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UNAIDS-Lancet Commission Working Group 2  
Discussion Paper 
 

Can the experience of the AIDS response serve as a 
transformative force in global health and development? 

 

 

 
INTRODUCTION 

 
The term “exceptional” has been applied to HIV since almost immediately after the virus was 
first identified in the early 1980s. Few other conditions in recent history have sowed so much 
confusion, fear, shame and misunderstanding; killed both literally and figuratively; or prompted 
such extraordinary social, medical and political reactions, good and bad. Few people do not 
have at least some awareness of or opinion about HIV or AIDS, based as commonly on 
hearsay or bias as on evidence and compassion. Even the word “exceptional” when applied to 
HIV and AIDS is a double-edged sword: it has been used to both justify and criticize heightened 

attention and greater resources directed to the disease.  
 
Regardless of who is using the word, “exceptional” in the AIDS context reflects the fact that HIV 
has direct impacts on so many sectors and aspects of life and has usually been addressed with a 
multisectoral “partnership” approach. Many believe that the response would likely not have 
moved so quickly if the approach had been to work patiently through broader, more generalist 
approaches such as health systems strengthening. Now there is a push to re-balance, and an 
emphasis on sustaining the HIV response as well as strengthening other global health efforts, by 
bringing AIDS “out of isolation”. 
 
The AIDS response has exhibited a commitment to realizing the right to health that has rarely 
been seen before in global health. According to the constitution of the World Health Organization 
(WHO)1, "The enjoyment of the highest attainable standard of health is one of the fundamental 
rights of every human being", yet this remains a goal still far from being fulfilled2. A rapid, strong 
and comprehensive response to a new health threat is rare, but since HIV and AIDS emerged at 
the start of the 1980s there has been a rapid scale-up of finance, research, and programming. 
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Underpinning the surge in global solidarity for action to combat HIV has been the centrality of 
people living with the virus—delivering services; advocating for better programmes, research and 
medicines; and pushing for a comprehensive, holistic approach. 
 
Given such a history, it is difficult to deny the importance of the collective, global HIV response 
within the broader health and development worlds. Like people, diseases are unique in obvious 
and not-so-obvious ways. They occur for different reasons, are treated differently, and are 
viewed differently from cultural, economic and health perspectives. Despite such diversity, 
many experiences from the HIV movement can be instructive for global health and other 
development priorities moving forward, including the following areas:  
 

 high-level political leadership, championing action and putting in place effective policies 
and frameworks for action;  

 centrality of communities—in particular of people living with HIV, and increasingly 
people from marginalized populations—which has driven activism and advocacy as well 
as programme delivery; 

 importance of working through partnerships that bring together all sectors, and 
encourage collaboration across disciplines;  

 gathering evidence and data to drive understanding of the course of the disease, track 
results, set direction and improve responses;  

 substantial investments in science and research, and rapid translation of scientific 
advances into practice, notably new diagnostics and drugs;  

 rapid scale-up of services that adapt to the emerging, changing and ongoing treatment, 
care and prevention needs throughout individuals’ lives; and 

 substantial investments of financial resources, scaled up to meet the demands and used 
to maximal efficiency. 

 
This paper provides a brief overview and summary of some of the notable examples of 
both “bright spots” and “failures”, as well as the ongoing barriers and challenges that 
have not been adequately overcome, and the promising practices that were initiated but 
not sustained. As the response has evolved, and continues to evolve, it is about how 
people and their institutions and communities engage with each other in all ways, and 
about how societies ascribe meanings to the virus and its consequences. These 
“exceptional” components of HIV and AIDS cannot be denied; instead, they must be 
understood better, learned from, and hopefully integrated in other responses to deliver 
well on HIV, other global health threats and beyond. This paper now explores in more 
depth seven key themes that contain important lessons for other areas of global health 
and development:  
 

1. political leadership, policies and frameworks;  
2. activism and community-driven engagement;  
3. partnerships and multisectoral collaboration;  
4. evidence and data-based practices;  
5. rapid application of scientific advances 
6. chronic care and prevention; and 
7. financial investments. 
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1. Theme 1: Political leadership, policies and frameworks 
 
High-level political leadership, championing action and putting in place effective 
policies and frameworks for action. 

 

1.1. Learning from what has worked 
 

Remarkable personalities and key moments drive political leadership, which in turn drives 
national action and a scaled-up response to pressing needs. The HIV response has been 
noteworthy for the range of outstanding political leaders who have used their positions when in 
power—or reputations after they left office—to champion effective action on HIV, including 
putting in place or demanding the resources, policies and programmes that deliver what is 
required. Yet the response also continues to be mired by political leadership that hampers 
effective responses by playing to discriminatory and negative attitudes that undermine effective 
programmes and policies.  
 
 

i. The importance of political leadership 
 

Political leadership matters because it sets a direction and creates the space for essential 
interventions and programmes to take place. Speaking out about HIV is important. It delivers 
messages to the population and can set or change tones about what matters. Although words 
undeniably matter, it is actions that ultimately make the greatest difference to people in need3. 
Most concretely, political leaders oversee budget processes that underpin the scale-up of domestic 
and external resources for HIV programmes. Politicians lead and support the development and 
overturn of legislation, policies and other frameworks that are fundamental to potent responses, 
and by doing so either make it easy or complicated for the “right” (most effective) things to happen. 
Legislation that criminalizes behaviours and sub-populations has been a major focus of attention 
given that political decisions that do not address HIV directly often still have a huge impact on the 
epidemic4. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Essential influences on politicians are multiple, and include smart advocacy and the effective use 
of data to drive arguments. Emotional appeals of personal, direct impact, or simply telling the 
stories of others in order to make a human bond, have been combined with the intellectual 
appeal of strategic arguments to alter the directions that many countries have taken. Referring to 

BOX 1 
 

Following the coup in 1992, the new Thai government created a National AIDS 
Committee (NAC), headed by the premier—the first time in the world that a NAC had 
leadership by a head of government. The new Thai government brought in important 
stakeholders from non-health sectors and became open to new evidence. This was 
invaluable for understanding HIV, and allowed for civil society, science and public 
health to engage in the leadership addressing the epidemic. As Mechai Viravaidya 
(who went on to become Minister for AIDS) put it, "Without political buy-in nothing will 
happen. The government needs to want to put the fire out in their own house. If there 
is a lack of political interest, there is a lack of financial commitment, which leads to 
more and more problems.1"  
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different issues when making the case has proved useful: economic growth, security threats, 
population impact, and national pride are among the many approaches in this regard. The role of 
activism – from within and outside the country - in driving early political leadership cannot be 
underestimated. Yet some have noted that as political commitment grows, activism has waned 
or altered in shape in many countries, and there is a risk that poor policies and responses are 
starting to emerge in the absence of sufficient oversight and accountability. Accountability and 
ongoing advocacy rooted in lived reality is essential for sustaining political leadership. 
 
Political leadership is not just about ‘policies’ and the people occupying formal political 
leadership positions. ‘Politicizing’ the HIV issue as a whole has been important. Political and 
social movements comprising large and diffuse groups of citizens have a huge impact, 
generating substantial change in political will. Many movements have used political methods of 
protests, including smart use of the media, to turn communication of ‘health’ issues into political 
ones as well.  
 
