaches to AIDS research 

have by now been quite widely recognised, and consequently there has been a shift 

in the type of work being conducted by many groups. For example, through its 

fundamental orientation towards improving programmatic approaches and 

processes, Operational Research (OR) – defined as “the science of better” by the 

Institute for Operations Research and the Management Sciences – has become 

increasingly relevant for large scale ART provision. A WHO background document 

explains that “Operational research is a central element in the ‘learning by doing’ approach 

to scaling up treatment and prevention. This notion recognizes that incomplete evidence 

should not constrain scale-up, provided that efforts are made to actively monitor what is 

happening in countries, learn from comparisons of different programs and policies, and 

inform decisions” (WHO, 2006d). 

 

The Drug Access Initiative discussed above, for example, made some critical points – 

based on OR-approaches – which, according to an official from the Uganda AIDS 
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Commission, were “very helpful” in terms of defining ART policy in the country 

[Interview, 9 December 2004]. This groundbreaking project established the fact that 

ART could feasibly be provided in developing countries, and the major scientific 

paper that emerged from it positively assessed patients’ responses and survival rates 

(Weidle et al., 2002). Nonetheless, the work was conducted under highly controlled 

conditions, serious problems were identified over and above the encouraging 

headline results – such as high levels of drug resistance among project participants – 

and, as such, it did not provide a blueprint for the way global scale-up should be 

conducted.  

 

Perhaps more influential in terms of global advocacy was a study describing a 

successful ART project run by Médecins Sans Frontières (MSF) in Khayelitsha 

township near Cape Town, South Africa. ARVs were first prescribed there in May 

2001, a step that was “motivated by both humanitarian and public health principles”, and 

with the objective explicitly “to demonstrate that the use of antiretroviral therapy at 

primary health care level was feasible, affordable and replicable” (Kasper et al., 2003:20). In 

other words, this was a project conducted for the purposes of advocacy, and to that 

end, operational data were collected in order to demonstrate a point that MSF 

wanted to make. Data from the first 180 patients to be placed on treatment were 

presented in the Khayelitsha publication, demonstrating a significant increase in CD4 

cell counts69 and concomitant falls in the rate of opportunistic infections such as TB, 

and also death. The main conclusion of the paper was that “Antiretroviral therapy can 

be safely and effectively used in resource-poor settings, and the time has come to scale-up from 

pilot projects to widespread access” (Kasper et al., 2003:21). This point was taken up as a 

rallying cry for MSF and other ARV advocates. In the words of Ellen ‘t Hoen, MSF’s 

Paris-based director of the group’s Access to Essential Medicines campaign, “These 

people are doing very well. A very important message is to show that the drugs can be very 

effective even in very poor settings” (Guardian, 2002). 

 

I put this to a Professor of Communicable Diseases who had previously told me of 

his scepticism towards ART scale-up. Surely the Khayelitsha study proves that it can 

be done? “Yeah, 180 patients,” he replied. “But what’s the good of that? That’s all very 

well, but when they scale that up to a couple of million people… The trouble is, if you say 

these things, if you voice any of these concerns, you’re immediately accused of being a racist, 

                                                           

69 CD4 cell counts are used as markers for determining a patient’s level of immunosuppression. Most 
healthy people have CD4 counts of around 1000; ART is usually initiated when the count drops to 200, 
since this is the level at which people often start to fall sick. 
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or that you’re saying Africans are stupid and all this. So it’s difficult to say. And especially in 

this atmosphere when it’s not science, it’s politics that’s driving the agenda. This is the 

trouble, the science has gone out of the window” [Interview, 17 September 2003].  

 

Politics was therefore driving the agenda for programmatic work on the ground, and 

this in turn was driving the agenda for research. It is perhaps inevitable that a major 

paradigm shift such as that associated with ART brings about changes both in the 

practice of health care but also, quite fundamentally, in the way research is 

conducted. Operational ART research in Africa during the 1990s and very early 2000s 

was largely carried out by activists seeking to prove an advocacy point: that ART 

provision was feasible. With that point established, and with ART consequently and 

increasingly part of the treatment landscape, it then became hard to conduct any sort 

of research on AIDS without taking ART into account. Thus a form of reciprocity was 

established between the research and its topic: Operational research contributed to 

ART scale-up by showing that it was feasible, which in turn fundamentally changed 

the face of AIDS research. 

 

Scale-up in Uganda  

 

While the arguments over the possible risks and benefits of ART scale-up raged at 

international level, the first tranche of Global Fund money – US$36 million – arrived 

in Uganda in mid-2003 (Global Fund, 2003), and the in-country process rapidly got 

underway. As AIDS Control Programme (ACP) Manager Dr Elizabeth Madraa 

explained, “Ministers were not always in favour of buying these expensive drugs. But with 

this Global Fund cash alongside a further US$3 million we got from the World Bank, it looks 

like we now have the money to do it if we plan carefully” (New Vision, 2003a). The 

Ministry of Health subsequently announced that it intended to place 60,000 people 

on ART by the end of 2005, as the country’s contribution to ‘3 by 5’. 

 

Meanwhile, in June 2003, the government published its ART policy (MoH, 2003). It 

had been produced quickly, before national rollout even began, a fact that stands in 

stark contrast to the very slow progress made with the country’s HIV prevention 

policy, as explained in Chapter 4. The document had been the product of input from 

a number of actors, including the Ministry of Health, donors, and those groups who 

were already engaged in provision. Key concepts throughout its development were 

partnership and collaboration between stakeholders.  
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The policy’s core values revolved around “equity and universal access” (MoH, 2003:7-

8). The money and the means had become available, and the government would 

simply have to trust that it would continue – even if it was well understood that 

neither of the two major donors, PEPFAR and the Global Fund, had made any 

guarantee of providing long-term funding. In this regard, the new policy implicitly 

recognised the need for extensive donor support – the country’s overall health care 

funding was estimated at just US$13 per year for all diseases, of which US$8 was 

provided by the patients themselves, and US$5 by the government (MoH, 2003:5). 

Thus, even with the enormous reductions in price of ARVs noted above, they were 

still completely out of the reach of most of the 100,000 or so Ugandans who needed 

them. Provision would have to be free to the provider if true equity was to be 

established, and this would be expensive: A comprehensive service includes not just 

the drugs, but also counselling, testing, clinical diagnoses, treatment for the OIs that 

inevitably arise, food supplementation, and community-based alternatives to 

institutional care and support. 

 

A phased rollout was planned, starting with the regional referral hospitals; then 

moving out to the district referral hospitals; and subsequently down to ‘Health 

Centre IV’ level – simple sub-district clinics run by medical assistants. Peter Mugenyi 

– who, in addition to running JCRC, is also chairman of the technical committee 

overseeing ARV rollout in Uganda – explained at the Uganda Medical Association’s 

annual conference in Kampala in December 2004 how improvisation and creativity 

were sometimes necessary in order to expand treatment opportunities for patients. 

He gave an example of how a British research group had wanted to conduct an ARV 

study at JCRC with 1,000 new patients, and had complained to him that there was 

insufficient space at the facility. That was correct at the time, Mugyenyi agreed, but 

he asked the visitors to return the following week: “Then we’ll have space,” he told 

them. And indeed, when they came back, JCRC had raised a large tent in the 

grounds, big enough to deal with 1,000 outpatients. The research group acceded, the 

study started, and another 1,000 Ugandans started on ART. “We must not be setting up 

sub-standard services,” he told the meeting, “but I don’t allow infrastructure to be a 

constraint” (Mugyenyi, 2004).  

 

Figure 2 shows the rate at which Uganda’s scale-up process actually took place – 

thanks to such creative approaches – and it demonstrates remarkably steady 

progress towards the policy target of equity and universal access. This was both 

because the drugs were increasingly available throughout the country, and because 
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they were being provided free to an ever-increasing number of people. In December 

2003, 20% of all ART patients nationwide were receiving free treatment, while by 

December 2004, this had risen to 35% (Namagala, 2004). Even so, the fact that only 

one-third of the country’s ART patients were receiving free treatment showed that 

further progress was needed in this area if universal access was to be achieved. 

 

ART scale-up in Uganda
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Figure 2: ART scale-up in Uganda, 2000-2006 

[Sources: Whyte et al., (2003); IPPPH (2003); Uganda Medical Association annual conference, 

December 2004; The East African (2005); The Monitor, 2006] 

 

Uganda became one of a small handful of countries not only to meet, but to exceed 

its ‘3 by 5’ target: Instead of the expected 60,000 patients on ART, 67,000 Ugandans 

were registered as ARV patients by December 2005. According to Dr Elizabeth 

Namagala, senior medical officer for the ACP, “It was easy to increase the number of 

patients on ART once we managed to get sufficient support” (East African, 2005). Indeed, 

one Ugandan doctor explained to me that with so much money suddenly coming 

into the country, “Now it’s a question of too much money. Everyone is wanting to fund us. 

For the first time I was in a place where they were fighting, not for the money, but for the 

patients” [Interview, 11 September 2004].  

 

However, while these figures are extremely impressive, the rapid scale-up of ART 

stretched an already over-burdened health service yet further, and placed enormous 

pressure on medical staff. One doctor in Kampala equated the increase in patient 

numbers at her facility to a ‘silent tsunami’ [Interview, April 7 2005]; and the word 
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‘overwhelmed’ was being heard with ever-increasing frequency in relation to ART 

provision in Uganda. This had implications for the long-term sustainability of the 

programme, not least because as AIDS-related mortality rates fell, ever-increasing 

numbers of patients would require ART. And if medical staff were to find themselves 

struggling to provide all these patients with adequate adherence counselling, the 

possible development of drug-resistant viral strains would be greatly increased. 

 

Another problem was that the rapid scale-up of ART provision was accomplished at 

least in part by giving providers a great deal of freedom in determining how best to 

provide the drugs to their patients. Many different modes of delivery and care 

therefore evolved, with each major provider70 following different operating 

procedures. Some provided the drugs and laboratory services for free, while others 

charged; some used generic drugs while others used only the more expensive 

branded drugs; some worked only out of the clinic while others provided 

community outreach. And, just to complicate matters further, some providing 

centres worked with two or more different funding organisations. This means both 

that doctors in the same clinic might work under different bureaucratic 

requirements, and also that two people living under the same roof could be 

attending the same clinic on the same days, but taking completely different ARV 

regimens. These could have different timing and nutritional requirements, which 

would only exacerbate the challenge they already faced in maintaining optimal drug 

adherence rates. 

 

The confusion was not only felt at the level of individuals and clinicians. At a WHO-

sponsored meeting that I attended in Kampala in December 2004, to design a five-

country ART operational research programme, the lack of a clear picture of what was 

going on in the country was clearly expressed by the Ugandan team. The data that 

were available tended to come from the supply side, with a primary focus simply on 

the number of people who had been enrolled into ART programmes. No 

systematically collected data existed on how the various programmes were 

functioning, what problems the medics were facing, nor on the patients’ experiences. 

Consequently, the team proposed a nationwide situation analysis as a prerequisite 

before any further operational research could be conducted. As their funding 

proposal explained, “No systematic attempt has yet been made to document exactly who is 

                                                           

70 The various ARV providers in Uganda in late 2004 included the Ministry of Health; JCRC; various 
NGOs such as MSF, GTZ, TASO and Mildmay; the Uganda Business Coalition and Uganda Cares; 
private-for-profit providers; and a number of research programmes. 
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doing what and how, and consequently the Ministry of Health does not have the information 

required in order to plan and execute a fully sustainable and effective ART programme for the 

country” (MoH, 2005:7).  

 

In other words, just months into the country’s national rollout programme, not even 

the ACP authorities themselves had a clear picture of what was going on. 

Developments on the ground had far outstripped the knowledge-base, and research 

was now required in order to ensure that the national ART policy target of equity 

and universal access could be achieved and maintained over the long term. History 

was, in a sense, repeating itself: just as HIV prevention activities had been conducted 

on a wide scale for many years without any clear evidence of effectiveness – as 

detailed in Chapter 4 – ART rollout had been instigated on the basis of an urgent 

need to act rather than on a firm foundation of evidence. Furthermore, there was not 

even at that stage a comprehensive national plan for monitoring and evaluation.  

 

This was the inevitable result of Uganda’s rapid scale-up, but, as JCRC director Peter 

Mugyenyi explained, it had been necessary for humanitarian principles to take 

precedence over everything else: “Action had to be taken expeditiously as in all 

emergencies that cost human lives, irrespective of some possible errors. In such a disastrous 

situation it is more important to act quickly than to perfect the science and have lengthy plans 

to avoid any inadvertent mistakes. A scientifically meticulous response is not always possible 

or desirable in cases of emergency!” [Email, 12 January 2005].  

 

Uganda Cares – the birth of an ART provider 

 

The final section of this chapter brings us back to the local level in Masaka, and to a 

case study of an innovative ART provider that promised not only equity but also 

guaranteed sustainability: Uganda Cares. The birth of Uganda Cares illustrates how 

similar processes to those described at the international level with regard to ‘3 by 5’ 

also took place at the national and local levels. The story at its essence involved a 

humanitarian drive that was facilitated by powerful political and financial backing; 

that faced resistance from a variety of actors; and that finally emerged through the 

determined work of a diverse group of highly driven individuals. 

 

Many paths – from international, national and local levels – came together to bring 

Uganda Cares to Masaka. Internationally, the primary actors were associated with 

the Los Angeles-based AIDS Healthcare Foundation (AHF), the largest single 
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provider of AIDS care and support in the USA, with expenditure in 2004 amounting 

to US$92 million (AHF, 2005). Inspired by the 2000 International AIDS Conference in 

Durban, AHF Director Michael Weinstein and his colleague Henry Chang 

established a subsidiary organisation called Global Immunity, based in Amsterdam, 

with the objective of providing free ART in the developing world. With a long and 

varied history of AIDS work behind him – including stints in Dr David Ho’s cutting 

edge HIV lab in New York71, community-based activities in the US gay community, 

and later with Dupont pharmaceuticals in Uganda and Nigeria – Chang was asked to 

take on the role of Global Immunity’s Executive Director. He already knew some of 

the important actors in Uganda’s health services from his time with Dupont, and was 

familiar with the country’s success in combating AIDS, as well as its openness to 

foreign assistance. His personal experience of Uganda therefore put the country at 

the top of the list of possible sites for Global Immunity to start work. How, then, did 

Uganda Cares come to Masaka, the site of Global Immunity’s very first clinic?   

 

The connection to Masaka came through the chairman of the district, Vincent 

Sempijja. In 2001, Sempijja had been invited to speak about the impact of AIDS in 

Masaka at a conference in Los Angeles, where a chain of meetings led him by chance 

to the President of AHF, Michael Weinstein, whose offices were nearby.  

 

“Michael gave me a full day,” Sempijja told me, “first with some staff, and later on just the 

two of us, and he wanted to know what was going on in this country. He had some brief 

knowledge of Uganda – he knew about the President, how he had come out to talk about 

AIDS, and even to tell the whole world that his country was facing a whole problem when 

other countries were denying. All the political leadership to the grassroots, from top to 

bottom, it was an agreed policy that we must inform our people and in fact tell the whole 

world. That is how I came into contact with Michael” [Interview, 1 December 2004]. 

Sempijja’s visit to LA was serendipitous for both sides, since it provided AHF with a 

powerful local-level individual who could facilitate the fulfilment of their vision in 

Uganda, and it provided Sempijja with the priceless political prize of bringing the 

country’s first free ART provision to his district. 

 

With this starting point, a meeting on “HIV/AIDS care and support” was held by 

AHF/Global Immunity in Entebbe in September 2001, attended by 300 participants 

                                                           

71 In the early-mid 1990s, David Ho’s research focus was the dynamic nature of HIV replication in 
infected people, which contributed to his groundbreaking work in the development of one of the three 
main classes of ARVs, protease inhibitors. He was named Time magazine’s Man of the Year in 1996. 
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from 20 countries. As well as bringing together interested parties from all over the 

region, Global Immunity announced their intention to provide 10,000 Ugandans with 

ART, specifically the poorest of the poor, those who would not otherwise be able to 

access the drugs. The organisation was to be called ‘Uganda Cares’, a name inspired 

by that year’s World AIDS Day slogan: “I care… do you?”  

 

One of the major innovations of Uganda Cares was a promise to fund treatment not 

for just for the few years of a funding cycle, but for life, thereby becoming the very 

first group in Uganda, perhaps in Africa, to seek to guarantee both equitable and 

sustainable treatment. Henry Chang explained at the conference that the first Uganda 

Cares centre would be opened in the grounds of Masaka Hospital in less than three 

months, on World AIDS Day, December 1. “Our concern is that very many people are 

dying because they cannot access HIV/AIDS drugs”, he explained. “We should strive to 

provide life-saving mechanisms now and the Ministry of Health and my organisation will 

soon finalise the financial details of this joint venture” (New Vision, 2001).  

 

This, therefore, was the public proclamation, which suggested that the deal was 

effectively done, and that come December 1, Uganda Cares would open the doors to 

its clinic in Masaka. However, a great deal of negotiation – including overcoming 

some considerable opposition to the idea – still remained to be done. President 

Museveni had opened the Entebbe conference, and Weinstein and Chang took the 

opportunity to arrange to meet with him the next day to discuss their programme 

proposal. But when they arrived at State House, “We were surprised to see that there 

were a number of other groups also present,” Chang told me [Interview, 25 October 

2004]. These other groups included WHO, UNAIDS, and USAID, as well as senior 

officials from the Ministry of Health. The President was “very enthusiastic” about 

AHF’s proposal to start a free ARV programme, Chang explained, and it was clear 

that Museveni felt this was a sufficiently important issue to require representation 

and discussion between all the central stakeholders. As a senior Ministry official who 

was also present explained, “The President’s view was that the government has a policy of 

partnership, in order to rally support. So he was happy to accept it” [Interview, 9 

November 2004]. 

 

The enthusiasm towards the project was not, however, shared by everyone in the 

room. In the presence of Museveni, a representative from the Uganda AIDS 

Commission warned that “Even if the President has said this will happen, you mustn’t 

expect automatically that it will.” And a UNAIDS official was even more 
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straightforward in her criticism, saying simply that “You will fail in your enterprise” 

[Interview, 25 October 2004]. Such doubts were also shared by people who were not 

at the State House meeting, including an AIDS social scientist who told me that the 

promise of free ARVs made the fledgling Uganda Cares an “object of derision” 

[Interview, 19 October 2004]. 

 

Why was there so much resistance to the idea of providing life-saving drugs to dying 

people? As a Ministry official explained, “People at programming level – knowing about 

prices, system requirements, health infrastructures, the need to have laboratory equipment in 

place – these people said they were too ambitious. So I can understand why they were wary” 

[Interview, 9 November 2004]. I put this point to a Uganda AIDS Commission 

executive, and asked if the scepticism was due to worries about the likely success of 

the project. “No,” he replied. “It was simply a question of losing power” [Interview, 9 

December 2004]. 

 

Thus the resistance among the major actors – both Ugandan and international – 

appeared to be derived both from a sense that their turf was being invaded, and also 

from very practical concerns about the viability of such an ambitious project. In 

relation to the latter, it is undeniable that neither Global Immunity nor AHF had any 

institutional experience of Africa at all. However, it could equally be argued that it 

was precisely the unfettered idealism and hope that came with this inexperience that 

permitted them effectively to break the rules of what could be done, and to overcome 

the conservatism that was the natural domain of the long-term actors. Weinstein and 

Chang had an idea, they visited Uganda, met the President, offered their plan, and it 

was accepted. As Chang explained, “The way we moved into Uganda was a great example 

of how political will can make something happen. Global Immunity circumvented the 

standard protocol for changing policy, and went straight to the President” [Interview, 25 

October 2004]. 

 

But even with the promise of substantial and indefinite funding from abroad, with 

President Museveni’s unequivocal national-level political support, and with a district 

chairman willing to provide the necessary local infrastructure, Uganda Cares’ birth 

pains were far from over. As one of the medics involved at the start explained to me, 

“We had a tug of war to start it. Even the Ministry was not supporting us. They said ‘the 

drugs are so expensive, there’s no way you can do it free of charge, it’s not sustainable’. But 

we had people who wanted to support us, so we said if we can treat 100 people, why shouldn’t 

we do that? We said we can allocate a building for the work – one of the private wards – and 
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storage space. But the Ministry resisted, and it didn’t auger well. It took the intervention of 

State House before we could get accredited. The Ministry said we didn’t have the capacity. So 

we said, ‘who is supposed to provide the capacity? YOU!’ Anyway, we had the people to do 

the work” [Interview, 6 September 2004]. He was talking about events in 2001 and 

2002, but Ministerial resistance had not been entirely diffused even at the time of my 

field work in late 2004. As a Kampala-based public health doctor told me: “As things 

stand now, Uganda Cares hasn’t really gone to the core of the Ministry. To Director or 

Commissioner levels. They think this thing is not feasible, but rather that we have to do it for 

political reasons” [Interview, 29 October 2004]. 

 

Nonetheless, the top-level political support from President Museveni forced the issue 

through, and the Uganda Cares clinic was opened in Masaka by First Lady Janet 

Museveni in February 2002, just five months after Chang’s initial announcement at 

the Entebbe meeting. As Vincent Sempijja told me, “Global Immunity is really very fast. 

We have worked with many, but they were really very fast.” Scale-up during the first year 

was, however, slow, as the team developed their protocols and operating procedures. 

They were, after all, pioneers in providing free treatment to a general population in 

Africa, and, furthermore, they were developing a comprehensive ART programme 

before the country even had an approved national ART policy. The first draft of the 

‘Antiretroviral Policy for Uganda’ was not available until June 2003 (MoH, 2003a), 

with the first edition of the ‘National Antiretroviral Treatment and Care Guidelines 

for Adults and Children’ following in August 2003 (MoH, 2003b). In other words, 

Uganda Cares was effectively operating within a policy vacuum for nearly 18 

months. One of the results of this was that some of their earlier patients started with 

what eventually became the nationally-designated second-line treatment. Once the 

guidelines were published, there was debate among Uganda Cares medical staff 

about whether or not to ‘downgrade’ these patients back to the new official first-line 

treatment. In order to reduce the risk of their developing resistant virus, the decision 

was made to keep them on second-line treatment. 

 

After 12 months, 11 Uganda Cares patients had died – mostly because they started 

treatment too late – but 100 remained on the books, of whom 80 were adults and 20 

were children. Clinical improvements had been remarkable, with average CD4 

counts increasing from 51 to 310 after one year of treatment, average weight gains of 

11.3 kg over six months, and – critically – average patient adherence levels exceeding 

95%, meaning that that the spectre of resistant virus would be held at bay (IPPPH, 

2003:30).  
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Another important aspect of the early period of operations was overcoming 

resistance from other local service providers. I asked District Chairman Vincent 

Sempijja how they had tried to work around the doubts expressed by some of their 

local peers. “At that time,” he explained, “people had already done a lot of work – the 

donors and the NGOs. But what they were doing was counselling, educating the patients on 

how to live positively with AIDS, and then also treating the opportunistic infections, the 

fevers and the coughs. And also educating the masses, and looking after the sick by giving 

them some little food. That is what the NGOs were doing, and they had already gone very far. 