 

ii. Strong national responses 
 

Visionary leadership in diverse countries, including Brazil, Botswana, Senegal and Thailand, has 
been the subject of extensive studies documenting how early political action in countries 
prevented them from developing substantial HIV epidemics. In addition, some countries which 
suffered devastating impacts from the epidemic rapidly mobilized and had great success in 
managing the next steps, and scaling up responses. One of the challenges of any political 
analysis is that political life cycles are inherently short-term, and so not all countries that were 
initially identified as “success stories” have maintained that reputation, overall or in respect of 
some of their sub-populations. But equally, countries that started out with inadequate (or even 
regressive) HIV responses can change political direction and scale up hugely successful 
responses.  

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
Key features of success include very high-level political leadership for the HIV response that 
drives decision-making, partnership and resource allocation. Such leadership, which 
demonstrates political will, is active and sustained, ensuring that there is accountability for 

BOX 2 

 
Political changes at the top of government in South Africa led to substantial 
changes in the course of the HIV epidemic, which can now be counted in 
concrete reductions in HIV infections and deaths. New leadership in South 
Africa, across various sectors led by the President, HE Jacob Zuma, the 
Deputy President and Chair of SANAC (South African National AIDS 
Council), HE Kgalema Motlanthe, and the Minister of Health, Dr Aaron 
Motsoaledi, worked as a collective with civil society, led by Steve Letsike, and 
all the other sectors to mobilize the country through the HIV counselling and 
testing campaign. Since that time notable achievements include: 

 18 million people were offered HIV testing over 18 months (8 million were also 
tested for TB); 

 Today, 90% of all health facilities are used to test and treat people with HIV, 
while in 2009 just 10% were; and 

 Task-shifting has been emphasized. Nurses and midwives have been trained 
and empowered to handle most HIV-related services. 
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actions—and intervention where there is inaction—as well as laudable policies and strategies. 
Increasingly in many countries, especially those with expanding populations dominated by young 
people, youth are not only the object of public policy, but also powerful actors and beneficiaries 
of developments taking place in societies. 
 
 
 
 
 
 
 
 
 
 

 
iii. Global influences on national leadership 

 
Important connections exist between global solidarity and political leadership at national level. 
Global initiatives can drive and sustain local political action, through international agreements 
and accords and through perceptions of international interest and fear of being shamed for 
insufficient action. In 2001 the UN held its first Special Session on AIDS (UNGASS) following 
growing international momentum with key milestones often tracked through the International 
AIDS Conferences (IACs). At the 1996 conference in Vancouver, scientists revealed that highly 
active antiretroviral treatment (HAART) was possible; two years later in Geneva there were 
early efforts to try to “bridge the gap” between rich countries and the majority world with HIV 
which had no access to HAART.  
 

By 2000 global attention fixed firmly on the Durban conference and the denialist policies at the 
time of South Africa which had (and still has) the world’s highest HIV burden. Expressions of 
outrage by many high-profile individuals, including people living with HIV, led to a global call for 
science to focus on where the needs were greatest. The intervention of Nelson Mandela—who 
directly challenged his successor as president, Thabo Mbeki—was one of the key elements that 
redirected attention towards approaches and interventions that were known to work, and led to 
firmer leadership. The 2001 UNGASS and the UN Declaration, which sealed the commitment to 
create a Global Fund as a “war chest for AIDS”, and the UN Security Council debate on HIV 
were landmark events heralding a global shift in attention and a substantial increase in 
resources. All had a powerful influence on national action.  
 

 

 
 

 

 

 
 

 

 

 
 
 
 

BOX 3 

 
In Rwanda there is an annual meeting for local mayors with President Paul 
Kagame. The mayors must provide reports and updates on how they are 
delivering AIDS services. These are closely reviewed and individuals are 
quizzed by the president, and challenged for accurate data and focus. This 
has created national buy-in and accountability for a scaled up response. 

 

BOX 4 

 
In 2001 the new Guyanese health minister reached out to parliamentarians 
and others to consider how to get civil society and other sectors involved in the 
HIV response. This was prompted by the 2001 UNGASS. A lot of the 
population did not see the importance because they did not understand how 
AIDS affected them. The health minister “personalized” the issue by telling 
people that an effective HIV response is in the best interests of themselves 
and their families. 
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iv. Global and regional goals 
 

Highly publicized global goals further drove political leadership at national levels: WHO committed 
to achieving 3by5 (3 million people on treatment by 2005) and in 2005 the G8, and then the UN, 
committed to Universal Access to AIDS treatment, prevention and care by 2010. Neither of 
those commitments was ultimately achieved, but the goal-setting focused attention and played a 
catalytic function that arguably helped increase scale-up efforts.  The UN’s commitment in some 
ways formed the basis for the current push for universal health coverage. The Joint United 
Nations Programme on HIV/AIDS (UNAIDS) is now driving global mobilization around the vision 
of “Three Zeros”: zero new HIV infections, zero AIDS-related deaths and zero discrimination5. 
All of these global statements and events are significant in that they create space for more 
effective national action and drive accountability efforts. 
 
Of equal, and perhaps greater, significance have been commitments and goals-setting made 
regionally. In 2001 at a gathering of heads of state in Abuja, Nigeria6, the African Union (AU) 
committed its members to putting 15% of domestic budgets into health programmes. While the 
target has only been realised in a handful of countries, and even then not every year, it still sets an 
important benchmark and a rallying cry for finance ministries to play a greater role and be 
accountable for their decisions. Over the past two years there has been a resurgence of energy 
and commitment from Africa’s political leadership through the AU and other regional political 
bodies, including SADC (the Southern African Development Community), which shows real 
promise that the continent will take firmer leadership of its own direction. 

 
 

1.2. Learning from what has worked less well, and gaps in the HIV response 
 

Alongside the many good examples of political leadership helping improve (often radically) HIV 
responses, numerous examples also exist of “bad” political leadership that constrains responses. 
Poor leadership ranges from failure to speak much about HIV or remove harmful legislation 
(passive) to budget allocations that do not reflect health needs and permit or condone the 
harassment and arrest of sex workers and people who use drugs, etc. (active). It is still not clear 
the extent to which donors and external partners have responsibility to push for stronger, more 
enlightened leadership; some observers believe that pressing for change can aggravate the 
situation, by apparently undermining notions of “country ownership”. Traditionally, development 
partners have supported countries to enhance their “governance” capacities, yet this approach to 
development assistance has rarely engaged with the governance and political responsibilities that 
enhance “health”. 

 
 
i. Poor political leadership blocks effective programmes 

 
The lack of political leadership, or in many cases vehement political opposition, has been 
instrumental in ensuring that even the most basic prevention and treatment services—such as 
condoms, needle exchange, safe environments for sex work, comprehensive sex education for 
MSM (men who have sex with men), friendly treatment services free of stigma and 
discrimination—cannot be accessed by the vast majority of key populations7 around the world. 
These political leaders fail or simply refuse to acknowledge the underlying factors that drive HIV 
epidemics in their countries. Their leadership deficits are heightened by an inability or disinclination 
to focus on practical considerations, such as the financial and economic benefits to societies when 
epidemics are addressed by implementing interventions based on clear evidence. Putting aside 
judgmental attitudes or preconceptions is a mark of true leadership. 
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ii. Excessive targets 
 

Some raise concerns that the various UN-related commitments could serve as smokescreens for 
signatories. It can be relatively easy to sign up to such declarations overseas, receiving plaudits for 
so doing, but it is much harder to actually put in place the national responses required to achieve 
the goals. By constantly setting new targets, many of which overlap, the motivating and helpful 
aspect of goals and targets are diminished and perhaps nullified, especially when accountability is 
weak and there is no way to enforce them better. Often substantial resources and time are 
invested in such initiatives for little value.  
 

 
iii. Insufficient accountability 

 
Wasted energy also relates to the problem of accountability. Accountability is fundamental to real 
leadership, but in many countries it is challenging and can even be dangerous to call governments 
to account. Other stakeholders in the HIV response, including development partners and civil 
society groups, also need to be held to account. Many fail to meet stated objectives or set priorities 
that make the most sense for people they claim to serve. Yet far too often, these failures are 
minimized or ignored. In part this is because - like governments few have mechanisms in place to 
hold themselves accountable. Holding a critical mirror to one’s own face is rarely an easy or 
rewarding task, but the consequences of not doing so can be devastating when scarce resources 
are squandered.  
 
At a global level it is almost impossible to secure accountability given that the UN is a “members 
club” so it is not possible for the UN to challenge poor performance by its members in a way that 
would fit with normal models of accountability. Novel approaches to accountability, such as the 
iERG (independent Expert Reference Group) that oversees action on maternal and child health, 
have not been explored adequately in the HIV response. 
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2. Theme 2: Activism and community-driven engagement 
 

Centrality of communities, in particular of people living with HIV, and increasingly 
people from marginalized populations, driving activism and advocacy as well as 
programme delivery. 

 
 

2.1. Learning from what has worked 
 
No other global health movement has been so deeply grounded in the contribution of people 
directly affected by a health condition. People living with HIV have been central to designing 
and delivering the services delivered to others, undertaking research and setting policy—as well 
as advocacy demanding that the right treatments, services, prevention and care are in place. 
From the very earliest days (before HIV had been isolated and AIDS named) people living with 
the virus were outspoken and strident in making their needs known and demanding their rights.  

 
 

i. Origins of community engagement 
 

Many reasons underpin this unprecedented engagement of people personally affected by a 
health condition. Early on the epidemic constituted a massive assault on a sub-population that 
already had an emerging infrastructure, including strong means of communication within 
communities as well as internationally. The first most affected sub-population were American 
gay men who included people from a broad range of socio-economic groups, including men 
with access to decision making, to finances and to medical and scientific networks8. Some have 
hypothesized that it was because of this level of “access” by gay men that early activism took 
off in this way. However, the early engagement also stemmed from the fact that “everyone 
knew someone that was dying”. In part this was due to the sexual and political networks that 
provided an underlying connection, but it was also the sheer scale of rates of infection at the 
start of the pandemic, especially in urban settings where many of the more organized gay 
communities were found.  
 
The fact that these networks crossed continents meant that information – as well as the virus - 
spread rapidly among communities in the US, Europe and Australia. There was substantial 
learning from each other in the early days – the founders of the UK’s Terrence Higgins Trust 
(THT) had visited the San Francisco AIDS Foundation and New York’s Gay Men’s Health 
Crisis, and modelled many of their programmes on what they had seen. However, these 
connections and cross-learning rapidly moved beyond high-income countries. For example, 
connections between the UK and many of the first affected African countries were strong 
because many people had been educated or trained (for example in medicine) in the UK. The 
Ugandan founders of The AIDS Support Organisation (TASO) visited the UK in the late 1980s 
and quickly adapted some of the approaches they saw at THT to fit their very different 
contexts9. This included various models of “peer support” and “peer education”, where people 
living with HIV became the principle source of information and care for each other. 
 
 

ii. Centrality of people living with HIV 
 

The early energy from people living with HIV became formalised with the GIPA (Greater 
Involvement of People living with HIV/ AIDS) principle being adopted by the 42 nations 
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attending an international summit in Paris in 199410. The GIPA principle emphasizes that those 
most affected by the condition should have leadership roles in all aspects of responses. The 
“meaningful” engagement of people living with HIV, and indeed any community for whom 
programmes and policies are intended, should be a priority at all stages of the process including 
design, implementation, monitoring and evaluation.  
 
The adoption of this principle by so many nations reflects the fact that there were already strong 
links among networks of people living with HIV and their governments, and so lobbying for this 
approach was successful. The role of people living with HIV has continued to shift from giving 
“voice” to providing expertise and working in partnership with specialists to analyze problems, 
promote information, and develop proposals for changes – summed up in the catchphrase 
“Nothing about us, without us”. These shifts in role require support to ensure that people have 
adequate training and skills development to fulfil their new roles effectively11. 
 
An important principle for other health issues is to involve people living with that condition, since 
they have directly experienced the factors that contribute to vulnerability, the impacts of the 
illness and strategies to manage them, and the opportunities for and barriers to prevention, 
care, treatment and support. Involvement in designing and delivering the response improves its 
effectiveness and acceptability, while also contributing to the rights to self-determination and 
participation. The participation and contribution of people living with HIV in the HIV response, 
while as yet not complete or consistent, has been essential to effective responses12. 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
iii. Advocacy and activism  

 
HIV advocacy has always drawn strength from a wide base of activism. In the 1980s, for 
example, the gay movement spawned important activist groups such as ACT-UP (the AIDS 
Coalition to Unleash Power). In addition to people living with HIV and members of communities 
most affected, activist doctors, celebrities (e.g., Elton John and Elizabeth Taylor) and other 
high-profile supporters (such as Kenneth Kaunda and Kofi Annan) have spoken out about the 
personal impact HIV had on their lives and demanded quality services and a stronger 
response13. As the impact in Africa became deeper, local advocacy groups were formed, such 

BOX 5 
 

The HIV response has changed thinking about health systems by bringing 
health services out of the clinic and into the community. TASO in Uganda 
demonstrates the central importance that communities can and must play in 
health systems, from education and awareness to direct service provision to 
monitoring and holding governments accountable. TASO is now the major 
recipient of external finances and provides programmes to over 100,000 
people in Uganda through its 11 service centres. Task-shifting and sharing 
has become a vital part of HIV treatment programmes, involving communities 
in treatment literacy, adherence and even distribution programmes. The 
employment of peer educators and mentors is a feature of many organisations 
who locate people living with HIV in a central role. Mothers2Mothers, an 
African organisation started in South Africa, trains and employs mothers living 
with HIV as Mentor Mothers who advise and support pregnant women, and 
accompany them through the “PMTCT cascade” with the goal of supporting 
women to give birth to healthy children and to manage their own health well. 
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as South Africa’s Treatment Action Campaign (TAC) as well as Uganda’s TASO; both, as well 
as numerous other smaller, local groups that have attracted less global attention, undertake 
advocacy drawing on what they learn from the services they deliver. As the epidemic 
globalised, institutions became players and with the establishment of UNAIDS there was a 
powerful global centre to activism. UNAIDS has played a key role fostering activism within the 
system and beyond, and mobilising action and political leadership at country and global levels14. 
 