Now somebody comes and says we need to look at treating. It was different to what was 

happening. So these people looked at it, they were sceptical about it. And others were looking 

at it and, to be frank, they were not happy. They were envious. They thought maybe it was 

going to interfere. Despite what they were doing being very good, it was work, it was 

employment for them. I think you understand what I’m saying. Somebody coming to treat 

these people with ARVs is going to cause the other processes to become outdated or even 

stopped. And if you bring somebody who is going to treat people, he is going to get a lot of 

recognition.  

 

“So that was there, and I saw it. I saw it very early, and Weinstein and Chang saw it also, 

and they suggested we had to use these NGOs who had been doing all this work, and use them 

on this one. How do you get the patients? Do you just announce on the radio? No, there are 

already these bodies who have been working with these patients in these other fields. They 

know them. Why don’t we bring them onto a coordination committee, get those patients from 

them, get those who have already reached that level for treatment, let them recommend them? 

And we really need to continue with preventive measures, because if you can prevent the 

deadly disease from entering your body, the better. And we need to continue counselling, and 

educating the masses how to look after their relatives. 

 

“There was a lot of work to be done, but these people had that fear which we really tried to 

solve by bringing everybody on board, by explaining that these kind of preventive methods are 

very important, even more than before, so let’s work together. So harmony came back, and we 

used the best method really. We got people without bias, and that is how we succeeded” 

[Interview, 1 December 2004]. 

 

Thus, at local level, an attempt was made to address this resistance by establishing 

partnerships with the organisations already working in the field. To this end, all 

Uganda Cares clients are referred by another local service provider, who has 
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previously been providing them with medical, psychological and/or nutritional 

support. Since most patients are therefore being served by more than one provider, 

co-operation between doctors from the different groups is ongoing with regard to 

individual patients. I observed this while accompanying a palliative care doctor from 

Kitovu Mobile Care Unit as she travelled round the district, and several times she 

spoke of the need to check certain details of individual cases with one of the Uganda 

Cares doctors. Through this regular contact and co-operation, the doubts that I 

understood from various sources had existed at the start of Uganda Cares operations 

were dissipated. Instead, the organisation has become an established and recognised 

part of the local AIDS service provision community. 

 

With the basic programmatic procedures in place, and the potential clinical success 

of the project established, Global Immunity increased the funding levels so as to 

facilitate a scaling-up of activities. As of July 2004, Uganda Cares in Masaka was 

treating 802 clients; and the numbers continued to grow towards the estimated 8,000 

people in the district who, according to the District Director of Health Services, were 

in immediate need of treatment. 

 

The work of Uganda Cares has therefore born fruit in Masaka, but it has also 

spawned free ART centres elsewhere in Uganda as well as further afield, thus 

meeting one of the organisation’s stated objectives: “To develop a replicable and scalable 

model of HIV/AIDS clinical care appropriate to the safe and effective provision of ARVs in 

resource-constrained settings” (IPPPH, 2003). The Minister of Health, Mike Mukula, 

called Uganda Cares a “proven initiative” in September 2003 (New Vision, 2003b) – 

irrespective of the continuing doubts of some of his Ministerial staff – and personally 

participated in organising for the second Uganda Cares clinic to be opened in his 

own home district, Soroti, in November of that year. As one of my respondents 

explained, “Captain Mukula said even my people are suffering, so that is why Soroti was 

second. In the third world, it depends really on personal input. Because we don’t have enough, 

it depends on who is there first, it depends on who really shows interest and hard work.” 

Subsequently, clinics were also opened in Rakai, Mbale and Mpigi.  

 

Elsewhere in Africa, the Uganda Cares ‘Masaka model’ has been adopted by clinics 

in Swaziland, Eritrea, Sudan and South Africa; and while I was conducting field 

work, a WHO team visited Masaka to provide training on this officially recognised 

‘best practice’ to doctors from Zambia, Kenya, Ethiopia, Tanzania and Zimbabwe. 
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Meanwhile, Global Immunity itself has branched out into nine other developing 

countries.  

 

A senior Masaka doctor summarised how Uganda Cares had stimulated a change in 

thinking at national policy level. “We were the first in the country to give treatment for 

free, and for the general community. And now, in 2004, we are there, and WHO has said we 

are one of the best practices. And I think this is what made the Ministry wake up. This was 

the start of the movement to provide free ART in the country. If we had agreed with the 

Ministry, we would not be having free treatment now all over Uganda” [Interview, 6 

September 2004]. This view was endorsed by a public health official in Kampala who 

said simply, “Uganda Cares played a very big role – they made the Ministry to run!” 

[Interview, 27 October 2004]. 

 

Discussion 

 

Analysis of the material presented in this chapter shows that while the scale of events 

with respect to the evolution of antiretroviral therapy policy and practice may have 

differed between global, national and local levels, there were a number of striking 

similarities in the essential processes at each level. Three areas are discussed in this 

concluding section in order to demonstrate these similarities, as well as to highlight 

some of the particular differences between the levels. The three areas are: (i) the 

importance of key individuals, or ‘Big Men’, as engines of change; (ii) research and 

the use of evidence; and (iii) resistance to ART scale-up and how it was overcome. 

Through this discussion, the interconnected nature of events, as well as the 

importance and power of networking within and between levels, is also underscored. 

 

With respect to the first area of similarity, the drive for ART scale-up at each level 

was driven primarily by the decisions of key individuals in positions of political and 

financial power. These individuals have been characterised here as Big Men, men in 

the worlds of politics and finance with both the power and the will to fundamentally 

change the structures in which they work. As Muraskin (1996) points out, social 

science often views people as having agency to act within the confines of the social, 

cultural and economic structures that they live in, but here it was the other way 

round. By working within powerful ‘advocacy coalitions’ (Sabatier, 1993) – groups of 

like-minded people working towards a common policy goal at each of the three 

levels – elite groups of Big Men collectively and irreversibly changed those 

structures.  
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At international level, the Big Men included – among many others, and presented 

here in no particular order – Dr Hamied, CEO of Cipla pharmaceutical company; Dr 

Lee Jong-wook, former Director General of WHO; and financial guru Professor 

Jeffrey Sachs. These men, as well as the other major players at the international level, 

would all have known of each other, but would not necessarily have known each 

other personally; and certainly they would not all have met together more than a 

handful of times to discuss global ART scale-up. In this sense, the international 

advocacy coalition was looser than those at national and local levels, where personal 

and professional ties among many of the major actors have tended to be closer – if for 

no other reason than geographical proximity. Nonetheless, the objective that the 

international Big Men collectively worked towards – mass treatment of people living 

with AIDS in developing countries – was clear and based on what they saw as an 

unambiguous humanitarian imperative, and this greatly facilitated their collective 

cooperation.  

 

At national level in Uganda, the Big Men came from the political rather than the 

financial sphere, since funding for ART programmes has always been entirely donor 

driven. Thus Ugandan financiers have not played a significant role. These political 

actors included President Museveni; Crispus Kiyonga, the former Minister of Health, 

who facilitated the Drug Access Initiative; and – if politics can be defined as the art of 

getting people to do what you want them to do – Peter Mugyenyi of the Joint Clinical 

Research Centre. In Masaka, the key political actors were local – most notably District 

Chairman Vincent Sempijja – although it should not be forgotten that Uganda Cares 

would never have flourished without strong national level support, directly from 

President Museveni. For similar reasons to those given at national level, the most 

important financial actors at local level – Michael Weinstein and Henry Chang of 

AHF/Global Immunity – came from the international level. 

 

This illustrates the dependency of national and local level political actors on financial 

support from the international level. But it should not be forgotten that the 

international financiers also needed the political support of national and local level 

politicians in order for them to meet their own objectives. These may all have been 

Big Men, capable of changing large social and economic structures, but they were all 

also people who were dependent on other people. International Big Men need local 

Big Men to cooperate with them if they are to meet their objectives – and vice versa. 

Even Big Men cannot operate effectively by themselves. Furthermore, their various 
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breakthrough decisions could not have been made without the supportive 

ideological context that had been established by the army of activists working in the 

international AIDS advocacy coalitions.  

 

With respect to the second area of similarity – research and the use of evidence – the 

first point to note is, perhaps rather obviously, that there would have been no scale-

up of ART provision at all if the drugs had not been developed in the first place. 

ARVs were the product of a major breakthrough in clinical AIDS research, which in 

this sense was therefore the ultimate prerequisite for any sort of policy or 

programmatic development at any of the three levels. 

 

The role of research as an actor in the scale-up of ART did not end once the drugs 

existed and their clinical efficacy had been established. The many people who 

doubted that large-scale ARV provision was feasible in Africa were countered by a 

small group of scientists who actively set out to demonstrate that it could be done. To 

this end, operational studies of small pilot projects – such as the Drug Access 

Initiative in Uganda (Weidle et al., 2002), the Khayelitsha project in Cape Town 

(Kasper et al., 2003), and the first year of Uganda Cares operations in Masaka 

(IPPPH, 2003)72 – played a critical role in ‘proving’ the naysayers wrong by 

demonstrating clinical success among their patients, and thereby providing 

important evidence for use by advocates and the Big Men.  

 

A four-step process of research can be described, which applies equally at each of the 

three levels: (i) The researchers involved in the various programmes had a pre-

existing ideological position that favoured large-scale ART provision; (ii) They 

implemented an ART programme, partly for the patients in their clinics but also in 

order to show to a wider audience that their ideological position was grounded and 

workable; (iii) The clinical successes that they demonstrated justified the arguments 

of activists, politicians and financiers who wanted to scale up ART provision; (iv) On 

this basis, political, financial and logistical support for ART scale-up emerged, 

facilitating the process to begin. The evidence was therefore produced with an 

explicit agenda: it was to be presented as an advocacy tool which would provide the 

justification for action. As such, it contributed significantly not only to legitimising 

the scale-up of ART programmes, but also to establishing international, national and 

local level ART policies. With the AIDS treatment landscape fundamentally and 

                                                           

72 Depending on one’s geographical perspective, each of these three pilot projects could be seen as 
working at either international, national or local level.   
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permanently changed as a result, it also subsequently changed the nature of AIDS 

research itself. 

 

Having argued that evidence contributed to bringing about ART scale-up at each of 

the three levels, however, it would be misleading to suggest that the development of 

large-scale ART programmes was ‘evidence-based’. The pilot studies noted above 

focused almost exclusively on clinical outcomes for small-scale provision, and there 

was no substantive basis for arguing that the successes would necessarily be 

repeated across the board when tens, or even hundreds of thousands of people were 

being treated. As with much of the HIV prevention work described in Chapter 4, 

ART scale-up was conducted primarily out of an urgent need to act, rather than on a 

firm evidence base. The evidence that was used helped to kick-start scale-up, but 

could not, by its very nature, make any definitive claims about the likely success of 

large-scale provision. 

 

The third area for discussion concerns resistance to ART scale-up, as well as the 

process of overcoming it. Resistance was faced at each of the three levels, but the 

reasons for it differed from one level to the next. Internationally, the loudest 

complainants tended to be scientists who were concerned about the potential public 

health ramifications of a scale-up process that lacked a stable foundation. By contrast, 

the worries at national level in Uganda, and locally in Masaka, were both practical 

and political. Practically, there was unease about sustainability, the capacity of health 

systems to deliver such an ambitious programme, as well as the possible effects on 

other aspects of the health system of having some of the best doctors moving 

exclusively into ARV provision. Politically, there were turf issues, with some people 

fearing the loss of power, authority, and financing in other areas of AIDS control in 

which hitherto they had been important actors. 

 

Overcoming the resistance to scale-up – or, in some cases, pushing it through 

regardless of the resistance encountered – took a different course at each of the levels. 

Internationally, it is notable that the doubters tended to be non-African public health 

scientists and clinicians with significant hands-on experience of health care in 

Africa73. In spite of their important knowledge and experience, however, these 

                                                           

73 This is not to suggest that all public health scientists opposed rapid ART scale-up – there are many 
issues in international public health on which there is no collectively agreed view. Indeed, as 
explained above, it was public health and clinical scientists who provided the evidence from small-
scale pilot projects which in many respects justified the arguments of the activists, politicians and 
financiers pushing for scale-up.  
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people are not, as a group, powerful decision makers. Those whose very job it is to 

make decisions, and who pushed ART scale-up through – the Big Men – had, in stark 

contrast to the public health scientists, lived their professional lives far away from the 

day-to-day reality of health care provision in Africa. Regardless of this fact, they 

imposed their will and over-rode the concerns of their worried subordinates. The 

scientists’ long-term public health concerns of what might or might not eventually 

happen as a result of rapid ART scale-up were far less politically exciting to the Big 

Men than the tangible and immediate outcome of treating and saving dying patients 

by the thousand – today. 

 

In Uganda, the government resisted ART scale-up in large part because of concerns 

about sustainability: What would happen to the tens of thousands of people who 

would be receiving treatment if funding suddenly dried up? These worries were 

effectively made redundant by Peter Mugyenyi’s illegal importation of cheap generic 

drugs into the country. This forced the government into a politically uncomfortable 

corner, from which they had little choice but to authorise the procedure, in spite of its 

being against the instincts of many senior officials in the Ministry of Health. 

Mugyenyi’s actions demonstrate how the determination of one well-placed 

individual – either because of, or in spite of breaking the law – can overcome firm 

resistance and bring about major policy changes at national level.  

 

Locally in Masaka, the field of play was far smaller, and it was possible for the 

Uganda Cares leadership to act in a more consultative fashion than could be 

accomplished at either the national or international levels. By bringing other NGO 

providers in as partners, and by ensuring that the work and livelihoods of those 

working with these NGOs would not be threatened, Uganda Cares gave them an 

active stake in the project. Through this, the resistance that had been felt was 

dissipated, and they have now become important partners in the provision process.  
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6 – The Masaka Intervention Trial: A case study in the interpretation 

of complex research findings 

 

Introduction 

 

The previous three chapters have presented the life stories of three different AIDS 

control policies in Uganda, and have examined the extent and means by which they 

have been influenced by research. This chapter looks at the issue from the opposite 

perspective, by taking an individual research project and examining the extent to 

which it may or may not have influenced policy. I personally worked on this study in 

Masaka over a period of five years with a team from the Medical Research Council 

(MRC) Programme on AIDS in Uganda. It was a community-based project called the 

Masaka Intervention Trial, and it evaluated two different approaches to HIV 

prevention.  

 

I applied to join the Masaka Intervention Trial (MIT) because it was asking a critical 

question in a high prevalence area – How can we reduce new HIV infections? – and 

because it was using hard biological indicators within a strong epidemiological 

methodology that would theoretically be able to provide a definitive answer. I, and 

many others, believed that the interventions we were evaluating were likely to be 

effective, that we would be able to demonstrate their effectiveness, and through this 

that our work would have an impact on HIV prevention policy both in Uganda and 

further afield. 

 

But it did not work out this way. For a variety of reasons, the MIT results – the 

product of over a decade of work with the involvement of literally tens of thousands 

of people – met with little more than a shrug from the Ugandan authorities, and a 

flicker of international and local level interest, followed in turn by silence. This 

chapter aims to investigate why this was. 

 

In order to provide the context and rationale for the study, the chapter starts with an 

introduction to two other community-based trials that evaluated HIV prevention 

interventions – in Mwanza, Tanzania; and in Rakai, Uganda – since the Masaka, 

Mwanza and Rakai studies are often discussed in relation to each other. The MIT’s 

design and implementation are then briefly described, before moving to the reaction, 

interpretation and impact of its findings from the perspectives of some of the 

stakeholders involved. These include scientists, policy makers, and people living in 



CHAPTER 6 

 160 

the study communities. In addition to demonstrating the way in which complexity of 

findings can affect the extent to which a study is taken into account during policy 

discussion, the chapter also demonstrates the great diversity in perspectives of a trial 

that touched the lives of many thousands of people. 

 

‘How can we reduce new HIV infections?’ – The Mwanza, Rakai and Masaka trials 

 

As described in Chapter 4, a reasonable amount of African AIDS research had been 

conducted during the late 1980s and early 1990s, but most of the work was 

quantitative, descriptive, cross-sectional and based on convenience sampling 

methods. No substantive evidence existed at that time regarding the effectiveness of 

the various HIV prevention strategies that were being used. One of the reasons for 

this was that it was mainly scientists from European and US-based research 

institutions who were defining the research agenda, and, with an eye firmly on the 

need to publish, they were flying in, collecting the most accessible data, and quickly 

flying out again to conduct their analyses. They had no personal stake in the disaster 

they were investigating, and as one British scientist who had worked in Uganda at 

the time told me, they “left little behind but anger and confusion… Northern scientists 

were not always welcome in Uganda” [Interview, 19 May 2004]74.   

 

The gap in pertinent knowledge was underlined by findings from an investigation by 

WHO’s Global Programme on AIDS (WHO/GPA), which reported that “Of the AIDS 

research done in sub-Saharan Africa in 1988-89, nearly 95% of the 559 projects identified 

were of no immediate relevance to the local populations” (quoted by Southern African 

Economist, 1992;5). Serious ethical issues were also emerging in African AIDS 

research. In the words of a Kenyan sociologist, “We have knowledge, but what do we do 

with it? Doctors take blood and go away; social scientists ask questions and go away. But the 

community is still dying” (Barnett and Blaikie, 1992;174).  

 

Meanwhile, there were increasingly stark warnings for the future. Jonathan Mann, 

head of WHO/GPA, warned that “The pandemic not only remains dynamic, volatile and 

unstable, but it is gaining momentum – and its major impacts, in all countries, are yet to 

come” (Guardian, 1991b). In February 1992, WHO estimated that 12 million people 

                                                           

74 Garrett (1994;355-359) describes how western ‘safari’ scientists at this time would fly into African 
countries, take samples from AIDS patients – frequently without adequate informed consent 
procedures or ethical clearance – and then fly home with the samples, only to publish their findings 
without any national co-authors, and without any attempt to obtain comments or clearance from the 
appropriate authorities. 
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were then infected worldwide, of whom 7.5 million were Africans. But by the year 

2000, they warned, “Approximately 25 million African infections could be expected” 

(Weeks, 1992;208)75. 

 

The root of the problem was the fact that HIV incidence rates remained extremely 

high in many parts of Uganda, as well as elsewhere on the continent, in spite of 

widespread educational efforts and consequently relatively high levels of knowledge 

about HIV and AIDS. In other words, there appeared to exist no straightforward, 

linear relationship between high levels of knowledge and safe sexual behaviour. 

Some of the easier research questions had by now been answered – Who is at risk of 

infection, and How are they being infected? – but the ultimate question remained 

unresolved: How can we reduce new HIV infections? 

 

This was the context in which the idea for the MRC’s Masaka Intervention Trial 

(MIT) was born. Since 1989, the Kyamulibwa cohort’s76 annual sero-surveys had been 

providing insights into the dynamics of the AIDS epidemic in this rural area. But as 

one WHO official told me, “There had been criticism that the MRC had milked the 

epidemiological side of things without providing much in the way of interventions” 

[Interview, 14 April 2004]. The most appropriate next step in the MRC’s research 

strategy was therefore deemed to be an investigation into HIV prevention; and on 

this basis, the first steps towards conceptualising and designing a major prevention 

study were taken in 1992.   

 

The range of available HIV prevention options was very narrow at this time, with 

behavioural change – specifically delaying sexual debut, limiting numbers of sexual 

partners, and using condoms – on the one hand; and the prevention and treatment of 

sexually transmitted diseases (STDs) on the other77,78. The options may have been 

few, but that did not mean that many rigorous evaluations of these intervention 

                                                           

75 This was an astonishingly prescient estimate. The UNAIDS report for 2000 estimated that 24.5 
million Africans were living with HIV in that year – as opposed to the 25 million that had been 
predicted eight years earlier (UNAIDS, 2000). 
76 As described in Chapter 4, the MRC’s Kyamulibwa cohort had been established in order to provide 
an understanding of changing HIV infection and associated mortality rates, as well as of sexual 
behaviour patterns in rural Masaka.  
77 Studies in neighbouring Zaire had shown some STDs to act as powerful co-factors for HIV infection: 
for example, the presence of Gonorrhoea increased the chance of HIV sero-conversion by 4.8 times, 
while Chlamydia increased the chance by 3.6 times (Laga et al., 1993; see also Wasserheit, 1992).   
78 More recently, convincing evidence has emerged that male circumcision can be protective against 
HIV infection (Auvert et al., 2005; Gray et al., 2007; Bailey et al., 2007); and antiretroviral drugs are 
now widely used in the prevention of mother-to-child HIV transmission.  
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approaches – investigating whether or not they actually worked, or indeed if perhaps 

they may have unexpected and harmful effects – had actually taken place. A handful 

of studies evaluating the efficacy of condom use among sex workers had been 

conducted in Africa (Moses et al., 1991; Pickering et al., 1993; Laga et al., 1994; 

Asamoah-Adu et al., 1994), but nobody had yet attempted to evaluate a wide-

ranging behavioural intervention – sometimes referred to as ‘IEC’, or Information, 

Education and Communication – in a general population anywhere on the continent. 

Since such interventions were going on regardless, the practice of HIV prevention 

activities had thus moved ‘ahead’ of research into HIV prevention activities, and it 

was important to address this discrepancy (Oakley, 1995). 

 

With respect to STD prevention and treatment, work had begun in November 1991, 

on a major trial in Mwanza, Tanzania (see map on page vii), to evaluate the efficacy 

of syndromic STD management79 as a means of reducing HIV incidence (Hayes et al., 

1995). The syndromic management approach was a concept supported by WHO 

(WHO, 1991), and it was believed by many public health workers to be well-suited to 

poorly resourced, rural clinics in Africa. The Mwanza trial – explicitly intended to 

“provide valuable data for health policy makers” (Hayes et al., 1995;919) – was conducted 

by a collaborative international team, including German, Tanzanian, French and 

British researchers from the Tanzanian National Institute for Medical Research and 

the London School of Hygiene and Tropical Medicine.  