A remarkable feature of the HIV response has been the contribution of tough smart players who 
developed a unique style of activism that balanced loud, confrontational activists working from 
the outside with activists “in suits” working within the system to get results. In this way people 
living with HIV took control of scientific findings and became central to shaping the “products”, 
such as treatment guidelines and “patient” information, which had historically been the preserve 
of the medical profession. One of the key reasons why there has been such a heavy investment 
in research and science is the role of activists in demanding action because they—and their 
loved ones—face an imminent, untimely death in the absence of adequate treatments. As the 
epidemic expanded globally, these same activists embraced the principle of global solidarity—
collaboration across countries and disciplines—and joined with counterparts around the world to 
seek change to improve health and save lives. The most visible outcome of this activism is the 
dramatic reduction in the prices of some ARVs (antiretroviral DRUGs) —an unprecedented 
development that is one of the main reasons millions have been able to initiate treatment. 
 
 
 

 
 
 
 
 
 
 
 
 
 
 

 
 
 

iv. Translating HIV activism  
 

HIV activism has given voice to people—and over time especially those from the grassroots, the 
poor, the marginalised—forcing the powerful to listen. It has faced stigma and discrimination 
head on, slowly re-shaping attitudes towards the virus and the communities most affected. This 
side of HIV activism may be less transferable to other conditions since a “hallmark” has been 
the stigma associated with HIV, because of the links to sex, sexuality, sexual orientation, drug 
use, sex work and “otherness”. 
 
The “otherness” of HIV and the stigma surrounding AIDS has allowed a global movement to 
emerge that both responds to a health issue and addresses deeply rooted socio-cultural, 
political and human rights issues. Human rights demands have followed in the wake of health 
arguments, and a clear trajectory can be drawn from HIV activism to changes in social 
attitudes on gender and sexuality, political directions and development investments. The 

BOX 6 
 
Médecins Sans Frontières (MSF), the Nobel Prize—winning medical 
organization that delivers health care in crisis environments, has played an 
important, and innovative, advocacy role alongside grassroots groups such as 
TAC and National Association of People living with HIV and AIDS (NAPWA) in 
South Africa. MSF has put in place pilot projects that proved that high quality 
treatment scale-up is viable, and used this learning to inform activism globally. 
In tandem, at local level, groups like NAPWA and TAC—whose members are 
mostly people living with HIV—showed the fierce demand for services through 
public demonstrations and activism, as well as careful lobbying of decision 
makers. 
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growing acceptance of homosexuality in some countries—for example, moves to legalise gay 
marriage—can be traced back to the origins of the HIV which has catalyzed an evolving 
inclusiveness of communities and individuals as well as an increasing tolerance of diversity.  
  
‘Communities’ defined by their sexuality tend to have unique features, whereas communities 
impacted by other health conditions tend to be defined by poverty and social exclusion with 
less likelihood of infrastructures that bind them, or connections that pre-date the health issue.  
It can be extremely difficult to mobilise communities of people with other conditions. For 
example, in most parts of Africa, malaria is so widespread that it becomes impossible to 
identify a “community of people affected by malaria” without referring to the whole population. 
Similar challenges exist where the impact of the health condition (e.g., child or maternal 
mortality) means that there is no way in which those affected will connect with each other. 
Although other conditions can learn from the strength and effectiveness of HIV activism, few 
will have the core features of the communities that played a key role in the early days of HIV 
activism.   
 
Some have noted a similar trajectory with breast cancer activism over the past 30 years, 
moving from a stigmatised condition – where even the site of the cancer could not be spoken 
about - to something which is discussed in public, and which has even adopted the pink ribbon 
as a visible symbol. There does seem to be some link between any health condition linked to 
sex (cervical cancer being another example) and this type of effective activism, but another 
key component has clearly been the sheer scale of the early impact of HIV and the fact that so 
many people witnessed loved ones sick or dying, as well as being personally affected. 
 
 

2.2. Learning from what has worked less well, and gaps in the HIV response 

 
 

i. Maintaining HIV activism and human rights  
 

Important successes stem directly from HIV advocacy and activism raising the profile of the 
issue. However, social, legal, economic and political barriers continue to block access to 
health for many of those most vulnerable, suggesting that new efforts and approaches are 
needed to influence and push governments to deliver for their populations. A current challenge 
is to engage most effectively with marginalized populations who are increasingly affected by 
HIV, where the linkages to human rights are profound (given that many are criminalized for 
their behaviour) but where the history, approach and capacity for advocacy and activism is 
different and plays across a smaller range than early AIDS activism. Fewer people in power 
would have personal contact with sex workers and drug users (or be willing to be open about 
that fact) and so the capacity to deliver advocacy from the “inside” as well as the outside is 
quite different, while the needs are equally if not more great. 
 
An additional concern is competition that has emerged among and across communities. This is 
usually counterproductive. There is a need now to build on synergies, rather than suggesting 
there is a “zero-sum game” between different issues and groups15.  
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ii. Resourcing advocacy and activism 
 

Limited resources from either external or domestic partners have been invested in community 
systems strengthening, and many groups find it very hard to mobilize the resources they need 
for advocacy work. Especially at the grassroots level, advocacy groups have limited capacity 
and need far more support than they currently receive for core costs, education, training and 
infrastructure. One of the consequences of under-resourcing is that some activism has not 
always been tactical, or adjusted well to changing contexts. For example, some activists 
continue to attack after governments “step up to the plate” and deliver what had been 
demanded. Accountability is fundamental to activism, yet it is only possible to build effective 
accountability structures and systems if advocacy organizations are funded to do so. 
 
 

3. Theme 3: Partnerships and multisectoral collaboration 
 
Importance of working through partnerships that bring together all sectors, and 
encourage collaboration across disciplines. 

 
 

3.1. Learning from what has worked 
 
Partnership has been a core feature of effective responses to HIV. It is a founding principle of 
many national and global responses, and those countries that have had most success in their 
control of HIV have worked across sectors and disciplines since the start, involving a vast array of 
government Ministries, as well as the private sector, cultural, religious and traditional leaders. The 
partnership among health providers, social care providers and the “patient” is highly unusual 
within health care provision. HIV has promoted a model of equity, where the person with HIV is a 
key partner in their health care provision rather than having it “done to them”. The fundamental 
basis of the emphasis on partnerships, and bringing together all sectors, in the HIV response is 
the recognition that HIV is more than a health condition, and that it touches on so many aspects 
of the life of an individual, a community and a nation. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Other important partnerships include bilateral partnerships, with external and domestic 
governments finding new ways to tackle HIV together; collaborations across movements; global 
solidarity and the linkages made among organisations in various regional groupings. Collectively, 

BOX 7 
 

“Life is about integration. People go to 7/11 because people need more than one 
thing. People don’t want just an ice cream. Life is about integration. Some people 
think, this is only about health, or this is only about education, or only about 
agriculture, but really we need to integrate in every part of society. Don’t have the 
doctor do everything. We need business people. Religious people. People who can 
talk to people. Marketing people. For example I got monks to bless condoms. I went 
to the heads of the taxi companies and got them to distribute condoms. Then I went to 
the owners of hotels and got them to distribute condoms too. They were important 
and they needed to feel that way. I told them, ‘Your customers are going to die, do 
you want to help?’ This is not a singular health problem, it’s a society problem.” 
Khun Mechai Viravaidya, Former Minister for AIDS, Thailand

1
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they exemplify the qualities of the HIV partnership model at global and regional level, mirroring 
effective national responses. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

iii. National AIDS Councils 
 

Within governments there have been essential partnerships across government ministries and 
between government and the private sector. Such partnerships usual have most visibility in 
NACs, and in some countries Regional and District AIDS Councils, which aim to formalise 
multisectoral collaborations. There is limited evaluation of the effectiveness of NACs as a 
structure—and anecdotally some are stronger than others—but what does seem to be 
fundamental to successful NACs is securing partnerships. The principle of “health in all policies”16 
has integrated responses to HIV across all government departments. Fundamental to the 
multisectoral approach has been recognition of the social determinants of HIV, including how 
poverty drives health inequities and the uneven progress of the disease, and of the many different 
sides of life that are affected by HIV (not just medical concerns). Some countries are now 
contemplating moving to establish “national health councils” that would deal with all health issues 
within this framework of social determinants of health. It is unclear whether this would build on 
AIDS successes and result in greater integration or dilute real action by losing a firm focus. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

BOX 8 
 
The old adage “strength in numbers” is the underlying idea behind many 
regional partnerships within different sectors. One such network is the 
Coalition of Asia Pacific Regional Networks on HIV/AIDS. Commonly known 
as 7 Sisters, it was formed in 2001 when seven regional networks joined 

forces to form a collective body that would give voice to the HIV-related 
needs of the most vulnerable and marginalized communities in their region.  
7 Sisters offers a structure and consolidated outlet for its constituent groups 

to make their needs known at regional and global levels, including to 
financing instruments such as the Global Fund to Fight AIDS, Tuberculosis 
and Malaria (Global Fund) is a leading example o. In return, global partners 
can use the coalition to more easily communicate ideas and strategies 
across a wide range of groups representing people living with HIV, sex 
workers, people who use drugs, transgender people and men who have sex 
with men. 

 

BOX 9 
 

South Africa has a cross-sectoral approach engaging all key government ministries, 
union leaders, faith leaders, people living with HIV, the private sector and civil 
society. The South African National AIDS Council (SANAC) has a broad range of 
members, each representing different sectors of society as well as government 
departments. Moving beyond health has been important and transformative by 
bringing health and HIV into all government policies. The Department of Social 
Development, for example, pays a vital role in meeting the day-to-day needs of 
children and families, needs that are also met by numerous civil society groups as 
well as the education service and local health departments.    
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The partnership approach has led to a radical sharing of power and responsibility that also has 
positive impacts on how countries and communities mobilize, share and make the best use of 
resources. The largest external programmes for HIV financing—initially the World Bank’s MAP 
programme, and subsequently the Global Fund—required countries to have multisectoral 
partnerships in order to access substantial resources. The requirements of these two financing 
bodies led to the establishment of NACs and country coordinating mechanisms (CCMs), which 
bring a broad range of partners around the table to decide on national priorities, funding requests 
and to oversee programme delivery. While not always implemented as well as intended, there 
have been notable innovations, including delivering serious financing (although much more is still 
needed) to civil society.  
 
 

iv. Private-sector partnerships 
 

The private sector has been a keen ally in many national responses to AIDS, with many countries 
establishing effective business councils on AIDS as well as bringing private sector partners into 
NACs and CCMs. Multi-national businesses received support and encouragement for their early 
efforts through the Global Business Council on AIDS (GBC), which has expanded its mandate to 
cover other health issues in recent years and is now known as GBC Health17. Through the GBC 
and other entry points, private-sector stakeholders have contributed to effective responses by 
drawing on their key competencies, not simply (or even) through the direct provision of financial 
resources. Among the many examples of strong partnerships involving the private sector and 
government, civil society and financing partners are MTV’s Staying Alive campaign, which 
provides the equivalent of several million US$ in free air time for safer sex campaigns; the use of 
existing supply chain systems to get messages, condoms and other commodities to rural 
communities through partnerships between NACs and companies such as Coca Cola and SAB 
Miller; and accelerated access programmes by pharmaceutical companies to facilitate access to 
new treatments (especially in the earlier days of the epidemic) and partnerships with the banking 
industry, notably Standard Chartered Bank18 and Ecobank19 drawing on their capacity to support 
more effective financial management by non-governmental organisations (NGOs) and other 
programme implementers, as well as using their core business to promote awareness and 
education. 
 
 

v. Global partnerships 
 

Coordination across a broad range of UN agencies is a prime example of effective and influential 
collaboration and partnership. UNAIDS is itself a partnership, now bringing together 11 UN 
agencies as co-sponsors of a joint programme of work20. Its establishment recognised that a 
response by the health sector alone could not meet the complex demands of the epidemic. By 
mobilising all relevant aspects of the UN system UNAIDS has not only been effective as an 
advocate—at global and national levels—but also provides technical support to countries, 
encouraging quality responses from a range of government ministries and sectors, as well as 
modelling the importance of collaboration and partnership. The Global Fund is also structured as 
a partnership21 among developed countries, developing countries, the private sector, civil society 
and affected communities. These models have not always been implemented as well as 
envisaged by both global entities, but they continue to send a very strong message of the 
importance of partnership and collaboration across sectors, and both UNAIDS and the Global 
Fund incentivize countries to put partnership into practice at national level. Other less formal 
aspects of the response foster multisectoral collaboration. Regional and International AIDS 
Conferences encourage partnerships and relationships across boundaries, as well as providing 
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opportunities for learning and exchanging experiences. Moreover, many of the global networks 
of people living with HIV and key populations also mobilize innovative forms of partnership and 
collaboration. 
 
 

vi. Coordination: Three Ones and the GTT 
 

One of the consequences of the rapid prominence of HIV and “exceptionalism” has been 
fragmentation and duplication.  As the response has scaled up over the past decade, several 
countries facing major epidemics and receiving substantial external assistance have 
complained of the additional burden placed on their systems by too many partners, too much 
duplication, and insufficient coordination of partners, which led to a lack of focus on their priority 
needs and a poor division of labour and responsibilities among partners. Governments and 
other recipients of donor support often spend far too much time and resources attempting to 
meet different reporting requirements, and the agendas set by donors sometimes seem to sway 
what countries could do with resources instead of the other way around22. 
 