 

The Mwanza trial was underway by the time discussions had started to design the 

MIT, and, in the words of a WHO official who had been involved at the time, “The 

MRC wanted to respond to Mwanza” [Interview, 14 April 2004]. The fact that the MRC 

Programme on AIDS in Uganda also had strong connections with the London School 

of Hygiene and Tropical Medicine, as well as with WHO/GPA, greatly facilitated the 

incorporation of a syndromic STD management component into the nascent Masaka 

Intervention Trial80: it was believed that two large studies evaluating the same 

intervention would carry a great deal of weight in the minds of policy makers. As a 

                                                           

79 Syndromic STD management is based on the principle that certain symptoms – which collectively 
constitute a ‘syndrome’ – are generally associated with a particular group of organisms. For example, 
urethral discharge is a syndrome that is usually caused by either Gonorrhoea or Chlamydia. When it 
is not feasible to identify which pathogen is causing the condition – as in many rural African settings – 
the syndromic management approach would involve treating both. Acting thus, it is relatively certain 
that the agent responsible will be eliminated. 
80 The key players in the Mwanza team and the MRC Programme on AIDS in Uganda were an elite 
group of scientists, all closely connected to the London School of Hygiene and Tropical Medicine, and 
all well acquainted with each other. 
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former senior MRC member of staff explained to me, “The STD trial simply had to 

happen” [Interview, 17 February 2004]. The STD intervention was to include training 

in syndromic management for health workers in health facilities in selected study 

communities – or parishes81 – as well as ongoing support and the provision of 

appropriate antibiotic drugs. 

 

An IEC component was included in the trial on the basis – as explained above – that 

individual level sexual behaviour change was then the only other major strategy 

available for HIV prevention, and yet it had never been subjected to a rigorous 

evaluation in an African population. Its inclusion also meant that the Masaka trial 

would be more than a mere replicate of the Mwanza trial. As the former MRC official 

explained, “Nobody had an answer for IEC, and nobody else was looking for it… In any 

case, locally it was very easy to accept the IEC bit, as this was really all that was being done 

in Uganda at the time in prevention, so it was easy to explain to people. So the timing was 

right” [Interview, 17 February 2004].  

 

With technical and financial support from WHO/GPA, as well as scientific input 

from colleagues in London, the trial gradually came together. Data from the 

Kyamulibwa cohort helped establish appropriate treatment algorithms82 for the 

various STD syndromes in order to ensure that the right drugs were prescribed; and 

a WHO consultant with considerable experience of IEC in Zambia flew to Uganda in 

July 1993, to offer advice on the study’s behavioural component. “We wanted to make 

the community IEC intervention as standardised as a tablet of chloroquine”, he told me 

[Interview, 14 April 2004]. The idea, therefore, was that each of the study parishes 

selected to receive the IEC intervention should have: 

 

i) An AIDS Prevention Committee (APC), consisting mainly of parish-level 

politicians who would meet once every three months, and who would 

offer local legitimacy to the operation;  

ii) A Parish Coordinator (PC), a full time individual who would oversee all 

study activities and act as the point of first contact for the MRC in his or 

her parish; 

                                                           

81 A Ugandan ‘parish’ is an official administrative unit, comprised of between five and 15 villages. 
82 Treatment algorithms are standardised guidelines used by doctors for treating specific conditions 
and syndromes. 
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iii) A group of around 25 Community Educators who would provide 

information and advice, mainly on a one-to-one basis, for people living in 

their community; and 

iv) A drama group consisting exclusively of local talent, who would be trained 

by an MRC drama consultant to perform a set of specially written plays in 

each study village.  

 

These people received a small allowance to maintain their motivation (from roughly 

US$3 every three months for each of the APC members to about US$70 per month for 

the full-time PC), while regular training and support meetings with each group in 

each parish provided the opportunity for MRC staff to keep in touch with 

developments on the ground. 

 

Certain other principles were also established for the IEC package, including the 

recognition that since Ugandan men tend to have more control over sex than women 

– in terms of whom they have sex with, when, how often and how – it would be vital 

to include a high male-to-female ‘agents of change’ ratio if an effective message was 

to be put across to the community. With this in mind, sixteen individual topics were 

selected by MRC staff with assistance from the WHO consultant, and standardised 

messages about them were developed for dissemination in the study communities. 

They included – among others – how HIV is and is not spread, STD treatment-

seeking behaviour, marital faithfulness and reducing number of sexual partners, 

abstinence and condom use (see Kinsman et al., 2002:256). 

 

The study design was finalised by the end of 1993. The Masaka Intervention Trial 

was to be a three-armed community randomised trial83, with each of the three arms 

to include six non-contiguous parishes. The study’s stated aim was “to determine 

whether IEC programmes alone, or in combination with improved STD management, are an 

effective intervention against HIV-1 transmission in an adult population where the primary 

transmission of HIV-1 is through heterosexual contact” (MRC, 1992;19). One of the three 

study arms was to receive IEC alone (Arm A); one was to receive the same IEC 

package but with the addition of syndromic STD management in government and 

private clinics (Arm B); and the third was to act as a control group, in which non-

HIV-related community development activities were to be promoted, such as fish-

                                                           

83 A community randomised trial is a form of randomised controlled trial (as defined and discussed in 
Chapter 2), in which communities – rather than individuals – are randomised to join either the 
intervention or the control group.  
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farming and rabbit-rearing (Arm C) (see Figure 3). For ethical reasons, condom 

promotion and Voluntary Counselling and Testing (VCT) were instituted in all study 

arms.   

 

 

 

 

 

 

 

 
Figure 3: Schematic representation of the Masaka Intervention Trial, showing the interventions 

conducted in each of the three study arms 

 

 

Approximately 32,000 people lived in each of the three study arms. In order to attain 

sufficient statistical power to measure the impact of the interventions, the direct 

involvement of around 4,500 adults from each arm would be required. Thus, a total 

of around 13,500 individuals were to be censused, interviewed and bled by members 

of a survey team (which conducted its work entirely independently from the groups 

conducting the intervention itself) two or three times over a mean follow-up period 

of about four years84. Through this, it would be possible accurately to ascertain HIV 

and STD incidence and prevalence rates in each arm for comparison, and also to 

estimate changes over time in reported sexual behaviour for every participating 

individual. Great importance was also placed on an operational research component: 

“In designing and implementing the study, every effort will be made to ensure that the 

approaches employed are appropriate and affordable under the present conditions in Uganda, 

so that the lessons learned from the trial can help improve the quality and scope of IEC and 

STD interventions elsewhere” (MRC, 1993;2). Full details of the study design are given 

in Kamali et al. (2002). 

 

Thus the ground was laid for the MIT, but the project took some time to take off. 

Referring to the trial’s slow start, an internal WHO/GPA report from 1994 stated that 

“It is evident that the need for human resources to manage and implement the interventions 

                                                           

84 As per internationally accepted ethical standards, informed consent was required from all study 
participants, and nobody was obliged to take part.  

ARM A  

6 parishes = about 32,000 
people 
- Behavioural change (IEC) 
alone 

 

ARM B  

6 parishes = about 
32,000 people 
- Behavioural change 
(IEC) + syndromic STD 
management 

ARM C (Control group) 

6 parishes = about 32,000 
people 
- Non-HIV-related 

community development 

activities 
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had been greatly underestimated when the original budget was prepared”. Additional funds 

were subsequently earmarked85, and the team was expanded. 

 

While the MIT was gradually gaining momentum, the Mwanza trial had been 

concluded, and the results were published in The Lancet in August 1995 (Grosskurth 

et al., 1995). It was reported that syndromic STD management had reduced HIV 

incidence by a full 42%, a finding of huge significance: “This is the first randomised trial 

to demonstrate an impact of a preventive intervention on HIV incidence in a general 

population” (Grosskurth et al., 1995;530). The accompanying editorial carried the 

almost euphoric title, “STD control for HIV prevention - it works!” (Laga, 1995), and for 

the very first time in the African AIDS epidemic, there was a sense that the 

continually unfolding disaster could perhaps be brought under control. The Mwanza 

trial results subsequently stimulated a major shift in policy for HIV control in Africa. 

For example, it contributed directly to DFID’s six-fold increase in annual spending 

on STD control for developing countries between 1995 and 2000 (Philpott et al., 

2002;197).  

 

Back in Masaka, a new MIT Project Leader was installed late in 1995, and although 

there was awareness that the Mwanza results could have stolen some of Masaka’s 

thunder, work on the trial finally started in earnest. The survey team began 

systematically working through the study parishes, interviewing and bleeding 

participants; cadres of health workers were trained in syndromic STD management; 

and the IEC component was launched. I joined the study in October 1996, initially as 

a health educator, helping to train and support the community educators; and 

subsequently as coordinator of the IEC section. We had 560 volunteer workers on the 

project, of whom – in accordance with our wish for a high male-to-female ‘agents of 

change’ ratio – 57% were men (Kinsman et al., 2002). The MIT also had around 35 

paid employees86, all of whom – myself excepted – were Ugandan nationals. 

 

With the intervention and its evaluation now fully up and running, a third major trial 

– the ‘Rakai STD Control for AIDS Prevention Study’ – was drawing to a close less 

than an hour’s drive down the road. Run by the US-funded Rakai Project, this 

community randomised trial had been designed to evaluate the efficacy of an STD 

                                                           

85 WHO/GPA, UNAIDS and MRC all funded the MIT to different degrees at different points in its life. 
86 MIT paid staff included a project leader, five people working on IEC, two on STDs, two on 
community development, a large survey team, four data entry officers, a laboratory technician, several 
drivers, two administrative staff, and two security staff with a dog to protect the office and 
compound.   
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intervention as a means of reducing HIV incidence. The intervention strategy here 

was not syndromic management, however – as in Mwanza and Masaka – but rather 

‘mass treatment’. This involved administering antibiotic treatment for syphilis, 

gonorrhoea, chancroid, chlamydia, trichomonas and bacterial vaginosis to everyone 

in the selected communities, “irrespective of symptoms or laboratory testing” (Wawer et 

al., 1998;1211). In other words, every adult was to be treated for these STDs, whether 

or not they had symptoms of disease or were actually infected at all. The rationale for 

this shotgun approach was to reduce the overall prevalence of treatable STDs in the 

population – several of which do not always produce symptoms – which, it was 

hypothesised, could subsequently reduce the incidence of HIV. 

 

The Rakai study had run between December 1994 and mid-1998, and, like the other 

two studies, was designed explicitly “to provide the scientific basis for policy” (Wawer et 

al., 1998;1222). When the results emerged, however, the policy implications were not 

at all obvious: The Rakai trial found that HIV incidence was identical in both the 

control and intervention arms (Wawer et al., 1999), which, put simply, meant that the 

HIV prevention intervention had been ineffective. The explanation given by the 

researchers was that HIV infections in Rakai tended to occur independently of 

treatable, bacterial STDs, which therefore did not act as significant cofactors for HIV 

infection. In other words, reducing the prevalence of these STDs would have no 

impact on HIV incidence, the opposite of what had been found just along the 

lakeshore in Mwanza.  

 

Possible reasons for this discrepancy were vigorously examined within the scientific 

community, with many people concerned that the Rakai results could undermine the 

global policy interest in STDs that had been generated by Mwanza. One WHO 

scientist spoke of a meeting he had attended to discuss the Rakai findings, at which 

the best means of presenting the data had been discussed. “It wasn’t an easy meeting,” 

he told me. “We almost had fist fights”, because the Rakai Project representatives 

reportedly wanted to say that STD control ‘doesn’t work’. “The only thing we did 

manage to do was to get them to change the title of their paper, so it no longer said ‘STD 

control is not effective’” [Interview, 18 February 2004]. 

 

Uncertainty over STD treatment as a strategy for HIV control gradually gave way to 

a satisfactory explanation for the findings, which allowed for both Mwanza and 

Rakai to stand uncontested. The lead scientists of the two studies co-authored a 

paper in which they asserted that “The divergent results may be complementary rather 
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than contradictory” (Grosskurth et al., 2000;1981), their conclusion resting on two 

points. First, the Mwanza trial took place during an earlier phase of the epidemic 

than the Rakai trial: Computer modelling had suggested that the contribution of 

STDs to HIV transmission decreases with the maturity of an HIV epidemic (Robinson 

et al., 1997). And second, the prevalence of genital herpes was much higher in Rakai 

than in Mwanza, an important point since herpes is a viral disease that is by 

definition not amenable to antibiotic treatment, and so was not targeted in either 

Mwanza or Rakai. Genital herpes is also implicated as a major cofactor for HIV 

infection (Fleming and Wasserheit, 1999). These two points combined to demonstrate 

the importance of epidemiological context as a determinant of the likely effectiveness 

of an STD-oriented HIV prevention intervention. This was a crucial intellectual 

breakthrough, leading away from the rather simplistic one-size-fits-all approach that 

had prevailed after the Mwanza findings were published. 

 

In this sense, some international public health experts saw that significant positive 

spin-offs had evolved out of the Rakai controversy. “I remember shaking when Rakai 

came out,” an English epidemiologist with experience in Mwanza recalled. “The fear at 

that point was that, look, if ever there was proof of a dis-articulation between STDs and HIV, 

this is the proof. But the sky didn’t fall in, because there was a really plausible explanation for 

it. What it did was it made people to lift up their eyes from the specific STD-HIV interaction, 

and focus more on the context. And then people started to talk in terms of the age of the 

epidemic. And now there’s this whole discussion about phase-specific intervention strategies” 

[Interview, 30 July 2003].  

 

The American scientist who was acknowledged by the Rakai team as the one 

“without whom we never would have realised this study was possible” (Wawer et al., 

1998;1223) agreed. “The Rakai STD trial showed how thinking had matured nicely,” he 

told me. “Surprise, surprise: it’s not simple!” [Interview, 24 June 2004]. 

 

The Masaka Intervention Trial - findings  

 

The whole Mwanza/Rakai debate took place in a world far distant from Masaka, 

where, in June 2000, the scaling down of the MIT survey and intervention activities 

began. But we, as MRC, were well aware nonetheless that the scientific environment 

into which our results were to be placed was quite different from the one in which 

the study had been designed back in the early 1990s, in large part because of the 

Mwanza and Rakai trials. And although the ‘official’ controversy between the 
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researchers involved in those two studies had been resolved, some people still saw 

the STD/HIV debate in Africa as stalled, with the score at one ‘for’ STD control 

(Mwanza) and one ‘against’ (Rakai) – notwithstanding the fact that these were two 

different interventions in two epidemiologically distinct populations. The MIT – with 

a Mwanza-type intervention in a Rakai-type population – was to be the decider in 

relation to STD control as a means of reducing HIV. Thus there were high 

expectations for the trial’s STD results. 

 

There also seemed to be interest from some quarters with respect to the MIT’s IEC 

component. Referring to our intervention, Harvard-based researcher Ted Green 

wrote, “I suspect that this traditional or culturally tailored interpersonal approach has had 

significant impact. Research-based evaluations will probably be able to prove (or disprove) 

this hypothesis” (Green, 2003b;174). 

 

And so, with the final survey in the final study community complete, the substantial 

task of analysis began. We were confident that both the STD and the IEC 

interventions had been satisfactorily implemented. Process data collected throughout 

the trial showed that 12,200 cases of symptomatic disease had been treated in the six 

STD communities – as compared to 11,600 cases in the Mwanza trial (Grosskurth et 

al., 1995;532); while in the twelve IEC communities, we had recorded 81,000 IEC 

activities, with a total of 390,000 attendances. We had also distributed 164,000 

information leaflets (Kamali et al., 2002).  

 

The dataset to evaluate the interventions’ impact was enormous and complex, 

including information from over 20,000 people87. I asked the statistician who was 

responsible for the analysis to tell me how she had felt when she finally pushed the 

button on her computer and became the first person to learn the results of the 

Masaka Intervention Trial. 

 

“I was disappointed,” she told me. “I think I was expecting a little bit of an effect in terms of 

reducing HIV incidence, but there was nothing whatever. So, yes, I was disappointed. I 

suppose I thought that these interventions would have some effect on some people in terms of 

changing their behaviour. Not huge, but some. I wouldn’t have been surprised if there was a 

                                                           

87 Longitudinal (or ‘follow-up’) data had been collected from 13,500 people – meaning that they had 
been surveyed and bled more than once, and could therefore contribute to the calculations on HIV 
and STD incidence. A further 7,000 or so had been seen just once, which meant that they could not 
contribute to these calculations, but they could still provide demographic and other data.  
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reduction in HIV incidence, but it hadn’t been [statistically] significant. But in Masaka there 

was no reduction at all” [Interview, 17 September 2003] 

 

I very well recall the moment when I too found out the results some time later, in the 

company of the MRC’s Programme Director and the MIT Project Leader. Leafing 

through reams of computer printouts, I searched item by item and mostly in vain for 

the magical statistical signature of success: ‘p<0.05’: an indicator of what is held to be 

a significant difference between variables. Key among the points of interest to us 

were the differences in HIV incidence rates between Arms A, B and C, but no such 

statistical differences were to be found, meaning simply that the interventions had 

not had the desired effect. There were some signs of success buried in other areas of 

the dataset, as explained below, but some of these were at first sight counter-

intuitive, and they only complicated the interpretation further. At the end of our 

meeting, the Programme Director put the printouts – still under embargo – carefully 

back into his brief case, the Project Leader gazed silently out of the window, and I left 

the room thinking of all those many years of hard work by so many people and how 

it seemed to have come to nothing. 

 

The view of the WHO consultant who had assisted with the study design nearly a 

decade earlier was that “The Masaka results were all over the place” [Interview, 14 April 

2004]. It would be hard to argue with this assessment, with the study’s main findings 

summarised as follows (see also Table 1): 

 

1. There was no difference between the three study arms in terms of HIV 

incidence. Since HIV incidence was the study’s primary outcome measure, 

this result was enormously disappointing in purely human terms. We had not 

managed to avert any new HIV infections within the study population itself. 

But it was also politically very challenging, since at face value it suggested 

that the Ugandan model for HIV prevention – which was broadly what we 

had been evaluating – did not work in an experimental setting. If that was 

indeed the case, what were the implications for Uganda’s position as the 

African ‘AIDS success story’? And what would this mean for the many other 

African countries who were seeking to emulate the Ugandan model? A 

satisfactory resolution was achieved, however, by putting the findings into the 

context of data collected from the Kyamulibwa cohort. The Kyamulibwa data 

had shown a significant decline in HIV incidence in Masaka throughout the 

period in which the trial had run (Mbulaiteye et al., 2002), and we concluded 
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that the interventions we had implemented in Arms A and B were simply 

insufficient to reduce incidence yet further (Kamali et al., 2003). 

 

2. A reduction of incidence of genital herpes was shown in Arm A (the IEC-only 

intervention arm), but not in Arm B (the IEC+STD intervention arm). We 

could reasonably have expected to identify a reduced level of new genital 

herpes infections in both Arms A and B, due to the broader sexual health 

messages we were putting out in these two study arms. We did not, however, 

expect to see any difference in incidence between Arms A and B, since, as a 

viral disease that is not amenable to any antibiotic-based treatment, we were 

not offering any clinical intervention targeting this important cofactor for HIV 

infection in the STD-oriented Arm B. Had we shown a reduction of genital 

herpes only in Arm B, this could plausibly have been explained as a cofactor 

effect in relation to the successful syndromic management of other (bacterial) 

STDs. But we were unable to offer any convincing explanation for the 

anomalous reduction of genital herpes incidence in Arm A only.   

 

3. The incidence of active syphilis and the prevalence of gonorrhoea had been 

reduced in Arm B but not in Arm A. This, at least, conformed with 

expectations, since the antibiotic treatment given out in Arm B had specifically 

targeted these diseases. 

 

 

 Arm A vs. Arm C p-value88 Arm B vs. Arm C p-value 

HIV incidence 0.94 0.72 1.00 0.98 

Genital Herpes 

incidence 

0.65 0.003* 1.00 0.99 

Active syphilis 

incidence 

1.02 0.92 0.52 0.044* 

Gonorrhoea 

prevalence 

0.64 0.26 0.25 0.013* 

 
Table 1: Incidence rate ratios89 for HIV and other STDs between study arms of the Masaka 

Intervention Trial (Kamali et al., 2003).  

                                                           

88 Statistical convention holds that there is a significant difference between two variables only if ‘p’ is 
less than 0.05 (marked here in bold and with a *). P-values that approach 1 indicate effectively no 
difference at all between the two variables.  
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Adequately interpreting and explaining all these findings was extremely difficult. A 

senior MRC manager, who had been closely involved in the whole process, 

summarised for me why he believed we had not obtained the positive result that we 

had all hoped for:  

 

“I think that there are a number of things that went on that in retrospect were problems. One 

of them was that there was a fall of HIV incidence and prevalence across the board happening 

anyway. And there were reported huge changes in sexual behaviour over time. Now I don’t 

believe slavishly all the reports of improved sexual behaviour – I think that they’re 

exaggerated by a desirability bias – but I think that they are a marker that there was safer 

sexual behaviour going on already. So in a way, the trial was acting on a slanted table. It 

wasn’t a level playing field. Things were getting better regardless of the trial, so that made it 

hard to get a result.  

 

“The other thing that I think in retrospect is that with regard to the intervention as it was 

developed, there weren’t that many people who were at risk in the population. The 

intervention was very much a classic ABC90, wasn’t it? It was delay sex, reduce your number 

of partners, reduce casual partners, and use condoms; and I think many people – the majority 

of people – didn’t have scope actually to change their behaviour. And so there was only a 

minority of people in that community for whom that message was actually going to make a 

practical difference. It might have reinforced them to continue, but it wouldn’t have made 

any difference to their actual behaviour because it couldn’t. So potentially you could argue 

there was a mismatch between the intervention and the population. The intervention might 

have been more useful in a population that hadn’t already had behaviour change, while an 

intervention that would be effective in the Masaka population would be different” 

[Interview, 16 September 2003]. 

 

Presentations of the findings and their interpretation were made to the Ugandan 

Ministry of Health, at WHO in Geneva, and at the London School of Hygiene and 

                                                                                                                                                                                        

89 The incidence rate ratios (IRR) in this table provide a ratio to compare the incidence rates for 
particular diseases0 in Arms A and B (where the interventions were conducted) with the incidence 
rates for the same diseases in Arm C (the control arm where no intervention was conducted). An IRR 
of less than 1 in this case indicates a protective intervention effect, while an IRR of more than 1 points 
to a harmful intervention effect. In either case, the p-value has to be less than 0.05 if the effect is to be 
seen as ‘significant’. 
90 ‘ABC’ = Abstinence, Be faithful, and use Condoms. See Chapter 4 for detailed discussion. 
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Tropical Medicine; and a paper was published in The Lancet (Kamali et al., 2003). 

The MRC manager summarised the message that was put forward: 

 

“The essential message to policy makers in Uganda was ‘don’t change anything, because 

you’re already doing the right things’. What this trial did was that it demonstrated that 

intensifying those same interventions doesn’t add anything further, but keep on doing what 

you’re doing. Please don’t throw the baby out with the bathwater. Please don’t stop. I think 

they were pretty positive about that kind of message” [Interview, 16 September 2003]. 