Building on broader aid effectiveness principles, the HIV movement has sought to address 
such concerns by stressing the importance of coordination. One step was developing the 
concept of the “Three Ones” before the Paris Declaration on Aid Effectiveness in 200523. This 
agreement was instrumental in encouraging greater harmonisation and collaboration at country 
level by stressing the importance of aligning national HIV efforts behind one strategy, one 
coordinating body and one M&E (monitoring and evaluation) system. This approach led most 
countries to develop national strategic plans (a model already used by some other health 
conditions) and has provided clarity of national leadership, attracted and driven political 
attention, and secured greater credibility through stronger monitoring systems. Where most 
effective, the “Three Ones” has given countries another resource to stress country 
ownership24, and enhanced their ability to push back against the proliferation of demands by 
development partners that was a source of frustration for many governments.  

 
UNAIDS and development partners pushed forward the “Three Ones” principles with the intention 
of supporting country governments to take greater control of their responses. The year after 
these were agreed, development partners made related demands of the UN system, through the 
establishment of the GTT—the Global Task Team on Improving AIDS Coordination Among 
Multilateral Institutions and International Donors. As the title suggests, this was a process 
designed to enhance harmonisation and alignment of development partners with the same goal 
of supporting country partners. While GTT processes were complex, they resulted in important 
agreements, including a division of labour among UN agencies that has made engagement at 
country level far clearer and is seen as a good model for joint working within the UN. 

 

3.2. Learning from what has worked less well, and gaps in the HIV response 
 
The scale of interest in HIV, and the volume of partners involved, has meant that the goal 
of harmonization to increase efficiency and simplicity often has not been achieved. In 
many countries there has been a bureaucratization of the very structures created to 
prevent bureaucracy. Opportunities for change, a continuous analysis of effectiveness, 
and rotation of leadership of key structures, are among the many important elements still 
absent in many places25. Few countries have committed substantial effort to translate 
knowledge, including through South-South cooperation, as much as is needed26.  
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Partnerships and coordination still have a way to go to achieve their goals. In most 
countries the key constraints to effective action have been clearly identified (such as 
erratic unreliable resource flows, inadequate health systems, insufficient human capacity, 
human rights violations, criminal laws, coercive approaches, etc.) yet there has not been 
as much attention to securing effective measures needed to resolve them. This may be 
due in part to a lack of follow through, but is also likely linked to the very nature of 
partnerships. While all players are usually represented “at the table”, governments still 
have the power to block or resist efforts to take essential steps. Within government there 
can be imbalances, with the health ministry tending to have the most power and key 
ministries (notably finance) rarely well engaged in collaborative decision making 
processes. In some cases there are reports of challenges balancing the perspectives of 
development partners, technical agencies, and country representatives – both 
government and civil society – who may feel over-whelmed by external “support”. Civil 
society faces multiple challenges by sitting “at the table”, which requires a delicate balance 
between sharing responsibility for decisions and resource allocation, delivering services 
and holding others accountable for (in)action – at times such varied roles can even touch 
on “conflict of interest”. Other reports describe community representatives feeling that 
they are frequently used to rubberstamp pre-determined agendas, railroaded through 
processes that they have no say over, or have some other “tokenistic” role27.  
 

 

4. Theme 4: Evidence and data-based practices 

 
Gathering evidence and data to drive understanding of the course of the disease, 
track results, set direction and improve responses. 

 
 

4.1. Learning from what has worked 
 

Evidence and data, from a range of disciplines, have been prioritized and used in many ways to 
influence, lead and redirect the HIV response. Findings have been reflected and translated into 
new interventions and operations, and changed the trajectory of the epidemic. The negative 
impact of collecting too much data in uncoordinated ways, creating undue burdens on those 
engaged in direct services, and providing insufficient feedback opportunities for data to enhance 
the quality of their work has been a key learning28.  

 
 
 
 
 
 
 
 
 
 
 
 
 

 
 

BOX 10 
 

A “one monitoring” system was created in India, in 2007, by the principal donors and 
the National AIDS Control Organisation (NACO). The system, which had a single 
dashboard and MIS (management information system), oversaw progress for all HIV 
interventions across the country. Before the one monitoring system, little data existed 
as to what each NGO and service provider was doing. No attention was paid to 
impacts or outcomes. After the system launched, 130 indicators were tracked 
regularly; before long, the system could show (for example) data on how many people 
were using condoms with their regular partner, how many sex workers were using a 
condom, etc.1   
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i. Epidemiological data 
 

Epidemiological data have been central to understanding which populations and 
individuals are most affected and at risk at different points in the epidemic, as well as 
why and how they are affected. In most countries regular, reliable data are now collected 
on the proportion of the population reached with of antiretroviral therapy (ART) 
programmes, as well as rates of death and infection. Such information has been used in 
several ways: to design and expand treatment and prevention interventions, and then—
triangulating with data on results of previous interventions— to set goals. It is this use of 
real time data to drive ambition and programming that is a core feature of the HIV 
response.  
 
Even commentators who are often critical of aspects of the global HIV response tend to 
respect the data-focused efforts. The following quote is an example: “It is striking that 
there is probably more data for the planning, spending, and outcomes of PEPFAR29 
programmes than for any other aid programme in the world. PEPFAR undertakes a 
careful and detailed planning process every year for every country that receives aid—a 
process of creating Country Operational Plans that includes consultation with 
governments and detailed interagency priority setting.”30 
 
The investment on data gathering comes from many quarters. UNAIDS and its co-
sponsors have developed an array of tools and invested in training to enable a focus on 
“hot spots” through a range of approaches including Know Your Epidemic, SPECTRUM, 
GOALS, Modes of Transmission (MOT), AIDS Incidence Surveys and District Health 
Surveys (DHS)31. Using such approaches has allowed swift access to information about 
results, with important implications for cost savings (by avoiding costly population-based 
surveys) and to drive policy responses. Surveillance is a good investment that is 
increasingly adopted by TB and malaria programmes.  
 
 

ii. Socio-economic impact 
 

Evidence and data have been used to define the epidemic’s impact not only in terms of rates of 
death and illness. Studies and analysis have shown how HIV affects societies more broadly, 
including in terms of overall demographics (including population growth), national economic 
impact and security threats.  
 
From an advocacy perspective, the generation of data from broader social sciences, including 
economics, has been particularly influential. Evidence of the economic impact of HIV on 
countries has often been an important factor in eventual decisions by policy makers to act more 
aggressively. Cost-benefit analyses of various interventions, including the important differences 
in the costs of treatment versus the costs of prevention, were hugely influential, especially in the 
early days of the epidemic. Data showing the current and projected impact of HIV on key 
nations, and the impact on segments of the population that are essential the for economy and 
security, were used to great effect in the late 1990s and played a large part in mobilizing the 
global political focus on HIV through the UNGASS in 2001 and the UN Security Council debate 
on AIDS in 2000—the first time the Security Council ever addressed a health issue32. 
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iii. Central role of UNAIDS using data for advocacy 
 

The secretariat of UNAIDS and several of its co-sponsors (notably WHO, UNICEF and the 
World Bank) have been central in gathering and publicising accurate data about HIV and AIDS 
and the diverse impacts of the epidemics. Fundamental to their use of evidence and data has 
been the importance of building credibility and ensuring that misconceptions are corrected by 
extracting relevant insights from programmatic and epidemiologic evidence to drive the strategic 
mobilization and allocation of resources, and to encourage increased focus on particular areas 
of the response. Data showing inadequate attention and results with PMTCT programmes, for 
example, led UNAIDS to advocate for stronger action, which led to the development (with 
PEPFAR) of the Global Plan towards the elimination of new HIV infections among children by 
2015 and keeping their mothers alive33. The Global Plan – which emphasises the importance of 
data gathering – is a strong advocacy tool to drive action in the 21 Priority countries identified 
as having the greatest need for scaled up attention. 
 