 

With this, the Masaka Intervention Trial – whose implementation had cost all of 

US$1.44 million91 (Terris-Prestholt et al., 2006:S113) – and the formal dissemination of 

its findings were concluded92.  

 

The Masaka Intervention Trial – responses and interpretations 

 

The second half of this chapter will explore the way these results were received by 

the many stakeholders in the study; and will demonstrate the extent to which 

different perspectives can stimulate very different responses and interpretations of 

the same thing.  

 

An important methodological point to bear in mind here is that the enormous range 

of respondents – from high profile international epidemiologists in Geneva to poor, 

subsistence farmers in rural Masaka – made it impractical to ask the same questions 

of everyone. The overall thrust of my questioning, however, was to elucidate 

people’s perceptions of the trial, and, broadly speaking, to establish what message 

they had carried from it. At the national and international levels, I was also interested 

in ascertaining the extent to which the study might have influenced HIV prevention 

policy. 

 

                                                           

91 Costs were estimated in 2001 dollars, and included only the implementation of the intervention. 
Research costs – such as serological tests, as well as salaries and transport for scientific staff and the 
survey team – were not included in this figure.  
92 It is also worth mentioning that a further analysis of the MIT dataset – at individual level rather than 
community level, an important epidemiological distinction – showed that there had in fact been a 
significant reduction in HIV incidence, specifically among women who had attended the intervention 
activities (Quigley et al., 2004). These findings – which add yet another layer of complexity to the issue 
– were not published until shortly before I ended my field work, and so I have not included discussion 
of them in the present work.   
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� International level  

 

Most of my respondents at the international level saw the results from the Masaka 

Intervention Trial as appearing on a historical continuum: The frame of reference 

was Mwanza and Rakai, and it was against the results of these studies that they 

placed the MIT. Probably as a result of these associations, the first mental connection 

made by many people when Masaka is mentioned is the STD component of the trial: 

The comment of a Zambian scientist I met at a conference – “Masaka? That was the 

STD trial, wasn’t it?” – characterises the response of many people. This was 

significant, since it meant that the IEC intervention – which was significantly larger 

than the STD intervention, as well as being the very first of its type to be conducted 

in Africa – was relegated to the backseat. 

 

The first public international discussion of the MIT results took place at the XIVth 

World AIDS Conference in Barcelona, in July 2002, with one full session devoted to 

attempting to resolve the “seemingly discrepant results of the results of the Mwanza, 

Rakai, and Masaka STD intervention studies in Africa” (Abdool Karim et al., 2002). 

Working through the data from the three studies, delegates arrived at a “basic 

consensus” about the respective results93, and concluded that “The take-home message is 

that STD management is both an important component of primary health care in and of itself, 

and an effective HIV prevention strategy. Its impact will be most prominent in populations 

with a high incidence of bacterial STIs and a high incidence of HIV” (Rutherford, 2002;85). 

The point here, therefore, was not to let the Masaka results undermine the principal 

importance of preventing and treating STDs, or – as the MRC manager had said to 

me – not to throw the baby out with the bath water. 

 

The MIT findings were subsequently published in The Lancet in February 2003 

(Kamali et al., 2003), with an accompanying editorial commentary which concluded, 

“Many people will be disappointed by the lack of reduction in HIV incidence despite an 

apparently appropriate intervention that reduced other STDs and was implemented on a huge 

scale with great care and commitment in a stricken country. Perhaps this was the right trial 

done at the wrong time – i.e. when HIV incidence had fallen well below the expected level, 

when the contribution of other STDs to continuing HIV transmission had diminished, and 

                                                           

93 This consensus was derived through epidemiological analysis of the three study populations, which 
showed that there was (i) more high-risk behaviour and (ii) higher rates of bacterial – and therefore 
treatable – STDs in Mwanza than in the two Ugandan cohorts. Thus there was more room for 
improvement in Mwanza, and inherently therefore a greater chance of a positive result (Rutherford, 
2002;85).  
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when substantial reductions in risk behaviour were already taking place across all 

communities” (Stephenson and Cowan, 2003;633). 

 

This epidemiologically-derived explanation – which broadly concurred with the 

Barcelona consensus – was strikingly different from the one that was published in an 

editorial in The Times of London that same week. This suggested that the 

“authoritative” Masaka findings “appear to show that there is no connection between 

improving sexual safety and reducing HIV rates”. The results, argued the newspaper, 

were “hugely politically sensitive. [African] states which have been unwilling to fight AIDS 

in the aggressive way the West would like might easily see in them justification for dropping 

AIDS prevention programmes altogether” (Times, 2003a). This message – charging 

African countries with not following Western-driven AIDS policy directives – was 

broadened into a more global point by a subsequent letter to The Lancet. The author 

worried that “Policy makers might conclude that STD activities should be downplayed... If 

some of the hard-won advances in STD/HIV-1 prevention and control are not to be lost, 

convincing explanations are needed to account for these findings” (O’Farrell, 2003;2085). 

 

An alternative perspective of the MIT emerged from the ranks of the AIDS 

‘dissidents’ – a disparate group of individuals who believe, among other things, that 

HIV is not the cause of AIDS (Duesberg, 1997), and that the primary mode of HIV 

transmission in Africa is not heterosexual intercourse but rather the use of 

unsterilised needles (Gisselquist and Potterat, 2003). Speaking to The Times on the 

week of publication of the MIT results, Dr David Gisselquist announced that “Results 

from the Masaka study add to the already long list of findings from other studies that don’t fit 

the hypothesis that most HIV in African adults is from sexual transmission…” (Times, 

2003b). A subsequent paper by one of his colleagues referred to the MIT findings, as 

well as those from the Rakai trial, as support for their hypothesis: “The HIV theory 

predicted that HIV was sexually transmitted and therefore AIDS would spread throughout 

the heterosexual population. This has not occurred. In fact data from the largest, longest, best 

designed and executed studies available conducted in the USA and Africa show that HIV is 

not heterosexually transmitted” (Papadopulos-Eleopulos et al., 2004;598)94. It should be 

made clear here that no explanation is given as to precisely how the MIT results could 

support such a conclusion, but it was striking nonetheless that it should be given 

credence in a prestigious, high profile newspaper such as The Times. 
                                                           

94 This hypothesis was subsequently rebuffed in a Lancet article which argued that “Although there is a 

clear need to eliminate all unsafe injections, epidemiological evidence indicates that sexual transmission 

continues to be by far the major mode of spread of HIV-1 in the region. Increased efforts are needed to reduce 

sexual transmission of HIV-1” (Schmid et al., 2004;482) 
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A critical voice was raised in a letter to The Lancet by Powles and Day (2003), who 

questioned the value of conducting large intervention trials such as the MIT in the 

first place. They argued that the MRC team had followed an “interventionist view, in 

which the public only enjoy the fruits of science when they are ministered directly by the 

intrusive activities of professionals.” They compared the MRC’s ‘intrusive’ approach 

with “an alternative, less technocratic view, which values the advance of science no less, but 

which seeks to realise its benefits by creative engagements with all relevant forms of social 

organisation, and not just by professionally controlled interventions. Unfortunately, those 

who value science seem often to distrust democracy, and vice versa” (Powles and Day, 

2003;2086). 

 

I discussed this challenging perspective with one of the authors of the Lancet 

editorial. “He’s basically criticising the people like us who want to do trials,” she told me. 

“You know, ‘we’re in charge’. And he was saying, look it’s not your domain: just give people 

information, and it will seep into the communities as it clearly did in Masaka, and people will 

behave accordingly. It’s not your right to impose an intervention trial on them. That was the 

critical message I got from it, which is fine if you take that sort of leap of faith. But I think you 

can’t do that, as you’ve got to show that these things aren’t harmful” [Interview, 16 

September 2003]. This position represents an important reversal of the initial 

rationale for the trial, which, as stated above, was “to determine whether IEC 

programmes alone, or in combination with improved STD management, are an effective 

intervention against HIV-1 transmission…” (MRC, 1992;19). Now, with the results in 

mind, it had instead become a tool for demonstrating a lack of harm. 

 

While much of the debate in the literature took place in the immediate aftermath of 

publication, discussion about the MIT within the context of Mwanza and Rakai 

continued for a couple of years. Most of the published papers on this discussion have 

been based on computer modelling, and have concerned themselves with STD 

management as a means of preventing HIV, with a strong focus on maintaining 

political and medical interest in this approach (White et al., 2004; Korenromp et al., 

2005; Hogan and Salomon, 2005; Phair et al., 2005). One article stands out in its 

determination not to forget IEC, or behaviour change, since this “provides a clearer 

basis than clinical interests such as STD treatment on which to build HIV prevention 

strategies in Uganda and elsewhere” (Low-Beer, 2004;361).  
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Turning now from the literature to the views of my international-level respondents, 

the most positive view of the trial results undoubtedly came from a Ugandan WHO 

official who had once worked on the study. “It’s not a disappointing result,” she 

insisted. “It’s a good result. I have no doubt that preventing STDs reduces HIV. And I have 

no doubt that changing behaviour reduces HIV” [Interview, 17 February 2004].  

 

A UK-based epidemiologist also drew a very positive conclusion, both in relation to 

the IEC and STD interventions, but also with respect to the growth of knowledge 

about HIV prevention in general. “I think what’s important is not the message that sexual 

health promotion doesn’t work. Your results and Rakai did not actually translate directly into 

‘it doesn’t work’. You can’t equate the two. It doesn’t translate into ‘we shouldn’t do it’. It 

actually translates into ‘yes, but we need more.’ It’s not a clear message, but in the same way 

that the maturity of the epidemic came out of Rakai [as an important point], something 

similar will come out of Masaka. That’s no bad thing. The point is that it’s all incremental, 

you just get more data. This to me is like a real-life example of how incrementally you get a 

better and better sense of approaching reality, approaching what’s true, and focusing on 

issues. I just think that the next trial or big bit of information clears the picture a bit” 

[Interview, 30 July 2003].  

 

A Professor at the London School of Hygiene and Tropical Medicine concurred, 

adding that we have now arrived at a new point in both our understanding of, and 

approach to HIV prevention activities. “I think you can say that we’ve probably gone 

about as far as we can with this generation of interventions. We need now ‘second generation’ 

interventions that are more tailored, and whether that means better STD management, 

whether it is highly efficacious behaviour interventions of some form, whether it’s 

microbicides, vaccines, circumcision, ARVs; this is stuff that all needs exploring. But also I 

think it’s important not to write off behavioural interventions. We’ve done one behavioural 

trial, in one population. Now, you wouldn’t do a trial using some anti-hypertensive for heart 

failure, find that it didn’t work, and then say that we can write off drug therapy. Because 

there are other things you can do, other things you can try, and it’s the same with behavioural 

interventions” [Interview, 16 September 2003].  

 

These broadly positive views were countered by the rather less sanguine thoughts of 

a senior UNAIDS policy maker. “I’m sure everyone who walked out of the London [results 

dissemination] meeting came back with a different take on it, and different actionable steps,” 

he explained. “The problem is that something like the Masaka trial didn’t have a clear result, 

and it would be of virtually no value to policy makers, because it could be interpreted in 
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several ways, and it’s all so cloudy… I think my biggest take on this is that in the absence of 

clear findings, everybody will walk away from this with what they want… Where you have 

an absence of a clear, single finding, people will go off and make selective use of data” 

[Interview, 17 February 2004]. 

 

According to a scientist working with a US-based research group, this difficulty of 

attaining a ‘clear, single finding’ is largely methodological, and is primarily the result 

of conducting trials with relatively short-term follow-up. “You need time for it. I think 

it’s bullshit to expect results so fast. I know there’s all the pressure, but it’s a little foolish to 

expect results with biological markers in such a short time. It’s not worked with any other 

behavioural intervention. In fact most of the other ones that have worked – like seat belts or 

not smoking – have been the result of combined efforts over many, many years. Convincing 

groups of professionals, convincing policy makers, legislation, public education: eventually all 

of that comes together. People still smoke and people still don’t put their seat belt on. But by 

and large, we’ve moved in the right direction. I think it is stupid, it is so short sighted, to 

expect that with AIDS we can do anything faster” [Interview, 29 July 2003]. 

 

Perhaps the clearest summary point that emerges at the international level of analysis 

is a picture of people using the MIT findings to support their own pre-established 

positions. As the UNAIDS executive put it, “In the absence of clear findings, everybody 

will walk away from this with what they want.”  

 

First, there was the epidemiological establishment – led by scientists from the 

London School of Hygiene and Tropical Medicine – who took the data, along with 

that from Mwanza and Rakai, to argue for what they already believed to be 

important: sustaining the focus on STD prevention and treatment. Then came the 

AIDS dissidents, who argued that the MIT’s failure to reduce HIV incidence 

supported their hypothesis that HIV in Africa is not predominantly sexually 

transmitted. Next came the ‘anti-interventionist’ view of the Lancet correspondent, 

who railed about scientists who oppose democracy; and finally, there was the 

Ugandan WHO official, who stuck to the well-established dogma regarding the route 

by which his country has become known as an AIDS ‘success story’. These 

international level groups and individuals expressed strongly-held opinions, and – 

rightly or wrongly – the MIT was used in each case as an opportunity to justify and 

confirm these. 
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� National level 

 

Discussions with actors at the national level were held primarily with policy makers 

in the Ministry of Health, as well as a few Kampala- or Entebbe-based scientists. I 

also spoke to a well-respected health journalist who writes nationally, and whose 

response to my questions about the MIT set the tone for many of the other 

respondents. Given that there had been a series of dissemination workshops for 

interested parties in the capital in late 2002, I asked if he knew about the Masaka 

Intervention Trial, and if so, how had he interpreted the results? “The details of that 

one are not clear to me,” he answered. “Was it in Rakai or Masaka?” [Interview, 10 

November 2004]. This sort of answer was echoed by an Assistant Commissioner at 

the Ministry of Health, who told me he had attended one of the dissemination 

sessions in Entebbe, but admitted frankly that, “I don’t remember exactly what was the 

result” [Interview, 12 October 2004]. The point was underlined further by one very 

well connected individual in the field, who told me that he thought there are “not 

more than three people in the Ministry of Health who know about how the Masaka Trial 

ended” [Interview, 10 September 2004]. 

 

If that is indeed the case, I interviewed all of the Ugandan policy makers who knew 

the results; and of these three people, two were highly critical of at least the IEC 

component of the project. The first one I spoke to followed a very similar line to that 

of the US-based researcher quoted above, echoing the frustration over a 

methodology that was almost destined to show failure. “Was four years [for follow-

up] long enough? To mould someone’s behaviour once they are already born, in only four 

years? I think that’s unreasonable. It’s like trying to change someone from voting 

Conservative to voting Labour! And how long did it take Jesus to change people’s behaviour? 

Maybe the changes will come in five or ten years… We are dealing with people who are 

dynamic. Such things take time”. 

 

Overall, this individual seemed not to be especially impressed by the need for 

research in general, suggesting that the process was externally driven, with little 

local, Ugandan input. “Donors have an uncontrolled appetite for research,” he said, “and 

with the research, we become unrealistic about what will work. Still, the Masaka trial was not 

a wasted effort. There wasn’t much,” he concluded, “but I wouldn’t have expected much 

anyway” [Interview, 12 October 2004]. 
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The second critical voice from the Ministry also raised questions about research, 

suggesting that the trial had been unnecessary in the first place. “I am kind of familiar 

with the Masaka trial,” he told me when I asked for his reaction to the findings. “But 

we had a problem with it, as we already know that IEC works. For all health programmes, it’s 

obvious that first you must have right knowledge about risk factors and preventive methods.” 

[Interview, 9 November 2004].  

 

The third voice of Ministerial officialdom had no direct critique of the trial itself, and 

although this person did suggest that the results have had no impact at all on the 

practice of STD management in Uganda, he said they have had a marginal impact on 

at least the rhetoric of policy. We were discussing STD management in Uganda, and 

the fact that Ministry of Health policy still adheres to the syndromic approach in 

spite of the fact that the MIT – the only trial to evaluate this strategy in the country – 

had shown that it had no effect on HIV incidence, as well as a very mixed impact on 

STDs themselves. “There was a dissemination workshop in Kampala to which the Ministry 

was invited,” he said, “but has that evidence been put to use? No, there was no subsequent 

change in focus. We still have to control STDs, to improve general reproductive health, even if 

doing this is not going to have an impact on HIV. So it is essentially business as usual, 

although the rationale has now changed” [Interview, 26 October 2004]. In other words, 

syndromic management remains an important strategy for STD control in Uganda, 

just as before; but it is now conducted solely for STD treatment, and not with any 

suggestion that it may also contribute to HIV prevention. 

 

From the Ministry perspective, therefore, it would seem that the MIT was not in fact 

a useful tool for anything at all: very little was apparently learned from it, and 

scarcely anything has changed as a result of it in terms of either policy or practice. 

 

Outside the Ministry, in the world of the scientists, the MIT inevitably stimulated 

interest among the Rakai STD trial investigators. “In order to understand my impression 

[of the MIT results],” one of these explained to me, “you must understand the political 

scientific environment. The Mwanza results were out, and we had released the Rakai findings 

at the AIDS conference in Geneva [in 1998], and there was tension between the syndromic 

management people versus those who supported mass treatment. Therefore there was interest 

and confusion as to how to interpret our [Rakai] findings. So when the Masaka trial came 

out, our initial feeling was that now we would be believed, that the Rakai trial results had 

been confirmed. But equally, of course, we were also disappointed” [Interview, 25 October 

2004]. 
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By contrast, the relative lack of knowledge about the MIT held by a mid-level Rakai 

Project social scientist I spoke to reminded me of what I had often sensed during my 

five years in Masaka. She was unsure about the Masaka STD control strategy, and 

knew little of the IEC work, which highlighted the fact that even though the MRC 

and the Rakai Project are geographical and methodological neighbours, there was 

remarkably little crossover of ideas or discussion outside the top echelons of the two 

groups. Consequently, the teams implementing the work in the field had very little 

awareness of what the other research group was doing, and had virtually no 

opportunity to learn from each other. A short, one-hour drive may have separated 

us, but a number of people based in Kampala, Entebbe, Baltimore, London and 

Geneva were far better informed about the collective nature of the work than were 

many of the people actually doing it.  

 

Three main points emerge from this brief discussion of the national-level response to 

the MIT results: 

 

i) There was a relative lack of knowledge about the results among some key 

individuals, even though the MRC had held a series of dissemination 

workshops in Kampala and Entebbe. This lack of knowledge extended 

through several spheres, including otherwise very well-informed people in 

the Ministry of Health, the media, and other scientists. 

ii) Some policy makers were actively critical of the principles standing behind 

the IEC component of the study, arguing that (a) behaviour change is a 

long term issue that cannot be realistically implemented and then 

measured during a mere four-year follow-up period; and (b) that “we 

already knew that IEC works”. 

iii) HIV prevention policy has not changed at all in Uganda as a result of the 

study, though it contributed to a shift in the rationale for continuing with 

syndromic STD management from a focus on HIV prevention to wider 

reproductive health issues. In that sense, the request to policy makers by 

the MRC’s senior manager not to throw the baby out with the bathwater – 

“keep on doing what you’re doing – please don’t stop” – was heeded. 
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� Local level 

 

My respondents on this topic at the local level can be split into two categories: (i) 

district-level health and education officials, as well as medics; and (ii) people who 

lived in the study communities and who worked on the study. 

 

I interviewed seven individuals in the first of these categories (medics and district 

officials in Masaka) and found very limited awareness about the MIT: Only one of 

the seven knew anything of the study’s results. Referring to “this research that was 

done about whether health education was beneficial,” he said that “for our staff, it kind of 

put them off. You came out and found no impact” [Interview, 24 August 2004]. A second 

person reported good relations and communications with the MRC, and was aware 

of the programme’s current work preparing for HIV vaccine trials and evaluating the 

efficacy of vaginal microbicides, but he conceded that he did not know what the MIT 

had found: “I have those documents, but I’ve not had time to go through them in detail. I’ve 

not had any discussion about the results” [Interview, 6 September 2004]. A third district 

level official was completely unaware of the MIT: “I have not come across that one,” he 

told me. “But now that you have informed me, I will put them [MRC] to task about it” 

[Interview, 5 October 2004]. This lack of awareness at district level is especially 

striking given that Masaka district was the site of the first and only community-based 

trial to evaluate an IEC intervention anywhere on the African continent. 

 

By contrast, my selection criteria for interviewing people at village level ensured that 

they were well aware of the study. The 26 people from this category whom I 

interviewed – who came from five of the 12 study parishes – had all worked on the 

trial in some capacity, and I used their perspectives partly in their own right, but also 

as a lens through which to learn how the wider community had perceived the MIT 

and its outcome.  

   

The first thing I wanted to investigate during my interviews with the former 

volunteer workers was how the sero-survey process had been understood and 

experienced by people living in the study areas, since this would provide important 

context for the way in which people subsequently understood and interpreted the 

trial’s results. As explained above, the survey took place over three rounds, and it 

involved following up individuals over time in order to determine HIV incidence in 

the three study arms, and thereby to ascertain the efficacy of the IEC and STD 

interventions. Extensive community mobilisation took place prior to each survey 
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round, and participants in the survey were given compensation for their 

contribution. This took the form of free access to their HIV test results and related 

counselling; simple drugs provided by the survey team to treat common illnesses 

that were prevalent in the community; as well as washing basins and soap.  

 

In some cases, the survey had apparently been seen as a relatively straightforward 

and uncontroversial process. “It was three exercises [rounds of bleeding],” a former 

AIDS Prevention Committee (APC) member explained. “At first the community would 

resist, so mobilisation went on. The second round, they came out. But the third round, since 

they were [by now] fully sensitised, they gave up their blood, knowing that finding out the 

percentage of the disease in the area [required] first that they gave their blood, so that we can 

find out the percentage with the virus” [Interview, 7 September 2004]. 

 

“There was no problem,” another former APC member agreed. “People liked to be bled, to 

know exactly about their blood, whether HIV is within the blood or not. It was good, for that 

person who is willing to know his status” [Interview, 7 September 2004]. 

 

There were, however, several instances and in several study parishes, where there 

was considerable suspicion about the survey. “There are two different groups in society,” 

a third former APC member told me. “One group realised that research was important, 

but another bigger group remained thinking that this was not only [for] research. There must 

be something else connected with money. The small group realised the aim, but then the 

bigger group felt something was behind it” [Interview, 13 September 2004]. 

 

This issue of money appeared independently and prominently in a number of 

interviews. “It was rough somehow,” a former Community Educator explained. “People 

were not willing to listen. Some of those negative people were bitter with the blood samples, 

they were not happy with it, thinking MRC was taking their blood somewhere to sell it. Some 

went to an extent of even hiding from the survey team. There were forms where the person 

who was tested had to sign, and they refused to sign. Some people got bitter, thinking that we 

[volunteer workers] were conniving with MRC people, and we were given money secretly 

for each sample. So it became a problem” [Interview, 13 September 2004]. 

 

Some people in the community found it very hard to understand why such efforts 

were being made to find and bleed particular individuals: “For us [people who 
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worked as guides for the survey teams], we were getting a little money95, so it was OK; 

and there were also these people from the MRC office96, and people saw them and said, ‘they 

are looking very nice and big and fat!’ So for us we were uplifted [by the allowances]. But 

people in our villages can see those differences, and that made it very difficult. They thought 

that the blood was precious, according to the way they [MRC staff] live, and the amount of 

salary they get from abroad. And that amount of money makes them to look so well! Whereas, 

down here… [Shakes head.] So now the common man feels that he is the project of the higher 

people. The common man here feeds the higher people. That is why they struggle, why they 

drive a vehicle to go to one person who has refused to give blood. Second time, third time, 

fourth time! They ask why?! Spending all this money on these nice big Land Cruisers, and 

fuel, coming to this person. Maybe there is something!” [Interview, 5 November 2004].  

 

The compensation that was offered to study participants – voluntary counselling and 

testing for HIV, treatment of simple diseases, and washing basins – was in most cases 

very welcome indeed, but some viewed the package with a degree of cynicism: 

“There’s another incentive which attracted people again. Those were the drugs which the 

survey team was moving with. Most of our people have got simple sickness, and those simple 

sicknesses were being treated. So people became eager, and they liked it. In other words, it was 

another trap!” [Interview, 13 September 2004]. 

 

These views account for some of the uncertainty felt in the study communities 

towards to the survey, but there were also incidents where people opposed the 

process more actively – even with threats of violence: “There was one case,” a former 

guide for the survey team explained, “and he was a Moslem. The bleeder97 went alone, 

and he told me that the man was about to cut him – he came with a panga98! And the bleeder 

had to run away! Very near us, up there. He didn’t want to be bled” [Interview, 4 

September 2004]. 

 

It should be stressed that these cases represent a minority, and that, broadly 

speaking, the process was acceptable to the population, with 71%, 72% and 91% of 

the eligible participants providing blood samples in Rounds 1, 2 and 3 respectively 

(Kamali et al., 2003;648). As a former Parish Coordinator said, “Most people still gave 

                                                           

95 Volunteers were given up to 10,000 Uganda shillings – around US$6 – for one day’s assistance in 
guiding the survey team to particular households in the study parish. 
96 The respondent is referring to paid MRC staff. 
97 The ‘bleeder’ was a member of the survey team who took blood samples from study participants. 
98 A ‘panga’ is a long-bladed machete widely used in Ugandan agricultural work. 



CHAPTER 6 

 185 

us their blood. If you come and talk with a simple tongue, these people will eventually get 

convinced” [Interview, 5 November 2004]. 

 

With this high level of participation in mind, I felt it necessary also to investigate the 

issue of informed consent. Obtaining informed consent is a standard practice in all 

medical research, and it requires that people agree to take part in a study only if they 

are properly and fully informed about what it entails, what the possible benefits 

could be, as well as the risks. On the assumption that the understanding of those 

people who had worked on the study would probably be better – and would 

certainly not be worse – than that of the actual study population, I asked former 

volunteer workers what they thought the trial had been investigating, and why they 

thought it had been necessary for us to bleed people. People mentioned cure and 

medicines for AIDS, but not a single respondent said anything about prevention. 

 

As one respondent said, “After giving [study participants] their results and whatnot, you 

also benefit from getting your research. And you can get the cure…. For us, we don’t know 

about HIV virus, but you people, you are ahead of us in knowing how the virus is, so you can 

make your research and maybe have the cure. After your research you can get some medicine 

which cures, and then we can forget all about AIDS!” [Interview, former APC member, 7 

September 2004].  

 

A second suggested, “They were looking for the blood to find the people with HIV, so we 

know what to do with the people who are infected. To make research about whether they can 

get medicine.” [Interview, former Community Educator, 15 November 2004]. 

 

Similarly, a third believed, “They wanted the blood because that’s where the virus is. To see 

how many people are infected; and to see whether they can get a medicine.” [Interview, 

former Parish Coordinator, 15 November 2004]. 

 

Clearly, therefore, there were some difficulties both with the bleeding of participants 

in the study for the survey, and in terms of participants’ understanding of what the 

study was actually about. Nonetheless, there also appeared to be a strong belief 

among the former community educators (as implementers of the IEC intervention) 

that their work had been useful and valuable.  

 

“The messages we gave were better [than those on the radio],” one told me, “because most 

people, when they put on such programmes talking about diseases, most of them don’t listen. 
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They want music. But we went to the people direct. So this type of education did a very big 

work. We went person to person” [Interview, former Community Educator, 15 

November 2004]. 

 

Several respondents also appeared to believe that the work had been effective. “As a 

behavioural change creator,” a former member of one of the drama troupes reported, “I 

have changed people, especially on the side of prevention, using the condom. And for those 

who are not yet married, all those who are preparing for marriage to go for blood checking. 

And people have responded, there is a change... They are no longer going to the witch doctors 

for consultations.”  

 

I asked this same individual if the MIT’s IEC work had contributed to reducing the 

rate of HIV infections. “Very, very much!” he replied. “People learned so much! When 

you use drama, you get a certain message. People are so much interested in those drama 

shows. Now the people of the area know what AIDS is. And they know the way it is spread” 

[Interview, 7 September 2004]. 

 

Thus, there seems to have been a disconnect in people’s minds between the survey 

(which people appeared to see in relation to medicine and a cure) and the 

interventions (which they knew concerned HIV prevention). In fact the two were 

intimately related, with one measuring the impact of the other. This raises questions 

about the extent to which people gave truly informed consent when agreeing to be 

interviewed and bled for the survey. But it may also reflect people’s wishful 

thinking, since the perceived value of prevention is not always as high in people’s 

minds as the perceived value of cure. This point is given a broader context by the 

work of Linda Stone, who wrote about a primary health care programme in Nepal 

that emphasised disease prevention and health promotion. “All the village health 

workers I have ever interviewed,” she explained, “reported that people are frequently 

disappointed when they find that the worker will not be performing curative services” (Stone, 

1986:297).   

 

My final set of questions to the former volunteers concerned their perception of the 

study’s results. When these had emerged from the computer, and it was discovered 

that the interventions had not been effective, a series of discussions was held in the 

MRC Masaka offices concerning how we should provide feedback to the study 

communities – something we had always promised we would do. The results were, 

as has been made clear above, epidemiologically complex, and it was concluded that, 
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with all due respect to the villagers who had participated, it would simply not be 

feasible to explain the headline results of the study unambiguously at community 

meetings99. Instead, we decided to delve into the records for each study village in 

order to show how HIV prevalence had changed there over the previous few years. 

We knew that prevalence had decreased over the course of the trial in all three study 

arms, so we also knew that such an approach would provide good news to those 

who had given us so much support through their participation over the years. 

 

However, when asking people about the feedback they had received – albeit three 

years after the village presentations – it emerged that not all of our volunteer staff 

actually knew the results. One former Community Educator said he knew “Nothing 

at all” about what we had found [Interview, 13 September 2004]; another said she 

remembered MRC staff coming to give feedback in her village, but “I don’t remember 

details of that presentation” [Interview, 13 September 2004]. 

 

There were other cases where people did not believe that the prevalence figures we 

had presented could be accurate. “They said 90% of the people were OK,” a former 

drama player told me, “and 10% were found with HIV.” I asked if people had been 

surprised with that figure. “Exactly!” he laughed. “They were denying it! Just like that! 

The officials from MRC came to tell them, but they were surprised. They said no, no, no! It 

should be more than that!” I then asked why people had thought this. “Because of the 

rate of death, you know. Seeing the rate at which people die” [Interview, 7 September 

2004]. 

 

In another village, with a similar prevalence rate, people also found it hard to believe 

the results, but for a different reason. “What they told people in our area was that after 

they bled them, they found that 10% were infected,” my respondent explained. “But the 

people did not understand that thing; they said no, it can’t be. They said it must be like 60%! 

Because they know their behaviour!” [Interview, former APC member, 4 September 

2004]. 

 

There were, however, also cases where the results were understood and believed, 

and where people were satisfied with what had been found. “In our parish we were 

lucky. People with AIDS were very few, and K [MRC staff member] told them that the 

virus is not on a very high speed here. The percentage was fair. This STD treatment, it helped 

                                                           

99 Many people in the villages do not read or write. 
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so much. So he told the people to be serious, and not to involve themselves in sexual plays” 

[Interview, former Community Educator, 15 November 2004].  

 

The MIT’s results may have been complex, and they may have shown that the 

interventions had had no impact on HIV incidence, but it would be wrong to suggest 

that there was no longer-term impact of our work at the local level. At least two of 

the parish drama groups survived, and, as of my field work in 2004, continued to 

perform without any external support, providing a small income for a handful of 

people. In the words of a policy maker I spoke to in Kampala, “the Masaka trial may 

have had an effect, just not the one you were trying to measure, or the one that you had 

expected” [Interview, 10 September 2004].  

 

Discussion 

 

The Masaka Intervention Trial (MIT) was a large study, using a widely accepted 

methodology, and asking an important question – How can we reduce new HIV 

infections? – in a heavily affected African country. Two widely adopted and 

complementary HIV prevention intervention approaches were rigorously evaluated 

– Information, Education and Communication (IEC) for behaviour change, and 

syndromic STD management – but the study’s findings had effectively no impact at 

all on HIV prevention policy or practice. Why was this? 

 

The reason at local level in Masaka was very straightforward. In spite of the MIT 

being conducted within the District’s jurisdiction, there was extremely limited 

awareness of the study among relevant District officials. This lack of awareness is 

particularly striking given that Masaka district was the site of the first and only 

community-based trial to evaluate an IEC intervention anywhere on the African 

continent. It suggests that, in spite of a national policy of health care sector 

decentralisation (Kyaddondo and Whyte, 2003), most of the significant interactions 

between MRC staff and Ugandan officialdom occurred not at District level but at 

national level. Admittedly, funds at District level are limited (Kapiriri et al., 2003), so 

only limited changes to policy or practice could have taken place, but the principle 

still applies that with effectively no input into, or awareness of a study at District 

level, no action is likely to be forthcoming as a result of its findings. 

 

At the national and international levels, things were more complicated, with three 

main reasons explaining the study’s lack of impact. These were (i) the length of time 
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it took to complete the work and then publish the study’s findings; (ii) the 

complexity of the findings; and (iii) the fact that people tended to take the findings to 

support a position that they already held. 

 

With respect to the first of these reasons, the MIT was conceived in 1992, but the 

results were not published until 2003. At the time of publication, therefore, the MIT 

had existed as an entity for literally half as long as the AIDS epidemic itself, and 

cutting edge research questions about HIV prevention from the early 1990s had 

simply become outdated by the time the results emerged. This is not to suggest that 

the issue of how best to reduce new HIV infections was no longer relevant, but rather 

that by the early-mid 2000s, other issues – not least a rapidly growing interest in ART 

– had taken precedence in policy makers’ minds.  

 

Furthermore, Uganda in the early 1990s was in the throes of one of the world’s most 

devastating AIDS epidemics, with an estimated 1.5 million Ugandans HIV-infected 

in 1990 and prevalence rates among pregnant women in some areas as high as 39% 

(ACP, 1991). Finding empirically grounded ways to reduce HIV incidence was 

clearly a priority at that stage. But by 2003, Uganda had become established as the 

African AIDS ‘success story’, with well documented reductions in HIV prevalence 

across much of the country. No policy maker had any interest in threatening that 

hard-earned and lucrative position by suggesting that the IEC intervention approach 

adopted by the MIT – which, in tone if not in intensity, broadly reflected the 

approach taken by the country as a whole – had been misguided or ineffective. Thus 

they were very happy to accept the MRC’s extrapolation of the findings to the 

national context – “don’t change anything, because you’re already doing the right things” – 

and to keep on with business as usual. 

 

It is tempting to reflect on what could have been the impact in Uganda if the study 

had shown a significant intervention effect on HIV incidence. I would argue that 

given this same historical context, it is very likely that the results would have met 

with a similar response: that the policy of the last decade had been confirmed as 

effective, and that there was therefore no stimulus for change. Thus, given the long 

period between conception and publication, the Masaka Intervention Trial would 

probably have made no difference to HIV prevention policy or practice in Uganda, 

no matter what the outcome. 
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One of the main – if, perhaps, rather obvious – lessons to be learned from this is to 

ensure that intervention trials are conceived, conducted and the results analysed, 

published and disseminated as fast as is practicable. A study that aims to follow up 

people for between three and four years should ideally not take 11 years to complete; 

and if it does, it is not unreasonable if the results are not then taken very seriously by 

policy makers. The epidemiological and policy landscapes will inevitably have 

changed by the time the results are published, and they are therefore most unlikely 

even to enter the ‘policy primeval soup’ (Kingdon, quoted in Evans and Davies, 

1999;379), let alone to have any substantive impact on the policy process.  

 

A second issue that reduced the policy impact of the study findings was that, in the 

words of the WHO consultant referred to in the text, “The results were all over the 

place”. The primary outcome measure – HIV incidence – naturally dominated 

discussion, but the fact that even the MRC’s analysis team had trouble finding 

satisfactory reasons for the variation in results, goes a long way towards explaining 

why so few people in the Ugandan Ministry of Health understood the results. These 

were difficult findings, in stark contrast to the easily grasped results from the 

Mwanza trial. Mwanza had demonstrated a dramatic, straightforward 42% reduction 

in HIV incidence, and this brought about a direct impact on a number of countries’ 

clinic-based HIV prevention strategies (Philpott et al., 2002). 

 

Among international level AIDS epidemiologists, this very same complexity was 

seized upon as a golden opportunity to enhance their understanding of the dynamics 

of HIV transmission – even if the eventual outcome of their deliberations actually did 

nothing to encourage any sort of policy debate. As one of those quoted above 

explained, “This to me is like a real-life example of how incrementally you get a better and 

better sense of approaching reality, approaching what’s true. I just think that the next trial or 

big bit of information clears the picture a bit.” And indeed, the epidemiological picture 

that arose out of Masaka built directly on that which had emerged out of Mwanza 

and Rakai.  

 

But this incremental growth in knowledge, and the insights it brought about, also 

highlight the fact that the response to Mwanza in 1995 was, in hindsight, far too 

optimistic and simplistic. When the Mwanza trial was published in The Lancet, the 

editorial title published alongside it – ‘STD control for HIV prevention – it works!’ – was 

‘true’, at least within the context of what was known then. But such a breathless title 

could never be written today, given what has been learned in the meantime. When 
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the disappointing Rakai results were published four years later, the accompanying 

commentary piece took great pains to explain the importance of the ‘maturity’ of an 

AIDS epidemic in relation to the likely effectiveness of an STD control strategy for 

HIV prevention: the younger an epidemic, the more effective STD control would be. 

Hence, in Rakai’s relatively mature epidemic, the strategy had been ineffective 

(Hitchcock and Fransen, 1999). Then, after the Masaka trial results were published, 

the accompanying commentary took the argument back one step further still, 

pointing out that this had been the “right trial at the wrong time”, and that “rigorous 

evaluation of promising interventions should be encouraged early on when HIV incidence is 

rising and high-risk groups are readily identifiable” (Stephenson and Cowan, 2003;633). 

In other words, the level of belief in what could be accomplished through STD 

control receded as the knowledge base grew. After Mwanza, the belief was that ‘it 

works!’; after Rakai, STD control was held to be effective only early on in an AIDS 

epidemic; and after Masaka, STD control could only be shown to be effective early on 

in an AIDS epidemic. Since none of East, Central or southern Africa was still 

experiencing an immature AIDS epidemic by that stage, the Masaka results were 

therefore of pure academic interest and no more.  

 

The impact of the Masaka results was therefore reduced both by their inherent 

complexity, but also because, when placed into their historical and epidemiological 

context, they were rendered so watered down and insubstantial as to be of no real 

use to policy makers. Thus, to counter the optimistic view of the epidemiologist 

quoted above – that more knowledge inexorably brings us closer to the ‘truth’ – it 

could equally be argued that this very same move towards the ‘truth’ works as a 

hindrance to action. A professional epidemiologist may see the additional complexity 

as an exciting challenge to untangle, but most people, policy makers included, are 

likely to see it as an impenetrable web; and the easiest thing to do then is to ignore it 

altogether.  

 

This point provides a reflection on the critique in Chapter 2 of the multi-level 

perspective that acts as a conceptual basis for much of the material presented in this 

book. I asked there whether or not “the very complexity inherent in the multi-level 

perspective actually cast confusion over the [definition of Primary Health Care] rather than 

enlightenment” – and I argued that this methodological approach provided a nuanced 

interpretation of what was often seen to be a unambiguous and clear cut concept. In 

that sense, since it also takes into account the views of national and local level actors, 

the ‘non-definition’ of PHC that the multi-level perspective produced could therefore 
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be seen as closer to the ‘truth’ than the definition adopted by international health 

experts at Alma Ata in 1978100. While it may therefore be intrinsically more complete, 

however, the extremely broad nature of this ‘non-definition – “PHC is what people say 

it is” (van der Geest et al., 1990:1033) – also makes it intrinsically more difficult to use 

in a meaningful way.  

 

The same point could be applied to the Masaka trial results. Their very complexity – 

both in their own right, but also when considered alongside those from the other two 

major prevention trials – has contributed to both a nuanced interpretation of the 

dynamics of HIV transmission, as well as to confusion in many people’s minds as to 

the implications of these findings. The ultimate outcome of this has been an 

enhanced understanding of the epidemiology of HIV among researchers, but no 

substantive discussion or debate among policy makers, and no ensuing change in the 

practice of HIV prevention. This raises some challenging questions about the entire 

concept of ‘Evidence-Based Policy making’ for AIDS control. Since the quantity and 

quality of evidence in this arena has always been very limited, is ‘Evidence-Based 

Policy making’ actually a viable approach at all? Or is it simply an attempt to create 

the perception of a scientific foundation to policy making when none such exists? 

These questions will be discussed further in the concluding chapter. 

 

The third major problem for the Masaka trial results relates to the second, and was 

summed up by one of the UNAIDS officials I interviewed: “Where you have an absence 

of a clear, single finding, people will go off and make selective use of data… everybody will 

walk away with what they want.” None of what is presented above suggests that the 

MIT changed anybody’s mind about anything. Rather, it was interpreted to support a 

wide variety of pre-existing opinions, hopes or beliefs. At all three levels, the study 

and its results were seen in the context of how people already saw the world: The 

reaction of everyone who encountered it was defined by their own professional or 

personal context. 

 

Taking the three levels in turn, after much deliberation, international-level AIDS 

epidemiologists achieved a consensus about the inherent value of STD control, using 

the Masaka trial as supporting evidence, irrespective of its impact on HIV incidence. 

                                                           

100 Primary Health Care was defined in the Alma Ata Declaration as “essential health care based on 

practical, scientifically sound and socially acceptable methods and technology made universally accessible to 

individuals and families in the community through their full participation and at a cost that the community and 

country can afford to maintain at every stage of their development in the spirit of self-reliance and self-

determination” (Alma Ata, 1978). 
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STD control was something they already valued highly, and aspects of the Masaka 

trial results were used to support this position, with the inconvenient findings about 

genital herpes (which did not quite fit the argument) being quietly left out of the 

discussion.  

 

People in the Ugandan Ministry of Health, who had no wish to challenge the 

country’s broadly successful HIV prevention status quo, saw the study as largely 

irrelevant, although its results were reportedly used to provide a firmer rationale for 

the ongoing policy of STD control in the context of general reproductive health. 

There was an overall sense that the need for research in the area of HIV prevention 

was overstated by the donor community, and these national level policy makers 

were satisfied to base their judgements regarding HIV prevention strategy on what 

they felt to be straightforward common sense.  

 

At local level in Masaka, there appeared to be a strong belief among many of the 

former volunteer field workers – as implementers of the IEC intervention – that their 

HIV prevention work had been useful and valuable. Their comments to me 

regarding the effectiveness of their work referred not to the post-trial feedback, 

presented by the MRC at village meetings, which could easily have been 

misunderstood to indicate that the intervention had been successful101. Rather they 

spoke of the inherent value of their approach to community education. “We went to 

the people direct,” one said; “people are so much interested in those drama shows,” said 

another. In other words, they believed that what they were doing was appropriate 

and correct, and they used this as evidence that it must have been effective. Thus 

they were satisfied about their positive contribution to the community. 

 

This leads directly to my concluding point, a moment of self-reflection, since most of 

what I took away myself from the study was also based on my personal and 

professional position. My own frustration about the trial results had been based on 

the fact that so much work had gone into the project but there had been so little to 

show for it at the end. I therefore found myself looking for any crumb of evidence to 

convince myself that my own five-year investment in the venture had not been 

entirely in vain. Such a crumb emerged during further analysis of the trial dataset, 

                                                           

101 Given the difficulties that would certainly have been faced at these meetings if the full 
epidemiological picture from the trial had been given, MRC staff had only provided village-level HIV 
prevalence data obtained during the three survey rounds. Since there had been a fall in prevalence 
throughout the study area, this could easily have been interpreted in most villages as indicating 
intervention success. 
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which showed that a full 88% of the men interviewed in the study communities said 

they had been to at least one of the IEC activities during the previous 12 months, 

with 80% of the women saying the same (Quigley et al., 2004:2058). I felt very 

satisfied that so many people – these figures translated to over 50,000 people across 

Masaka – had been touched directly by the work of the IEC section, and that at least 

they had learned something and perhaps thought about HIV prevention in relation 

to their own lives. I therefore took what I wanted from the study to suit my own 

position – to convince myself that in some respects all my work had not been for 

nothing – just as almost everyone else who had been touched by the trial took it one 

way or another to justify or support something that they already believed, or wanted 

to believe. 
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7 – What has guided AIDS control in Uganda? 

 

Introduction 

 

The idea for this book arose in my mind out of two troubling and related issues. 