 
 
 
 
 
 
 
 
 

BOX 11 
 
Anglo American is a large multinational mining company with substantial presence in 
South Africa. HIV has had a major impact on the Southern African mining industry over 
more than two decades. In the 1990s Anglo American established its first AIDS policy 
offering education and counseling, guaranteeing confidentiality and ensuring non-
discrimination, particularly that there would be no pre-employment HIV testing.  In 
2002 free ART was made available to all employees and voluntary counselling and 
testing (VCT) was stepped up.  The policy was extended to include all dependents of 
employees in 2008.  This is now recognised as the world’s largest single employer HIV 
workplace prevention and treatment programme. The programme was initially 
premised on human rights and moral grounds, but subsequent data collected over 10 
years has shown that the programme makes economic sense as well.  A cost-benefit 
analysis carried out by the Aurum Institute and LSHTM1 reviewed data from 2003-
2010, and considered projections to 2022 looking at all HIV-related costs not just 
ART1. The company makes significant cost savings by providing access to ART in 
programme conditions – an estimated 11% lower costs over the projected time frame. 
The “per person” cost was calculated and shows that each HIV-positive employee 
costs the company 17% less if the individual is on ART (starting at a CD4 count below 
350). Scaling up ART provision to the workforce can reduce the total cost of HIV-
positive employees, while increasing their survival.  Savings are mostly due to a 
reduction in employee benefit and absenteeism costs. The researchers concluded that 
workplace programmes are economically viable and reduce costs to a business 
operating in a high HIV prevalence context. 
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iv. Data generation with civil society 
 

The collection, processing, dissemination and “demystifying” of HIV data and information was 
only possible because  civil society  groups and communities at the grassroots level have 
learned to gather, interpret and use data, thereby increasing their ability to hold people and 
institutions to account, and to improve the way services are brought to local level. For example, 
in the Asia-Pacific region transgendered people are working with academics and UN partners to 
design and conduct studies into HIV prevalence and broader health needs in their communities, 
arguing that they will have improved access and reach to identify individuals from highly 
marginalized communities, and will be more likely to identify a comprehensive range of issues 
and needs than “professionals” working alone.  
 
Communities are increasingly encouraged and supported to play leadership roles in data 
collection and devising strategies to direct resources and programmes. Such “diffusion” of data-
related responsibilities and confidence represents a unique, ground-breaking step away from 
tightly controlled undertakings limited to a small sector of society (e.g., academia or 
government) with limited ability or inclination to understand or evaluate the whole picture. The 
involvement of communities is notable because they have often identified innovative approaches 
that drive problem-solving processes.  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

BOX 12 
 
Two decades into the response UNAIDS took the bold decision to issue a 
correction to the global epidemic statistics. It was feared by some observers 
that this move, which concluded that previous reports had overestimated rates 
of HIV in some cities and countries, might undermine public confidence in 
UNAIDS and could feed “conspiracy theories” that advocates were 
exaggerating the impact of HIV. Instead, the transparent decision enhanced 
credibility and confidence by demonstrating openness to “mistakes” that in turn 
emphasized the reliability of the revised projections. 

 

BOX 13 
 
HIV brought far more partners into the process of epidemiological surveillance, 
gathering and using data. Prior to 2001, epidemiology in Guyana was undertaken by 
highly trained professionals. Local people (e.g., nurses) were just recording and 
sending the numbers somewhere else. That data never got back to the community. 
Building information systems was a critical early step. Now nurses and other staff at 
all levels not only send records to the regional/central level, they also undertake their 
own analysis as well. This lets them put into context their own communities’ status 
and creates an excellent feedback structure. For example, the pastor in a village has 
access to information so he can talk to his people, and local politicians can see how 
relevant information affects his people. Former Minister of Health Leslie Ramsammy, 
noted “When you speak to a villager, he knows how diabetes is ravaging his 
community. It was HIV that brought models and practices that are now benefiting us 
across the board.”  
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v. Results 
 

Performance-based funding, which relies on data and evidence, has been an important 
feature of success in the HIV response. Evidence drives programming, as exemplified by 
the phrase “What you measure is where you place your treasure.”.  The Global Fund is a 
leading example of a financing approach that emphasises the importance of data-driven 
reports, and results-based monitoring of performance with its grants. Ongoing resources for 
Global Fund programmes depend upon countries being able to demonstrate that the 
money they have already received has achieved the results specified in advance34. Data 
have also been used to drive accountability by keeping track of whether promised 
interventions have been delivered, and if so whether they have been successful. In order to 
deliver this there has been a substantial investment in M&E.  
 
 

4.2. Learning from what has worked less well, and gaps in the HIV response 
 

The focus on data and evidence is a mixed picture. Some would argue, for example, that 
there is still insufficient investment in M&E staff and training. As one respondent to the 
Commission consultations noted, “In Uganda, we don’t have or can’t get robust data to 
help us plan well.”35. In many countries there are still limited skills in data and 
measurement, and insufficient capacity to measure incidence, etc. And where skills exist 
they may exist only among a small range of (often expatriate) individuals and agencies, 
without the reach to broader constituencies that defines excellence in other contexts. 

 
 

i. Data used rarely for programme improvement 
 

There are many examples of investments in M&E tending to serve donor accountability, 
generating masses of data through time-intensive processes, and which are used for 
“upward accountability” and to meet funding obligations. Often, this creates a form of 
“compliance” mentality, with insufficient attention to follow-through and learning from the 
data and evidence that are generated to inform programmes. Once information has been 
gathered it is important to translate into real impact, for example accelerating 
programmes to distribute condoms, provide harm reduction services, ART, etc. Evidence 
and data alone cannot improve people’s lives or directly affect epidemics; they need to 
be translated into action in terms of quality improvement as well as to advocate for 
action. In the HIV response, the gap or lag associated with making evidence and data 
useful can be due to lack of resources, but it is most often linked to the perception that 
data are principally a reporting tool so that implementers are not empowered to use 
data. 

 
ii. Too many indicators 

 
The volume of indicators is another key constraint. Massive numbers of “core indicators” 
have been defined through various inter-agency processes. With the pressure to track 
the diversity and complexity of the epidemic, there are now 150 core indicators defined 
for countries to gather36. In such a context, it is no surprise that there is low-quality data, 
and the truly core information is often missing, or some countries decline to report at all. 
In addition, data are often collected at the wrong level so that the majority of indicators 
generate information about “outputs” but there is very little information describing 
“outcomes”. 