Nelson Mandela had spoken passionately at the Durban International AIDS 

Conference in 2000, about a set of HIV prevention strategies whose value and 

effectiveness he said could not be disputed. These were precisely the strategies we 

had evaluated within the Masaka Intervention Trial (MIT) – promoting a delay in 

sexual debut for young people, zero-grazing, condoms and treating STDs. But we 

had found these strategies to have no effect on HIV incidence. My first concern, 

therefore, was that there was a strong and widespread belief that certain approaches 

to HIV prevention were ‘known’ to be effective, but our findings suggested – at least 

within the context of Masaka in the mid-late 1990s – that these very approaches were 

actually ineffective. My second worry was that these findings were not taken to heart 

by policy makers or HIV prevention practitioners either in Uganda or elsewhere in 

Africa. Nothing changed, and business continued as usual. This indicated to me that 

scientific findings which went counter to the status quo were simply ignored by a 

billion-dollar international AIDS juggernaut with too much momentum and perhaps 

too many vested interests to countenance a change in direction. Certainly there could 

be no admission that perhaps the standard HIV prevention package used throughout 

Africa was misguided. To paraphrase Nelson Mandela, it seemed to me that politics 

had taken primacy over the science.  

 

In fact, I was wrong. Chapter 6 has shown that there was no such grand conspiracy, 

and that our science had been set aside for rather more mundane reasons. The MIT 

did have all the right qualifications for influencing policy – in terms of 

methodological approach (notwithstanding the critiques of the randomised 

controlled trial, as given in Chapter 2); the importance of the question being asked; 

and the combination of senior Ugandan and expatriate staff members, most of whom 

were known within the Ministry of Health. But its downfall was the complexity and, 

at first sight, the counter-intuitive nature of some of the results, as well as the fact 

that over a decade had elapsed since the idea for the study had been conceived. What 

had been cutting edge in the early 1990s simply no longer had the same resonance by 

the time the results came out eleven years later. Where the Mwanza STD trial results 

had been met with near euphoria in 1995, and the Rakai STD study findings had 
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brought about dismay in 1998, Masaka emerged onto this increasingly complex 

epidemiological field in 2003 as a damp squib.  

 

Through understanding this, and through acknowledging the lessons it teaches for 

AIDS research in general, I have resolved in my mind the problem that initially set 

me on the path to write this book. In the process, I have also examined the wider 

relationship between evidence and Ugandan’s generally successful HIV control 

policies over the course of the AIDS epidemic. In this final chapter, I will therefore 

seek both to synthesize this material, and to identify the factors that have guided 

AIDS control in Uganda.  

 

The myth of evidence-based policy making 

 

There has been ongoing official rhetoric on the role of evidence in AIDS policy 

making in Uganda for at least ten years now. This has corresponded with the 

simultaneous emergence in the global literature of the concept of evidence-based 

health policy making, which itself appeared a few years after evidence-based 

medicine became the dominant paradigm for clinical practice in the early 1990s. It 

would therefore be reasonable to expect evidence to have played an important role in 

defining AIDS control policy at least in recent years; and it would not be entirely 

unreasonable to expect that it may have played some role even before the term 

became widely adopted into policy parlance.  

 

But one of the points that emerged during my investigations was the contradiction 

that exists between the public rhetoric of Ugandan health policy makers on this 

subject, and what they say in private. Privately, several of my respondents in the 

Ministry of Health argued that the need for research has been somewhat overstated 

by the donor community, adding that many of the policies they have put forward 

have been based on common sense and on their knowledge of what has been 

practically and culturally feasible. More specifically, one of those who has been most 

publicly vocal about the evidence-based nature of policy making in Uganda 

conceded to me in his Ministry office that AIDS research and AIDS policy in the 

country are “not now linked as well as they should be. Most research in the past has been 

basic and has had little to do with policy” [Interview, 8 February 2007]. One reason for 

this is that most AIDS research in Uganda has historically been instigated, led and 

funded by non-Ugandans. This means both that it has often focused on issues other 

than those deemed to be of critical national importance, and also that there has been 
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very little national-level ownership of the results. From a ‘linkages’ perspective – as 

discussed in Chapter 2 – one could therefore argue that there has in fact been a 

‘missing link’ between research and policy. 

 

This point could also be taken one step further. The material presented in this book 

shows that there has been an evidence void on critical aspects of AIDS control over 

the course of the entire epidemic. No conclusive, unambiguous body of evidence 

actually exists on most of the strategic issues relevant to AIDS control, and, as such, a 

truly evidence-based policy process would therefore not have been possible, 

irrespective of policy makers’ public statements. This has applied both to HIV 

prevention – since the evidence concerning appropriate and effective strategies is 

both limited and ambiguous – as well as to the scaling up of ART provision, for 

which there was only evidence from small-scale pilot studies to support the 

suggestion that national level provision was feasible. If one takes the analogy of a 

bridge designed to link research and policy, one sees that it is not just the bridge that 

is missing. There is also hardly any substantive and relevant research for one end of 

any such bridge to reach out to, which leaves just an evidence-free policy, standing 

alone. 

 

The phrase ‘substantive and relevant’ is critical here. I am not arguing that no 

evidence has existed, nor that evidence has played no role in identifying the need for 

changes in policy over the course of the Ugandan epidemic. It is clear, for example, 

that the initial epidemiological studies – which established that AIDS was present in 

Uganda, and which also identified high risk groups – proved invaluable in 

establishing the need for AIDS control in the first place. Even so, connecting the 

evidence with the policy makers did not happen automatically. David Serwadda, 

first author of the breakthrough 1985 Lancet paper about AIDS in Masaka, 

complained to me that there was initially a distinct lack of interest within the 

Ministry of Health about the findings, and that he had to be ‘proactive’ in bringing 

them to people’s attention. The difficult link between evidence and policy makers 

was also bridged by the surveillance data that showed ever-increasing HIV 

prevalence rates in the late 1980s. This was used to convince President Museveni in 

1991 of the urgent need to enhance HIV prevention activities.  

 

But while the studies clearly showed the need for action, the very nature of the 

studies – descriptive, cross-sectional sero-surveys – meant that they could not 

identify exactly what sort of action should be taken. As sociologist Maxine Ankrah 
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pointed out early in the epidemic, there has been “too much epidemiology, too little 

social science” (Ankrah, 1989:267) in the study of AIDS in Uganda, as well as more 

widely in Africa. The relative proportions of epidemiology and social scientific work 

may since have shifted slightly in favour of social science, but a body of evidence has 

nonetheless been produced which is weighted inappropriately towards those areas 

that can be measured, leaving aside those that by their very nature cannot. Such a 

“restrictive” (Nutbeam, 1999:100) and “reductionist” (Bonell, 2002:386) epidemiological 

evidence base is unable to capture the complexity inherent in the essential social 

determinants of, for example, HIV prevention or adherence to ART. Its potential for 

defining policies is therefore inevitably limited. To quote Albert Einstein again: “Not 

everything that can be counted counts, and not everything that counts can be counted.”  

 

In the context of the evolving HIV prevention policy of the 1980s and 1990s, this 

meant that there was no empirical basis for arguing that any new policy should 

promote abstinence, faithfulness, or condom use, or a combination thereof. In other 

words, while recognition of the need for an HIV prevention policy may have been 

evidence-based, the exact form of the policy that emerged was not. Thus there are 

different layers regarding which aspect of a policy may be evidence-based and which 

may not be. And, as has been shown throughout the book, in the absence of relevant, 

unambiguous evidence, it is all too easy to make selective use of what there is in 

support of pre-existing or ideological policy positions. 

 

It is important to note that actors at both international and national levels have been 

prone to doing this. There are several such examples, including the use of the 

‘pepper evidence’ by the Catholic authorities to ‘prove’ that condoms were not 

effective against HIV, and therefore that they should not be promoted; the evidence 

used by former US Secretary of State Colin Powell to argue for an ‘empirically-based’ 

ABC strategy that had no condom component; the evidence used by Janet Museveni 

and the US evangelical Christians during the PEPFAR Congressional debates 

suggesting that abstinence had led to the fall in HIV prevalence in Uganda; and the 

evidence of individuals in Africa who showed very high levels of adherence to ARVs 

in pilot programmes, thereby ‘proving’ to the doubters that adherence in Africa 

would not be a problem.  

 

The policies that followed from each of these assertions may therefore have been 

evidence-based, in the sense that their proponents had used evidence to support 

them; and some of these individuals may have sincerely believed that the evidence 
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they were using was watertight and definitive. However, the evidence used in each 

of these cases could in fact be interpreted in different ways according to the ideology 

of the person interpreting it. Collectively, therefore, these examples show the 

importance of always being wary of ‘agendas that go beyond AIDS’ – as Harvard 

University’s Ted Green has phrased it – whenever evidence in support of a given 

position is being presented. Returning to the bridge analogy, we now see that our 

‘evidence-free’ policy is not actually standing alone. Rather, it is linked by a bridge in 

another direction altogether, to ‘ideology’. The relationship between ideology and 

policy will be discussed further below. 

 

Related to this are the changing ways in which a given piece of evidence can be used. 

Evidence can be produced, for example, with an explicitly political agenda, such as 

the ART pilot studies that were conducted in order to demonstrate that ART 

provision in developing countries was feasible. This evidence was then used with 

great success as an advocacy tool in support of global ART scale-up. But evidence 

can also be produced for ostensibly more neutral purposes – such as the national 

Demographic and Health Surveys of 1989 and 1995 – and then be turned for political 

purposes at a later date. Individually, these cross-sectional DHS surveys sought to 

provide a snapshot of demographic and health-related issues in Uganda; and 

together, they were able to identify trends in, among many other things, sexual 

behaviour. At the time of publication, they were considered to be interesting, if not of 

global concern. But increasing international awareness in the early 2000s, of 

Uganda’s success in reducing HIV prevalence and incidence subsequently 

reawakened interest in these datasets – there was virtually no other comparable 

evidence available from the period – and they became the core evidence around 

which the highly political ‘ABC’ debate then revolved. Such unexpected ‘linkages 

across time’ demonstrate how evidence can be produced for one purpose, and yet it 

can subsequently be used for something quite different.  

 

Aside from such cases of what could be described as the opportunistic use of 

evidence, it is clear, therefore, that strategic AIDS control policies in Uganda – those 

concerned with the broad approaches to reducing HIV incidence, and those focused 

on how best or indeed whether to scale up provision of ART – have not been 

evidence-based. Even the methodological approach standing at the summit of the 

evidence hierarchy – the mighty Randomised Controlled Trial – has played hardly 

any role in formulating policy for one of Africa’s most innovative and effective 
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national AIDS control efforts102. But official rhetoric notwithstanding, this is not an 

entirely unexpected conclusion. The literature review in Chapter 2 described a 

generic theory of policy development which suggested that there are a number of 

factors which may play a role during each phase of the policy process. Evidence is 

only one of these, and indeed some authors have gone so far as to argue that 

“[evidence derived from] research has, in fact, little impact on policy making” (Poulos and 

Zwi, 2005:429). This book has therefore confirmed that what is to be found elsewhere 

in the general process of policy development also applies specifically to AIDS control 

policy in Uganda. But an additional point has emerged here, in the form of the 

divergence between the rhetoric and the reality. Official rhetoric maintains that AIDS 

policy formulation in the country is evidence-based. However, not only is this 

overstating the case, but such rhetoric is rarely, if ever, challenged, thus allowing the 

perpetuation of a myth. 

 

Why is this? Tilley and Laycock (2000:213) argue that “Rooting policy in evidence has all 

the appeal of motherhood and apple pie – the rhetoric is cheap and easy”. Such ‘cheap and 

easy’ rhetoric can have great benefits. Uganda has used the deepening and largely 

donor-inspired interest in the concept of evidence-based policy making adeptly to its 

own advantage. As shown in the previous chapters, the country has attained a great 

deal of legitimacy in the eyes of the international community through its success in 

tackling AIDS – and the country’s adoption into its public lexicon of the principle of 

evidence-based policy making has only strengthened that legitimacy. The reasons for 

the public rhetoric are therefore clear.  

 

As for why the rhetoric remains unchallenged, one could argue that policy makers 

have effectively painted themselves into a corner with their persistent claims that 

they produce evidence-based policies. With their credibility at stake, they are 

unlikely now to admit publicly that, at least with respect to the strategic policies for 

AIDS control, this is not the case. Likewise, since funders of scientific work usually 

include a section in their grant proposal forms asking how the evidence produced 

will have practical or policy implications, researchers are also unlikely to concede 

that their work rarely does so. With both groups having such a clear interest in 

                                                           

102 One important exception to this was an RCT conducted between 1997 and 1999 in Kampala to 
evaluate the effectiveness of an ARV, nevirapine, as a means of reducing mother-to-child transmission 
of HIV. The study showed that nevirapine could lower the risk of transmission during the first 14-16 
weeks of life by nearly 50% in a breastfeeding population (Guay et al., 1999); and it had a significant 
impact on policy for preventing mother-to-child transmission. This particular arena of AIDS control 
has, however, fallen outside the remit of this book.  
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maintaining the myth of evidence-based policy making, any such challenge is 

unlikely to come from the inside. Furthermore, even if the literature suggests that the 

link is tenuous at best in policy settings throughout the world, and therefore that this 

is by no means a purely Ugandan phenomenon, there may be a natural reluctance to 

attract the sort of opprobrium that Justin Parkhurst received in 2002 when he offered 

his critique of the epidemiological evidence that had shaped Uganda’s reputation as 

an AIDS success story (Parkhurst, 2002). 

 

While recognising this possible hazard, I would argue nonetheless for a 

downgrading of the term ‘evidence-based policy making’ for AIDS control in 

Uganda. The combined wisdom of two of my respondents provides the starting 

point for an alternative way of thinking about this issue. The political science lecturer 

at Makerere University explained that “Policy is ultimately driven by values, and values 

are not shaped by research. Policies are value-based, not evidence-based” [Interview, 10 

November 2004]. Given the context of our discussion, I interpret the term ‘values’ as 

he used it to be synonymous with the term ‘ideology’, as discussed further below. 

Meanwhile the top-level UNAIDS official in Geneva asserted that “I’m a believer in 

evidence-informed policy, not in evidence-based policy” [Interview, 14 April 2004]. Both 

these comments recognise that political and other factors – including individual 

histories, experiences, beliefs, prejudices, competencies and skills, as well as 

communication with colleagues and other informal linkages (see, for example, 

Bowen and Zwi, 2005) – play a central role in the policy process. They also avoid 

giving a misleading rhetorical primacy to evidence.  

 

We are still left, however, with a situation in which a large amount of AIDS research 

is conducted in Uganda, quantities of evidence are produced and published, but then 

the policy process, the nature of the evidence, or a combination of the two ensures 

that virtually nothing is done with it. This inevitably begs the question, What is the 

point of doing such work in the first place? Not only is AIDS research expensive – 

and, for many study participants, positively intrusive – but in the words of a speaker 

during a debate at an AIDS/STD conference that I attended in 2003, if our work is not 

practically relevant to some aspect of AIDS control, are we not “just playing fun mind 

games”? With over 40 million people currently HIV-infected worldwide – of whom 

around 1 million live in Uganda alone – this is a distasteful and disturbing image, 

one truly evocative of ‘fiddling while Rome burns’. 
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I do not want to strike a nihilist note here, and I am not suggesting at all that AIDS 

research can serve no purpose. Research does have a role to play, but the problems 

must first be recognized if they are to be addressed, and researchers themselves need 

to acknowledge that many of the potential solutions lie in their court.  

 

For example, it is essential that they focus, through a multi-disciplinary approach, 

more on the issues that are likely to be directly useful to policy makers, as well as on 

those that are relevant at the local level where any services coming out of the 

research would eventually be based. The fact that so much of the AIDS research 

conducted in Uganda has had such limited significance, either for policy or for 

practice, points to wasted opportunities and wasted resources. 

 

Researchers also have a responsibility to inform policy makers about the issues that 

they may not yet know that they need to know about. While they may feel that the 

need for research has been ‘overstated’, several Ugandan Ministerial officials were 

nonetheless concerned by their lack of knowledge about AIDS research in the 

country, both in terms of awareness about ongoing studies, as well as in terms of 

having access to the findings. Just because evidence is low on the list of influences to 

which policy makers are subjected does not mean that they have no interest in 

research findings. 

 

In addition, much could be gained by researchers reflecting more on policy making 

theory, since it appears that they often have a somewhat simplistic, linear view of the 

process. As discussed in Chapter 2, Walt et al. (2003:12) describe the global policy 

adoption of syndromic STD management as ‘diffuse, iterative and looped’; and while 

this portrayal was applied to just one particular policy, parallels can surely also be 

drawn in relation to the development of many others. Recognition of the inherent 

complexity of health policy making should, ideally, stimulate researchers to look out 

more actively for possible entry points into the process, through which they may 

then contribute, either nationally or internationally. Kingdon’s (1984) ‘three stream’ 

model – including the problem stream, the policy stream and the politics stream – 

could be a useful conceptual tool here. He argues that issues join the ‘policy primeval 

soup’ to compete with other issues for attention and funding only when there is a 

confluence of the three streams. But in a world of (theoretically) evidence-based 

policy making, a fourth stream could also be added – the ‘evidence stream’ – through 

which researchers could aim at actively creating windows of opportunity for 

influencing the process.  
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As Anna Donald argues through a powerful analogy, it is essential to keep striving 

towards the goal of producing more fully evidence-informed policies, regardless of 

the difficulties: “As a form of governance, democracy is also difficult and imperfect, and 

terrible things happen that shouldn’t – corruption, war, poverty, and crime. Yet that does not 

mean that we yearn to return to less questioning and more precarious forms of governance 

such as oligarchies and dictatorships, however benign” (Donald, 2001:279). Similarly, 

evidence-based policies are an ideal that may never be fully achieved, but which are 

worth continually working towards nonetheless. One condition for achieving this 

goal is to identify the ‘missing links’ that exist – between individual actors and 

between the two professions of research and policy making – and then seek to build 

bridges to link them. Unless and until these links are made, other, more 

ideologically-driven influences will inevitably continue to take precedence. 

 

Ideological context and pragmatic choices 

 

If AIDS research has not played an important role in defining either policy or 

practice for AIDS control in Uganda, how, then, has the process actually worked? 

Ideological influences have clearly been a significant driving force, but it is self-

evident that before any decision – ideological or otherwise – regarding the direction 

of AIDS control activities can even be contemplated, the stage must first be set by an 

essential prerequisite: recognition of the need to act.  

 

This recognition took place at the national level in 1986, in the mind of President 

Museveni. Museveni had seen the catastrophe of AIDS at first hand as he fought 

through Rakai and Masaka, and he had also learned from Fidel Castro that his own 

army – which he relied on to keep him in power in a highly volatile situation – was 

heavily affected. In this, he was unique among his East African presidential peers, 

none of whom had recently fought their way to power, and none of whom had 

personally witnessed the decimation of entire villages by AIDS. But Museveni also 

had the very pragmatic insight that there was more to gain by action than there was 

to lose. Indeed, there was nothing to lose: Uganda’s economy in 1986 could surely 

sink no lower, and there were no tourists or investors to scare away by admitting to a 

serious AIDS epidemic. Consequently, the decision to act was made, and his 

government adopted an ‘open’ AIDS policy that year, both to attract international 

technical and financial assistance, and also to encourage a robust and innovative 

national and local level response.  
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Through grasping the reality of the country’s ongoing, chronic emergency, and the 

consequent imperative to act, this open policy has implicitly facilitated every 

decision on AIDS control since then. It has also stimulated an extremely dynamic 

national response over the years by actively welcoming foreign intervention, and 

thereby has established itself within what could be described as a ‘path dependent’ 

process. This can be seen as a series of “self-reinforcing sequences characterized by the 

formation and long-term reproduction of a given institutional pattern” (Mahoney, 

2000:508). Uganda was already being internationally lauded for its openness about 

AIDS in the late 1980s, which served to attract ever more foreign agencies and 

financing into the country over the 1990s and 2000s. By thus continually reinforcing 

this particular ‘institutional pattern’, success has fed success, and President 

Museveni’s early pragmatic recognition of the need to act against AIDS has paid off 

handsomely.  

 

With the ongoing need to act established, ideology has provided the broad context in 

which all subsequent decisions have been made, and has thereby played a crucial 

role in determining the nature of those decisions. Ideology is an elusive concept103, 

and in order to embrace the political, cultural and moral concerns that have featured 

extensively throughout the course of the Ugandan AIDS epidemic, I have taken the 

following definition here: “the promotion and legitimation of the interests of [a] social 

group in the face of opposing interests” (Eagleton, 2007:29). The word ‘opposing’ is 

central to the discussion, since opposition from some quarters both to change and to 

the status quo has characterised most of the events portrayed in this book. And with 

this constant opposition of views, there have also been regular shifts in the dominant 

ideology of the day, as one social group dominates the scene for a period, before 

eventually being pushed aside by another. Thus the nature of the decisions has also 

changed. 

 

Discussions over strategies for HIV prevention have always had a strong ideological 

streak, since the topic intrinsically concerns how, the extent to which, and with 

whom people have sex. These are issues about which politicians, religious leaders 

and international donors have expressed clear and often uncompromising views over 

the course of the Ugandan AIDS epidemic. But there has been an ideological ebb and 

                                                           

103 One observer has written of the “complexity of the field and the degree of disagreement within it; nobody 

has yet come up with a single comprehensive definition of ideology acceptable to all concerned” (Eagleton, 
1994:20). 
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flow in the international level debates, and this has brought about shifts and even 

reversals in the ideological context on which national level decisions regarding HIV 

prevention have then been made. This is not at all to suggest that international 

agendas have had hegemony over Ugandan policies, but they have undoubtedly 

exerted a strong influence. 

 

For example, in the early days of the Ugandan epidemic, a strong and pervasive 

Catholic influence combined with a morally conservative population to provide the 

dominant ideology. Over the 1990s, a foreign ideology – intent on the promotion of 

condoms – increasingly dominated the scene in Uganda, though not without 

considerable resistance. And as PEPFAR appeared in 2003, with its promise of tens of 

millions of strings-attached dollars, there was a return to a more conservative moral 

ideology for HIV prevention. This shifting in the leading moral position of the day 

stimulated a series of political decisions in Kampala that continually amended and 

updated the national HIV prevention strategy. 

 

The global move towards scale-up of ART provision was also fraught with 

ideological conflict. The main protagonists on one side of the divide were an alliance 

of activists, advocate-scientists and the ‘Big Men’ of finance and politics. They were 

appalled by the inequities brought about by these very expensive, life-saving drugs, 

which were accessible to AIDS patients in wealthy countries, but – throughout the 

1990s and very early 2000s – which were almost totally absent in Africa. This was 

morally unacceptable, they felt, and it simply had to be challenged. On the other side 

of the ideological divide were the pharmaceutical companies who made the drugs. 

They saw things primarily from a business perspective, and were very reluctant to 

reduce the price of their products, arguing both that their shareholders would not 

accept it, and also that reducing prices would decrease profits which in turn would 

undermine future possibilities for pharmaceutical research and development.  

 

This bitter ideological battle was effectively won by the principle of equity. The Big 

Men and their activist supporters celebrated as the drug prices came down, and huge 

quantities of donor money emerged in order to buy them for distribution to African 

patients. Within this new ideological context, ART was, by 2003 or shortly thereafter, 

irreversibly on the national policy agendas of Uganda and every other heavily 

affected country in the world. 
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It has therefore been within particular ideological contexts that decisions have been 

made about the course of action for AIDS control policies and practices; and the 

decisions have generally been made on a pragmatic basis. I am not using the term 

‘pragmatic’ here in its philosophical sense104. Rather I am taking it as defined through 

its standard, everyday usage: “a practical and realistic way of dealing with things” (OED, 

2005:798). My argument here is that within the ideological context of the day, 

decisions have tended to be made practically and realistically. They have been based 

either on what is seen to be feasible and likely to work – lack of evidence 

notwithstanding – or on what will attract money or political capital, or both.  

 

I also argue that the evolving, pragmatic strategic course for HIV prevention and the 

scale-up of ART provision has invariably been set by the primary individual actor, 

President Museveni himself. He has had unparalleled access to the key players at 

both national and international levels, and this has given him a unique authority to 

decide which approach for a given problem appeared to be most advantageous – for 

him and for Uganda. He has not always moved as his personal ideological 

convictions would have preferred, choosing instead directions that appeared likely to 

bring other practical and political benefits.  

 

For example, in the early epidemic, it would not have been pragmatic – i.e. neither 

practical nor realistic – to promote condoms as a means of preventing HIV. This 

particular approach would have been perceived as unacceptably licentious by many 

Ugandans, and would have served only to alienate them, thereby undermining the 

rest of the national HIV prevention programme. At that stage and within this 

ideological context, therefore, promoting only zero grazing and abstinence, as 

sanctioned by President Museveni, was an eminently pragmatic approach. But with 

the international prevailing wind starting to blow firmly in a pro-condom direction 

during the 1990s, Museveni saw that there was more to gain than to lose – both for 

him and for Uganda – by accepting this evolving status quo. For entirely pragmatic 

reasons, and even though it went against his own ideological preference, the condom 

policy was therefore gradually liberalized. Through this, Museveni maintained his 

status as an African AIDS leader in the eyes of the international community, and he 

also ensured the continued flow of much-needed financing into the country. 

 

                                                           

104 Pragmatism in philosophy is a principle of inquiry first put forward by Charles Sanders Peirce in 
the 1870s, and which acted as a forerunner to logical positivism. 
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Things are not so clear cut after 2003, when the moral and political battle over how to 

spend the $1 billion allocated by PEPFAR for HIV prevention ended with a return to 

ideological ground on which Museveni felt much more comfortable. Condoms had 

been forced off centre stage by the world’s most powerful international donor, which 

required aspiring recipient nations such as Uganda to target condom promotion only 

for ‘high risk’ groups, not for the general population, and certainly not for young 

people. But the response in Uganda was confused, with the Ministry of Health finally 

publishing its pro-condom policy, Museveni publicly denouncing condoms at the 

International AIDS Conference in Bangkok, and condoms being withdrawn from 

shelves across the country. Some people claimed the withdrawal was for technical 

reasons, while others said it was because of American ideological pressure. But 

whatever the reason, an acute nationwide shortage of condoms was the result, and 

Museveni had – very pragmatically – further endeared himself to a US 

administration that had recently provided Uganda with her first tranche of PEPFAR 

funding, to the tune of $91 million.  

 

With regard to the scale-up or ART provision, once the ideological battle had been 

won by the Big Men and their activist allies, the issues requiring attention were no 

longer ideological, but were instead entirely pragmatic. The work of Peter Mugyenyi 

at the Joint Clinical Research Centre, as well as the facilities that had been engaged in 

the Drug Access Initiative, had shown that if large-scale, equitable ART provision 

were to be feasible, it would have to be free for patients. This meant that donors 

would have to cover the costs of every patient taken on, in perpetuity. What, 

therefore, was the most ‘practical and realistic’ way to ensure this for a putative 

national ART programme?  

 

The unrequested arrival into Uganda of the US-based AIDS Healthcare Foundation 

in late 2001 brought matters to a head. AHF’s ambitious plan for Uganda was to set 

up a system with a guarantee to provide free treatment for life for every patient they 

took on. Through this, the problem of sustainability would be resolved, at least in 

their Uganda Cares clinics. But many of President Museveni’s advisors felt that the 

proposal could turn out to be the thin end of an unsustainable wedge, by stimulating 

a demand for free ART throughout the country that could overwhelm an already 

struggling health service. This, they argued, was not pragmatic – it was neither 

practical nor realistic, and could not feasibly be realised – and they therefore strongly 

opposed it.  
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Museveni himself, however, had a different vision of pragmatism. He saw the many 

benefits that would accrue if Uganda Cares was to succeed: benefits to the care and 

conditions of Ugandans living with AIDS, to Uganda’s reputation, and, by proxy, to 

himself. He doubtless also anticipated the way that Uganda Cares would act as a 

catalyst for larger-scale free ART provision in the country. But rather than seeing this 

as the thin end of an unsustainable wedge, he saw that the pragmatic option was 

instead to go with the global wind that was just then changing in the direction of free 

ART provision. Therefore, he threw his full support behind Uganda Cares, going so 

far as personally to facilitate the accreditation of their first clinic, in Masaka. Where 

the pragmatism of Museveni’s advisors led them to conclude that ‘this cannot work’, 

the pragmatism of Museveni himself could be characterised as a determination to 

‘make this work, and make this work for us.’ 

 

I have argued here that three factors at the international and national levels have 

been primarily responsible for shaping Uganda’s historically successful strategy for 

AIDS control. The first of these – a pre-requisite for the others – has been recognition 

of the need to act. Decisions on the course of action to be taken have then been heavily 

influenced by the dominant international or national ideological context of the day, 

with pragmatism within that ideological context ultimately defining the eventual 

policy decision. 

 

But a final note is also due here regarding the local level, which has been 

conspicuously absent from this multi-level discussion. The objective of AIDS control 

efforts is, obviously, to provide local communities with effective prevention and 

treatment services. Everything described in this book has had this as its ultimate 

stated aim, even if the field of play may be littered with an array of other, unrelated 

agendas. It is ironic, therefore, that the people with the most to gain and the most to 

lose – those living at the local level – have essentially no voice in deciding which sort 

of services they will receive. Decisions are made on their behalf in Kampala and 

further afield, and they become the silent recipients of whatever it is decided that 

they should receive. From a multi-level perspective, all the arrows from national and 

international level point towards them, and they have little or no opportunity to 

provide input into any of the decisions. In this sense, people at the local level 

represent a non-influence, a dead end in the process.  

 

The words of one of my respondents in rural Masaka provide food for thought in this 

regard. “The common man,” he told me, “feels that he is the project of the higher people. 



CHAPTER 7 

 209 

The common man here feeds the higher people.” Within the framework outlined above, 

those of us who earn our living studying, making policy, or designing AIDS control 

services for people at the local level must continually ask ourselves what more we 

can do to ensure that their needs and interests are taken into account. The ‘common 

man’ should not merely be ‘the project of the higher people’. He and his family 

should be active participants in the process, and their voices must be heard. 
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Appendix: Multi-level timeline of key events  

 

 International National (Uganda) Local (Masaka-Rakai area) 

1978 - Alma Ata Declaration: 

“Health for all by the year 

2000” 

- Idi Amin invades Kagera 

Salient, Tanzania, and 

provokes war  

 

1979  - Idi Amin ousted - Tanzanian troops respond to 

invasion, crossing into Uganda 

from Kagera   

- Masaka town razed by 

Tanzanian troops – chaos, 

looting and rape 

1980  - Civil War ongoing  

1981 - World’s first published 

report of AIDS, in USA 

- Civil War ongoing  

1982  - Civil War ongoing - 84 cases of ‘Slim’ registered in 

Masaka’s Kitovu Hospital 

1983 - Virus that causes AIDS 

discovered by Luc 

Montagnier – named LAV. 

- Recognition of AIDS in 

Zaire 

- Civil War ongoing 

- Anne Bailey speaks in 

Kampala of an increase in 

Atypical Kaposi’s Sarcoma in 

Zambia 

 

1984 - ‘Another’ AIDS virus 

discovered by Robert Gallo – 

named HTLV-III 

 

- Civil War ongoing 

- Wilson Carswell establishes 

that HTLV-III exists in Uganda 

- November: First official report 

of ‘Slim’ in Rakai sent to 

Kampala; no action taken 

- December: article about Slim in 

Rakai appears in The Star 

newspaper 

1985  - Civil War ongoing 

- ‘Slim’ most common cause of 

death at Mulago national 

referral hospital in Kampala 

- 10% of pregnant women 

attending Mulago HTLV-III-

positive 

- February: investigative team 

from Ministry of Health 

concludes that ‘Slim’ is typhoid 

- October: Seminal article 

published in The Lancet 

detailing ‘Slim’ in Masaka. 

‘Slim’ and ‘AIDS’ said to be 

different entities  

1986 - Consensus attained that 

LAV and HTLV-III are the 

same virus – renamed HIV 

- January: Yoweri Museveni 

takes power 

- June: Blood screening begins 

in Nsambya Hospital, 

Kampala 

- October: National Committee 

for the Prevention and Control of 
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AIDS established (precursor to 

AIDS Control Programme). 

Concept of ‘zero-grazing’ 

introduced. 

1987 - Peter Piot argues for 

education as the ‘main thrust’ 

for AIDS control worldwide 

- AZT approved by the US 

Food and Drug 

Administration for use 

against HIV 

- Donors’ conference held, 

US$7.4 million pledged 

 

- Kitovu Hospital starts 

screening blood for HIV 

1988  - AIDS awareness pamphlets, 

badges, stickers being passed 

out; condoms not promoted 

- 25% of pregnant women 

attending Mulago hospital 

HIV-positive 

- HQs established in Entebbe 

for UK-funded Medical 

Research Programme (MRC) 

on AIDS, and US-funded 

Rakai Project   

- TASO founded in Kampala 

 

1989 - Uganda already 

internationally recognised 

for its open AIDS policy 

- International AIDS 

Conference in Montreal: 

recognition that most AIDS 

social and epidemiological 

research in Africa is 

descriptive, with insufficient 

attention to the evaluation of 

interventions. 

- Ugandan singer Philly 

Lutaaya publicly declares his 

HIV-positive status.  

- National level recognition 

that knowledge of AIDS does 

not always lead to behaviour 

change. 

- National Catholic authorities 

confirm that condom use is 

‘unacceptable’ 

- Nationwide Demographic 

and Health Survey conducted 

- MRC established in rural 

Masaka – HIV prevalence 

estimated at 8% 

- TASO opens its second office, 

in Masaka hospital 

1990 - International AIDS 

Conference in San Francisco: 

too much research in Africa 

is urban and ‘convenience-

based’, ignoring heavily 

affected rural areas  

- 39% of pregnant women 

attending Mulago HIV-

positive; 1.5 million Ugandans 

estimated to be infected with 

HIV 

 

- HIV prevalence rates in Rakai 

shown to vary from 12% in rural 

villages to 35% in main road 

trading centers. 

1991 - Museveni speaks of 

‘apocalypse’ at International 

AIDS Conference in Florence 

- Museveni agrees to permit 

‘quiet’ condom promotion 

- Protector condoms make 
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- Trial begins in Mwanza, 

Tanzania, to investigate 

effect of syndromic STD 

management on HIV 

incidence  

their Ugandan debut, with a 

modest, low-key advertising 

campaign 

- US$12 million grant from 

USAID for HIV prevention 

- First ARVs provided at JCRC 

in Kampala 

- 44% of STD patients 

attending Mulago hospital are 

HIV-positive 

1992 - International NGOs release 

a ‘Statement of Belief’, 

affirming their belief in the 

value and effectiveness of 

behaviour change for 

reducing new HIV infections 

- WHO study suggests that 

95% of 559 research projects 

identified in sub-Saharan 

Africa were “of no immediate 

relevance to the local 

populations.” 

- Uganda AIDS Commission 

(UAC) established 

- HIV prevalence rates 

continue to rise at surveillance 

sites throughout the country. 

Rates in provincial antenatal 

surveillance sites range from 

7% in the east to 30% in the 

south west.  

- Idea for Masaka Intervention 

Trial (MIT) conceived, to 

investigate the effect on HIV 

incidence of (i) a behavioural 

intervention and (ii) syndromic 

STD management. 

- Masaka reporting more clinical 

cases of AIDS than any district 

outside Kampala 

1993 - World Bank’s World 

Development Report focuses 

on role of health in economic 

development 

- US$73 million World Bank-

funded six year ‘STI Project’ 

starts  

- UAC: “a virtual explosion of 

[AIDS research] activity” has 

taken place, but it is 

uncoordinated  

- 90% of patients on Kitovu 

Hospital medical wards 

suffering from AIDS-related 

conditions 

- MIT study design finalised 

1994  - ACP says there is a “noticeable 

decline in the rate of increase” in 

HIV prevalence in most of the 

country’s sentinel surveillance 

sites. 

- MRC study in preparation for 

MIT finds misconceptions 

about, and opposition to 

condoms 

- Rakai project STD mass 

treatment study starts 

1995 - Mwanza STD trial results 

published: syndromic STD 

management found to reduce 

HIV incidence by 42% 

- UAC: “there are no articulated 

national policies on AIDS 

control” 

- First public suggestion of an 

overall decline in nationwide 

HIV prevalence 

- 36% of STD patients 

attending Mulago hospital are 

HIV-positive (down from 44% 

- MIT surveys and interventions 

start in earnest 
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in 1991) 

- Nationwide Demographic 

and Health Survey conducted 

- Median age for first sex 

found to be 16.3 among 

women and 17.3 among men 

1996 - Development of triple 

combination ARV therapy, or 

HAART, for treating AIDS 

- Life Guard condoms appear 

on the market: 8 US cents buys 

three condoms  

- JCRC treating 1000 patients 

with ART; patients on HAART 

pay US$1,000 per month 

- HIV prevalence rates at 

antenatal surveillance sites 

throughout the country now 

range from 2% to 15% 

 

1997 - WHO Director General 

Hiroshi Nakajima warns that 

the new ARV regimens could 

draw policy makers’ 

attention away from HIV 

prevention 

- Ugandan MP: “a 

comprehensive set of national 

[AIDS] policies is yet to be 

generated” 

- ‘Quiet’ condom promotion 

scrapped; open promotion 

now permitted 

- 1200 registered agencies 

implementing AIDS-related 

activities in Uganda 

- Uganda joins the Drug 

Access Initiative to increase 

access to ARVs  

 

1998 - UNAIDS proclaims 

‘Prevention works’ 

 

- Study finds national AIDS 

expenditure between 1989 and 

1998 to be US$180 million (= 

US$1.80 per adult per year), of 

which 70% was covered by 

donors. 

 

1999  - Controversial Life Guard 

condom advertisement 

appears, depicting ‘fun’ and 

‘sexy’ lifestyle 

- Monthly cost of triple 

therapy has fallen to US$500  

- ACP estimates that 838,000 

Ugandans have died from 

AIDS since the epidemic began 

- Rakai STD mass treatment 

study results published: no 

impact of intervention found 
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2000 - Clinton administration 

describes AIDS as a threat to 

US national security and to 

global stability 

- International AIDS 

Conference in Durban: 

Mandela urges drastic action 

to fight AIDS 

- Median age for first sex 

found to have risen since 1995: 

now 16.6 among women and 

18.5 among men  

- HIV prevalence rates at 

antenatal surveillance sites 

throughout the country 

continue to fall. Now range 

from 1% to 12%  

- 1.5 million condoms sold 

through MIT in last four years 

- First indication of falling HIV 

incidence in any part of Africa 

found in MRC’s Kyamulibwa 

general population cohort 

2001 - UN Special Session on 

HIV/AIDS (UNGASS) 

- 240,000 people receiving 

ART in developing countries 

- Cipla decides to produce 

generic ARVs, cutting the 

cost of triple therapy to 

US$30 a month 

- MSF starts pilot ART 

project in Khayelitsha, Cape 

Town 

- Drug Access Initiative 

transformed into a wider 

‘Accelerated Access Initiative’ 

- Peter Mugyenyi illegally 

imports cheap generic ARVs, 

and forces the government to 

permit importation of the 

drugs. 

- AHF holds conference on 

HIV care and support in 

Entebbe. Promises to open 

‘Uganda Cares’ ART clinic in 

Masaka 

- Established national level 

actors sceptical about Uganda 

Cares’ chances of success  

- Masaka district chairman 

Vincent Sempijja meets Michael 

Weinstein, President of the US-

based AIDS Healthcare 

Foundation (AHF) 

 

2002 - Global Fund to Fight AIDS, 

Malaria and Tuberculosis 

founded 

- Justin Parkhurst challenges 

the Uganda AIDS ‘success 

story’ 

- Colin Powell advocates for 

a condom-free approach to 

HIV prevention 

- International AIDS 

Conference in Barcelona: 

WHO Director General Gro 

Harlem Brundtland 

announces plans for massive 

global scale-up of ARV 

provision  

- The term ‘ABC’ first used as 

a description of Uganda’s 

approach to HIV prevention 

- Drug resistance noted in 65% 

of patients from Drug Access 

Initiative 

- Results dissemination 

workshop held in Kampala for 

MRC’s Masaka Intervention 

Trial: no impact from 

interventions found, policy 

makers advised to continue 

business as usual 

- Uganda Cares clinic opened in 

Masaka by First Lady Janet 

Museveni – promises free 

provision of ART and related 

services. Many people sceptical 

2003 - PEPFAR founded. Janet 

Museveni and US Christian 

groups lobby for abstinence-

- Uganda receives US$36 

million from Global Fund for 

ARVs; announces its ‘3 by 5’ 

- After 12 months work, Uganda 

Cares has established its 

operating procedures. 100 
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only HIV prevention 

programmes  

- ‘3 by 5’ launched by WHO. 

 

target of 60,000 people to be on 

ART by end 2005 

- National ART policy 

published 

- Minister of Health Mike 

Mukula calls Uganda Cares a 

‘proven initiative’ 

patients are on its books, and 

the decision is made to scale up.  

- MRC’s Masaka Intervention 

Trial study results published: no 

impact from interventions found 

2004 - International scientific 

consensus that the fall in HIV 

prevalence in Uganda was 

primarily due to a reduction 

in sexual partners 

- International AIDS 

Conference in Bangkok: 

Museveni ambivalent about 

condoms 

- Concerns felt in WHO 

headquarters about 

feasibility of ‘3 by 5’ 

- WHO recognises Uganda 

Cares as ‘best practice’ for 

ART provision 

- National Condom Policy and 

Strategy published: condoms 

to be “widely and openly 

promoted” 

- Uganda receives US$91 

million of PEPFAR money  

- Value of condoms 

downplayed by State Minister 

for Information 

- Ministry of Health 

withdraws tens of millions of 

condoms 

 

- Uganda Cares providing free 

ART to 802 patients – continues 

to expand. 

2005 - 1.3 million people receiving 

ART in developing countries: 

‘3 by 5’ target missed by 1.7 

million, but momentum 

growing nonetheless 

- Uganda exceeds ‘3 by 5’ ART 

target: 67,000 people receiving 

treatment. 

- Rakai study suggests primary 

cause of falling HIV prevalence 

was high mortality rather than 

falling HIV incidence 

 

NB – Some events took place across the boundaries of one level, but they are categorised into just one 

level here for the sake of clarity. 
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Summary 

 

This book presents a history of AIDS control in Uganda, from the start of the 

epidemic in the early 1980s up until 2005. Uganda is well known internationally as 

an AIDS ‘success story’, both for its bringing down HIV incidence and prevalence 

over the 1990s, and for its innovative approach to scaling up the provision of 

antiretroviral therapy (ART) for people living with AIDS. Through an analysis of 

documentary evidence, my own journal notes from five years’ living and working in 

the provincial south-western town of Masaka, and formal interviews with 114 key 

actors, the book seeks to provide insights into how this success has unfolded over 

the years.  

 

Following the global trend, Uganda has officially maintained an ‘evidence-based’ 

AIDS control policy for many years now. A primary objective of the book is critically 

to assess the extent to which the evolving policies have in fact been ‘evidence-based’, 

as well as to consider which other factors may have been influential in the process. 

To this end, the book uses an explicitly ‘multi-level’ perspective for presentation and 

analysis, by taking into account the views of actors working at international, national 

and local levels: from global policy makers in Geneva to community-based volunteer 

workers in rural Masaka. John Kingdon’s work on setting policy agendas, and Gill 

Walt’s ideas about the iterative and looped nature of policy development are used to 

provide a theoretical foundation for the empirical material.  

 

Chapters 1 and 2 provide an introduction to the research topic, the research 

questions, discussion of methodological issues, and some theoretical context. Four 

empirical chapters are then presented. These are based on the ‘life stories’ of three 

individual AIDS control policies (to assess the role of research in clear policy shifts), 

and the AIDS control research project in Masaka on which I personally worked (to 

assess its policy impact). 

 

Chapter 3 focuses on the process that led, in 1986, to the official recognition that a 

national AIDS control policy was actually necessary at all. The chapter charts the 

conflict that existed between two opposing streams of thought that flowed 

throughout the early 1980s. One of the streams consisted of people who were 

working towards the development of AIDS control policies and activities – a select 

group of physicians based in Kampala, who had first intuited and then 

demonstrated that the horrific outbreak of what was then known as ‘Slim’ in Rakai 
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and Masaka districts was actually AIDS. The other stream consisted of those who 

could not, or would not take the mental leap to link Slim with the disease 

simultaneously striking homosexuals in western countries.  

 

This was a period in which ‘AIDS’ as a disease description was still ‘under 

construction’, both in Uganda and globally. The concept of the ‘imagined epidemic’ – 

the way in which people perceive or imagine an unfolding epidemic – is used to help 

explain this ‘construction’ process and its implications for AIDS control in the 

country. As throughout the Ugandan AIDS epidemic, the conflicting views from the 

two streams were mediated through the primary actor, President Museveni. His 

own ‘imagined epidemic’ had been shaped both by his having recently fought 

through Rakai and Masaka on his way to power – thereby seeing with his own eyes 

the extent of the misery caused by AIDS – and also through learning that his own 

army, which he relied on to stay in office, was heavily infected. Very little scientific 

work had been conducted on AIDS in Uganda by this stage, and even less had been 

published. But it was enough to show that the problem was present, growing and 

very serious. As the newly installed President, Museveni consulted directly with the 

physicians who had conducted the research, and was convinced by their assessment. 

Consequently he established Africa’s first national AIDS control programme just 

months after he came to power, in October 1986, thereby meeting an essential pre-

requisite for everything else that followed – recognition of the need to act. 

 

The evolution of behavioural HIV prevention policy from 1986 to 2005 is the topic of 

Chapter 4. The chapter is divided into three periods, each with a distinct 

epidemiological characteristic and within each of which very particular policy 

decisions were made. The first period (1986 to 1992) saw rising HIV prevalence, and 

a ‘home-grown’ Uganda strategy for HIV prevention. This was based around ‘zero-

grazing’ – a familiar concept to everyone in Uganda’s predominantly agrarian 

society, in which people were advised to avoid the virus by ‘grazing’, sexually 

speaking, exclusively within their own ‘paddock’, and to curtail any ‘free range’ 

activities. The second period (1992 to 2002) saw falling HIV prevalence and 

incidence, and an increasingly open policy towards condom promotion alongside 

progressively more foreign involvement in the process. The third period (2002 to 

2005) saw HIV prevalence remaining relatively steady, a huge influx of foreign 

funding for HIV prevention, and – in relation to how best to spend this money – a 

bitter international debate about what had brought about the falls in prevalence and 

incidence in the country during the 1990s.  
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The role of research in bringing about these various policy shifts is discussed at 

length. Through a detailed review of the literature, I highlight the absence of a 

definitive evidence base to guide HIV prevention strategy – that is, whether to focus 

on abstinence, zero-grazing, condom use, or a combination thereof. A very large 

amount of AIDS research had been conducted in Uganda over the years, but the 

body of evidence as of 2002 did not include a single evaluation of a general 

population HIV behavioural intervention that used the marker that really matters – 

HIV incidence – as an outcome measure. Lower quality evidence on HIV prevention 

existed, but it was both limited in quantity, and collectively its findings were also 

ambiguous. Advocates of all the various HIV prevention strategies vigorously 

defended their particular positions, but given the absence of any definitive evidence 

to support any given position, this was inevitably a moral, ideological debate, not 

one based on science. However, in spite of his own rather conservative position with 

regard to condoms, President Museveni’s strategic decisions on HIV prevention for 

the country shifted pragmatically with the international and national ideological 

wind.  

 

Chapter 5 presents a history of treatment policy for people with AIDS in Uganda 

from the late 1980s up until 2005, with a particular focus on ART. ART was scarcely 

available in the country until 2003 or so, when vastly increased funding 

opportunities made it realistic to consider a large scale increase in treatment 

provision. Uganda subsequently became one of a small handful of countries not only 

to meet, but to exceed its WHO-endorsed ‘3 by 5’ target for numbers receiving 

treatment by 2005.  

 

Three main themes are discussed in relation to this process. First, considerable 

resistance to ART scale-up was faced at each of the three levels. Internationally, the 

loudest complainants tended to be scientists who were concerned about the potential 

public health ramifications of a scale-up process that lacked a stable foundation. By 

contrast, the worries of government technocrats at national level in Uganda, and of 

AIDS service providers locally in Masaka were both practical and political. The 

means by which this resistance was overcome is the second main theme of the 

chapter. I show how the determination of key actors at each of the three levels – the 

‘Big Men’ of politics or finance (there were relatively few women at the most senior 

levels) – used all the means at their disposal to force through what they saw as an 

essential response to a humanitarian catastrophe. The third theme is the research – 
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conducted by activist-doctors in Uganda and elsewhere on the continent on small-

scale pilot projects during the 1990s and very early 2000s – that sought to prove an 

advocacy point: that ART provision in Africa was feasible, and that the naysayers 

were wrong. Although the small scale of these pilot projects could not, by its very 

nature, make any definitive claims about the likely success of large-scale provision, 

the evidence from them was taken by the Big Men to support their efforts towards 

the scale-up of ART provision. As the primary Big Man in Uganda, President 

Museveni saw the difficulties inherent in the scale-up programme, but he threw his 

weight fully behind it nonetheless. His pragmatic view could be characterised as a 

determination to ‘make this work, and make this work for us.’ 

 

Chapter 6 picks up from one of the points made in Chapter 4: the very limited 

evidence that was available to guide HIV prevention policies and activities. The 

chapter presents the life story of a large community-randomised intervention trial on 

which I worked in Masaka between 1996 and 2001, as a behavioural scientist. This 

intensive evaluation of two widely adopted HIV prevention strategies in Uganda – 

community-based AIDS education, and the effective management of sexually 

transmitted diseases – had been instigated in the early 1990s, explicitly in order to 

help fill the HIV prevention evidence void. But the intervention – involving 560 

volunteer workers and costing nearly US$1.5 million – had no measurable effect on 

HIV incidence, and we also found a surprising and worrying increase in the 

incidence of genital herpes. Collectively, the findings potentially undermined the 

entire HIV prevention programme which had brought Uganda so much 

international kudos.  

 

The chapter investigates the impact of this unfortunate result. At each level, groups 

and individuals expressed strongly-held opinions about different aspects of HIV 

prevention, and – rightly or wrongly – the trial findings were used in each case as an 

opportunity to justify and confirm these. For international AIDS epidemiologists, 

STD control was something they already valued highly, and aspects of the Masaka 

trial results were used to support this position, while other, less convenient aspects 

were ignored. National level policy makers, who had no wish to challenge the 

country’s broadly successful HIV prevention status quo, saw the study as largely 

irrelevant, and no policy change subsequently emerged out of it. Local level 

implementers, who had invested much of their own time on the project, believed 

that their work on the project had been useful and valuable for their communities. 

At all three levels, therefore, the study and its results were seen in the context of how 
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people already saw their world: Everyone’s reaction was defined by their own 

professional or personal context, and the results themselves changed nobody’s mind 

about anything.  

 

I conclude the book by arguing in Chapter 7 that in spite of official rhetoric, there has 

been an evidence void on critical aspects of AIDS control over the course of the 

entire epidemic. No conclusive, unambiguous body of evidence actually exists on 

most of the strategic AIDS control issues, and as such, a truly evidence-based policy 

process would therefore not have been possible. Furthermore, where evidence has 

existed, it has often been used selectively – consciously or not – in order to support 

pre-determined or ideological policy positions. This has occurred both at national 

level in Uganda, and also internationally.  

 

But simply because this has previously been the case does not mean that the process 

is set in stone. AIDS researchers contribute just one component – ‘evidence’ – to the 

policy debate, while policy makers are subjected to many other influences in 

addition. Researchers can therefore focus closely first on producing evidence that is 

more policy-relevant than it has often been in the past, and then on helping to create 

windows of opportunity through which that evidence may be taken more fully into 

account in the policy process. 

 

If AIDS research has not played a central role in defining either policy or practice for 

AIDS control in Uganda, how, then, has the process actually worked? Three factors 

have been primarily responsible for shaping Uganda’s historically successful 

strategy for AIDS control. The first of these – a pre-requisite for the others – has been 

an ongoing recognition of the need to act. Subsequent decisions on the course of action 

to be taken have then been heavily influenced by the dominant international or 

national ideological context of the day, and pragmatism within that ideological context 

has defined the eventual policy decision. The major decisions have invariably been 

made by the primary individual actor, President Museveni himself, who has based 

his pragmatic choices for AIDS control strategy on what is likely to be feasible and 

likely to work – lack of evidence notwithstanding – as well as what will attract 

money and/or political capital.  
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Samenvatting 

 

Dit boek bespreekt de geschiedenis van AIDS-bestrijding in Oeganda, vanaf het 

begin van de epidemie begin tachtiger jaren tot 2005. Oeganda staat internationaal 

bekend als een AIDS succesverhaal, zowel vanwege het terugbrengen van de AIDS 

incidentie en prevalentie tijdens de negentiger jaren, als vanwege de innovatieve 

aanpak in het opschalen van de verstrekking van antiretrovirale (ARV) therapie aan 

mensen met AIDS. Middels een analyse van documenten, aantekeningen van een 

vijfjarig verblijf in het provinciestadje Masaka in het zuidwesten van Oeganda, en 

formele interviews met 114 sleutelactoren, wordt in dit boek geprobeerd inzicht te 

geven in de ontwikkeling van Oeganda’s succes in AIDS-bestrijding. 

 

In navolging van een wereldwijde trend, heeft Oeganda de afgelopen jaren officieel 

een AIDS-bestrijdingsbeleid gevolgd op basis van evidentie. Een primair doel van 

dit boek is daarom: vaststellen in welke mate dit beleid ook daadwerkelijk evidence-

based is, alsmede om andere factoren aan te wijzen die daarbij een rol hebben 

gespeeld. Dit wordt gedaan door een multilevel analyseperspectief toe te passen, 

waarbij de opvattingen van actoren worden verkend die op internationaal, nationaal 

en lokaal niveau werken: van beleidsmakers in Genève tot plaatselijke vrijwilligers 

in ruraal Masaka. Het werk van John Kindon over de totstandkoming van politieke 

agenda’s en Gil Walts ideeën over de iteratieve aard van beleidsontwikkeling bieden 

daarbij een theoretische fundering van het empirische materiaal.  

 

In Hoofdstuk 1 en 2 worden het onderwerp en de onderzoeksvragen 

geïntroduceerd; daarna wordt de onderzoeksmethodologie besproken en de 

theoretische context gegeven. Hierna volgen vier empirische hoofdstukken. Die zijn 

gebaseerd op de ‘levensgeschiedenissen’ van drie AIDS bestrijdingsmaatregelen om 

de rol vast te stellen van onderzoek in beleidswijzigingen, en van het AIDS-

bestrijdingproject in Masaka waarin ik persoonlijk heb gewerkt om de beleidsimpact 

daarvan te onderzoeken. 

 

Hoofdstuk 3 richt zich op processen die in 1986 hebben geleid tot een officiële 

erkenning van de noodzaak om tot een nationaal AIDS-bestrijdingsbeleid te komen. 

Het hoofdstuk brengt het conflict in kaart dat in de tachtiger jaren bestond tussen 

twee denkwijzen rondom AIDS. Één gedachtegang werd gesteund door een selecte 

groep van artsen die in Kampala was gebaseerd en die werkten aan de ontwikkeling 

van een AIDS-bestrijdingsbeleid. Deze groep voorzag (en toonde dit later ook aan) 
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dat de afschuwelijke uitbraak van wat destijds bekend stond als ‘Slim’ in de 

districten Rakai en Masaka in feite AIDS was. De andere gedachtegang werd 

gesteund door mensen die niet in staat waren om de mentale stap te maken tussen 

‘Slim’ en de ziekte die tegelijkertijd homoseksuelen in het Westen trof.  

 

Dit was een periode waarin AIDS zich als ziektebeeld aan het vormen was, zowel in 

Oeganda als wereldwijd. Om dit constructieproces en de gevolgen ervan voor 

Oeganda’s AIDS beleid te verklaren werd het concept van verbeelde epidemie 

(‘imagined epidemic’) gebruikt: de manier waarop mensen een zich ontvouwende 

epidemie gewaarworden of zich voorstellen. Het conflict tussen beide 

gedachtegangen werd bemiddeld door de primaire actor, President Museveni. Diens 

eigen ‘verbeelde epidemie’ was gevormd, ten eerste, door het gevecht om de 

politieke macht dat hij voerde in Rakai en Masaka en waar hij met eigen ogen de 

ellende die veroorzaakt werd door AIDS had waargenomen, en ten tweede, doordat 

hij vernam dat het leger waarvan hij politiek afhankelijk was, zwaar besmet bleek 

met het virus. Op dat moment was er nog maar weinig onderzoek gedaan naar AIDS 

in Oeganda en was er nog nauwelijks over gepubliceerd. Maar het was genoeg om te 

laten zien dat er sprake was van een serieus probleem, dat bovendien snel in 

omvang toenam. Als nieuw-geïnstallleerde president raadpleegde Museveni 

onmiddellijk de artsen die het onderzoek hadden uitgevoerd en raakte overtuigd 

van de juistheid van hun analyse. Slechts enkele maanden nadat hij aan de macht 

kwam, in oktober 1986, stelde Museveni Afrika’s eerste pakket aan AIDS-

bestrijdingmaatregelen in werking. Daarmee voldeed hij aan een sleutelvoorwaarde 

voor alles dat volgde: erkenning van de noodzaak te handelen.  

 

Hoofdstuk 4 bespreekt de ontwikkeling van het HIV-bestrijdingsbeleid tussen 1986 

en 2005, dat gericht was op gedragsverandering. Het hoofdstuk behandelt drie 

perioden, ieder met een eigen epistemologisch karakter waarin specifieke 

beleidsbeslissingen zijn genomen. HIV-prevalentie nam toe tijdens de eerste periode 

(1986 – 1992), waarin een zelfgemaakte Oegandese strategie voor AIDS bestrijding 

werd ontwikkeld. Dit werd ‘zero-grazing’ genoemd, een term uit de landbouw die 

iedereen in Oeganda (een grotendeels agrarische samenleving) kent. Mensen wordt 

geadviseerd om besmetting met het virus te voorkomen door – seksueel gesproken – 

te ‘grazen’ binnen de eigen ‘omheining’ en het ‘eten buiten de deur’ zoveel mogelijk 

te voorkomen. Tijdens de tweede periode (1992 – 2002) daalde de HIV-prevalentie en 

werd het beleid gericht op condoomverspreiding opener, samenvallend met een 

grotere betrokkenheid van de buitenwereld bij het probleem. Tijdens de derde 
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periode (2002 – 2005) stabiliseerde de HIV-prevalentie en stroomde buitenlandse 

financiële steun voor HIV–preventie naar Oeganda; ook ontstond – in relatie tot de 

vraag over de besteding van dit geld – een fel debat over de oorzaak van de daling 

in besmetting in het land tijdens de negentiger jaren. 

 

In dit boek wordt uitgebreid ingegaan op de rol van onderzoek in de 

totstandkoming van deze beleidsveranderingen. Via een grondige 

literatuurbespreking licht ik toe dat er geen hard bewijs was om de HIV-

preventiestrategie richting te geven – bijvoorbeeld of men zich diende te richten op 

onthouding, ‘zero-grazing’, condoomgebruik, of een combinatie ervan. Er is de 

afgelopen jaren veel AIDS-onderzoek in Oeganda verricht, maar het verzamelde 

bewijs in 2002 omvatte geen enkele evaluatie van een gedragsinterventie onder een 

grote populatie die gebruik maakte van de indicator die er werkelijk toe doet: HIV-

incidentie. Er was weliswaar bewijs van lagere kwaliteit verzameld over HIV-

besmetting, maar de hoeveelheid ervan bleek beperkt en de bevindingen niet 

eenduidig. Pleitbezorgers van diverse HIV-preventiestrategieën verdedigden met 

verve hun standpunten, maar door de afwezigheid van onomstotelijk bewijs ter 

ondersteuning ervan, bleef dit noodzakelijkerwijs een moreel, ideologisch debat, dat 

niet gebaseerd was op wetenschappelijke kennis. Maar, in tegenstelling tot zijn 

eigen, nogal conservatieve standpunt over condooms, president Museveni’s 

strategische beslissingen rondom HIV-preventie waaiden pragmatisch mee met de 

internationale en nationale ideologische wind.  

 

Hoofdstuk 5 presenteert een geschiedenis van het beleid van de late jaren tachtig tot 

2005 rondom medische behandeling van mensen met AIDS in Oeganda, met speciale 

aandacht voor ARV’s. ARV’s waren nauwelijks aanwezig in Oeganda, tot ongeveer 

2003, toen de sterk toegenomen financieringsmogelijkheden een realistisch 

perspectief boden op een grootschalige toename van medische behandeling. 

Oeganda werd vervolgens een van de weinige landen die niet slechts voldeden aan, 

maar zelfs een overschrijding lieten zien van de door de Wereld 

Gezondheidsorganisatie (WHO) onderschreven ‘3 per 5’-doelstelling voor 

behandelingsaantallen.  

 

In relatie tot dit proces worden drie belangrijke thema’s besproken. Ten eerste 

bestond er op drie niveaus grote weerstand tegen het opschalen van de ARV-

verstrekking. Wetenschappers die bezorgd waren over de gezondheidszorgeffecten 

van een gebrekkig gefundeerd opschalingproces lieten internationaal hun stem 
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horen. In contrast daarmee stonden de zorgen van overheidsbureaucraten op 

nationaal, Oegandees niveau, en van lokale AIDS-dienstverleners in Masaka; deze 

waren zowel praktisch als politiek. De manier waarop deze weerstand is 

overwonnen, is het onderwerp van het tweede thema van het hoofdstuk. Ik laat 

daarin zien hoe de vastberadenheid van sleutelactoren op elk van de genoemde 

niveaus – big men in de politiek en het geldwezen (er waren vrijwel geen vrouwen op 

hoge posities) – alle beschikbare middelen gebruikten om een in hun ogen 

noodzakelijke reactie te forceren ter voorkoming van een humanitaire catastrofe. Het 

derde thema wordt gevormd door het onderzoek – uitgevoerd in kleinschalige pilot-

projecten door activistische artsen in Oeganda en elders op het continent gedurende 

de late negentiger jaren en vroege 21ste eeuw. In dit onderzoek is gepoogd om een 

uitgangspunt voor actie vast te stellen: dat de verstrekking van ARV’s in Afrika een 

haalbare kaart was, en dat de tegenstanders hiervan ongelijk hadden. Hoewel door 

het kleinschalige karakter van deze projecten de claims over de effecten van 

grootschalige verstrekking beperkt waren, werd het bewijs ervan gebruikt door de 

big men om hun poging te steunen om ARV-verstrekking op te schalen. President 

Museveni – de belangrijkste big man in dit verhaal – zag de problemen die vast zaten 

aan het opschalingsprogramma, maar schaarde zich er desondanks achter. Zijn 

pragmatische blik kan gekarakteriseerd als een vastberadenheid “to make this work, 

and make this work for us.” 

 

Hoofdstuk 6 bouwt voort op een van de punten die ik in hoofdstuk 4 aan de orde 

heb gesteld: het beperkte bewijs dat beschikbaar was ter ondersteuning van beleid 

en activiteiten voor HIV-preventie. Het hoofdstuk bespreekt de geschiedenis van een 

grote interventiesteekproef op gemeenschapsniveau in Masaka, waarin ik tussen 

1996 en 2001 werkte als gedragswetenschapper. Deze steekproef betrof een 

intensieve evaluatie van twee wijdverspreide preventiestrategieën in Oeganda: 

gemeenschapsgebaseerde AIDS-voorlichting en een effectieve controle van seksueel 

overdraagbare ziekten (SOA’s). Deze strategie werd ingezet in het begin van de 

negentiger jaren met het expliciete doel om het gebrek aan bewijs over HIV-

preventie aan te vullen. De interventie – 560 vrijwilligers en een totaal budget van 

circa 1,5 miljoen US$ – bleek echter geen meetbaar effect te hebben op HIV-

incidentie. Daarnaast vonden we tot onze verbazing een verontrustende stijging in 

de incidentie van genitale herpes. Tezamen genomen ondermijnden deze uitkomsten  

het volledige HIV-preventie programma waarmee Oeganda internationaal goede 

sier had gemaakt.  
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Het hoofdstuk onderzoekt de impact van dit onfortuinlijke resultaat. Op elk niveau 

lieten diverse groepen en individuen zich in sterke bewoordingen uit over de 

diverse aspecten van HIV-preventie en werden daarvoor – terecht of ten onrechte – 

de testresultaten gebruikt om deze te rechtvaardigen en te bevestigen. Internationale 

AIDS-epidemiologen waardeerden de bestrijding van SOA’s in hoge mate en 

daarom werden aspecten van de Masaka-test als bewijs hiervoor gebruikt, terwijl 

andere, minder gunstige aspecten werden genegeerd. Beleidsmakers op nationaal 

niveau hadden er geen belang bij om Oeganda’s internationale HIV-preventiestatus 

te betwisten; zij beschouwden de test daarom als irrelevant en zo bleven 

beleidswijzigingen uit. Lokale uitvoerders, die veel van hun eigen tijd in het project 

hadden gestopt, geloofden dat hun inspanningen bruikbaar en waardevol waren 

voor de gemeenschappen waarin ze hadden gewerkt. Op alle drie niveaus werden 

het onderzoek en de resultaten ervan gebruikt in de context van de manier waarop 

mensen hun wereld reeds beschouwden. De reactie van betrokkenen in het Masaka-

onderzoek werd bepaald door hun professionele en persoonlijke context, en de 

resultaten veranderden daar maar weinig aan.  

 

Ik sluit dit boek af in Hoofdstuk 7 met de conclusie dat er, in weerwil van de officiële 

retoriek, in feite een leemte in het bewijs is geweest voor alle belangrijke aspecten 

van het AIDS-bestrijdingsbeleid gedurende de gehele epidemie. Er bestaat geen 

onomstotelijk en ondubbelzinnig bewijs voor de meeste sleutelkwesties op het 

gebied van AIDS-bestrijding en daarom zou een beleidsproces dat echt op evidence 

gebaseerd was niet mogelijk geweest zijn. Daar komt bij dat, op gebieden waar wel 

sluitend bewijs bestond, dit vaak selectief is gebruikt – al dan niet bewust – om 

vooraf ingenomen of ideologische standpunten voor beleid te ondersteunen. Dit is 

zowel op nationaal niveau in Oeganda, als internationaal gebeurd. 

 

Bovenstaande conclusie betekent echter niet dat het beschreven proces 

onveranderlijk is. AIDS onderzoekers hebben slechts één element in het beleidsdebat 

gebracht, (medisch) bewijs, terwijl beleidsmakers blootstaan aan een veelheid van 

invloeden. Onderzoekers kunnen zich daarom bezighouden met het vergaren van 

meer beleidsrelevant bewijs dan vroeger het geval was, en vervolgens een bijdrage 

leveren aan het scheppen van mogelijkheden waarop dat bewijs meer ten volle 

benut kan worden in het beleidsproces. 

 

Als AIDS-onderzoek geen werkelijke rol heeft gespeeld in het beleid en de praktijk 

van  AIDS-bestrijding in Oeganda, is de vraag: hoe is dit proces dan verlopen? Drie 
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factoren kunnen aangemerkt worden voor de totstandkoming van dit beleid. De 

eerste, die een noodzakelijk voorwaarde vormde voor de volgende twee, was een 

voortdurende erkenning van de noodzaak tot handelen. De daaruit volgende 

beslissingen over de te volgen koers waren vervolgens beïnvloed door de heersende 

internationale en nationale ideologische wind; pragmatisme daarbinnen heeft de 

uiteindelijke beleidsbeslissing bepaald. President Museveni heeft de belangrijke 

beslissingen zonder uitzondering zelf genomen, en deze gebaseerd op hun 

haalbaarheid en werkbaarheid – ondanks gebrek aan bewijs – en op de vraag of ze 

geld en/of kapitaal zouden aantrekken.  

  