21 
 

iii. Insufficient data disaggregation  
 

The value of data often becomes most apparent where reliable data do not exist or are 
ignored. Targeted evidence-based decisions and interventions require a solid evidence 
base in order to understand the needs and service gaps, to deliver appropriate and 
quality services, and to have any hope of achieving equitable access to health. Too often 
data are presented in a generalised fashion, leading to what has been described as “the 
tyranny of averages”. Sub-national and equity dimensions of epidemics are lost in 
generalised information. The lack of age- and sex-disaggregated data is a key constraint 
in scaling up services for young people and for women and girls37.  
 
Notably, data on key populations are still difficult to gather. It can be hard to conduct 
research about key populations due to legal, political and social obstacles. Regardless of 
the reasons and obstacles, few countries are working with reliable estimates as to the 
proportion of their overall populations who are from these sub-populations and are 
receiving appropriate services. Insufficient information about how the epidemic is 
affecting those who are most vulnerable hinders effective policy-making and advocacy, 
even in contexts where there is some capacity to work effectively with key populations.  

 
 

iv. Broader range of data and evidence  
 

Despite the tendency to proliferation of indicators, there has been a reduction in the 
approaches and types of data used to advocate for increased funding and services. 
There is limited – if any integration – between HIV data gathering and other health 
issues. In addition, many policy makers – in both domestic and external governments -- 
need to have data that shows the important long-term costs savings to be gained by 
investing more thoroughly in effective programmes and getting the epidemic under 
control. They are often given data showing increasing numbers of people on treatment, 
but rarely have access to reliable incidence data, tracking the reduction of infection rates 
– which may be more compelling evidence for those in charge of finances – as well as 
stronger, quality socio-economic data. This means deriving smarter economic data, not 
just tracking GNI/GDP and growth related to HIV, but also looking at factors which have 
a more direct impact on economies, such as household incomes, buying power and 
other more subtle measures. These will not only be more meaningful for policy makers, 
but also maintain the focus and importance of multisectoral responses to HIV, discussed 
in Theme 3. 

 
 

v. Politicisation of data 
 

In some countries there is a tendency to “politicise” of data. Where there is a lack of political will 
to tackle HIV, or to engage with key populations – including in countries where there are legal, 
social and economic barriers to action – data gathering and reporting can become politicised. 
There are countries where external researchers have clearly demonstrated the importance and 
impact of key interventions – for example providing compelling evidence of the benefits of 
comprehensive harm reduction on the lives of people who use drugs – but the government 
ignores or suppresses such evidence, and presents inaccurate national data, apparently 
because there is no desire to engage with these populations. 
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5. Theme 5: Rapid application of scientific advances 
 

Substantial investments in science and research, and rapid translation of scientific 
advances into practice, notably new diagnostics and drugs. 

 
 

5.1. Learning from what has worked 

 
Good policies rely on good data. Good data, meanwhile, rely on knowledge and understanding 
across all aspects of the epidemic, including evidence generated through scientific research 
and discovery. In just 30 years, more has been learned about HIV than nearly any other virus in 
history. That is not just because of money. Governments, multilateral entities, foundations and 
private-sector firms have invested billions of dollars in HIV-related research, yet arguably the 
more important achievement has been the collective decision to accelerate scientific learning so 
that new therapies, commodities and innovations are continuously developed and evaluated. 
Some of these innovations continue to be more hopeful theoretically than in practice (e.g., 
microbicides), while others have moved swiftly through approval and guideline processes and 
are already having major impacts on the lives of individuals and nations.  
 

 
i. Substantial investments from the outset 

 
Within months of the first reports of AIDS, substantial research dollars began to flow. In the 
early confusing days, nothing seemed to move fast enough, yet now with hindsight it is striking 
how rapidly these large investments were made into understanding this new condition. By 1983, 
just two years after AIDS was described, over US$20 million was being spent on AIDS research 
by the US National Institutes of Health (NIH)38.  
 
The novelty and sudden emergence of the disease, as well as the unknown, but apparently 
huge, impact it would have on populations, were important drivers of these constantly growing 
investments. The huge demand for action, especially from people and communities directly 
affected by the disease, combined with innate scientific curiosity, and the financial potential of a 
rapidly expanding epidemic, motivated government and private sectors to invest heavily in HIV 
and AIDS research from the earliest days. Pharmaceutical companies became involved early 
on, with many exploring the use of existing products as well as making substantial investment to 
innovate new approaches. This was usually in partnership with government-funded research, 
which supported the review of compounds already in use for other diseases, or where one of 
the pharmaceutical companies identified pipeline opportunities.  
 

ii. Rapid approvals 
 

What was striking was not just that so much money and effort went into research from the 
beginning, but that the results of these endeavours were translated into real life impacts so 
swiftly. One of the early rally cries of the AIDS activist movement was “drugs into bodies,” and 
from the earliest days there was loud pressure on all parts of the system to make sure that 
scientific advances reached those in greatest need.   
 
The first ARV found to be effective against HIV was AZT, a drug originally developed for cancer 
treatment. The first trial comparing AZT to a placebo was stopped early and the drug was 
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approved for use in people with HIV by the US FDA (Food and Drug Administration) in early 
198739. At the time this seemed like an unconscionable delay, but in fact the time from AZT first 
showing activity against HIV40 in the laboratory and FDA approval was just 25 months—the 
shortest period of drug development in recent history. Many other ARV compounds were 
developed, targeting different parts of the HIV life cycle, and as these entered trials, 
simultaneously there was emphasis on the approval systems so that drugs got into bodies as 
soon as they showed benefit. These were urgent, emergency times, and the traditional 
structures adapted to deal with the crisis. Many of those drugs, and the patients who have 
benefitted from them, can thank the FDA’s accelerated approval system—the FDA Fast Track 
Drug Development Program41—which was created directly in response to pressure from those 
needing and demanding effective anti-HIV therapies.  
 
In the early days of the epidemic most HIV drug development and approval happened in the 
US, but clearly the same drugs were required in other countries that had their own approval 
systems. There were frequently different timelines, and often long delays, in the approval 
processes for medicines (and diagnostics) across countries, and this became a focus of real 
concern as access to effective medicines was now delayed by bureaucratic processes rather 
than the availability of effective compounds. In 2001 the UN system established the WHO 
Prequalification Programme to facilitate access to medicines that “meet unified standards of 
quality, safety and efficacy for HIV/AIDS, malaria and tuberculosis”42. This development was a 
recognition of the importance of enabling access to quality medicines, especially through 
external partners’ programmes (including the Global Fund) for countries that had slower 
approval systems but urgent need. This approach was designed so as to respect national 
processes, but at the same time enable access for people in need of treatment.  

 
iii. Inclusive scientific guidelines  

 
The translation of science to action, and the acceleration of approval of new approaches has 
also been seen in the use of treatments for prevention – to limit HIV transmission to infants, as 
PrEP (pre-exposure prophylaxis) and between sexual partners43 – and for diagnostics, 
including the emerging use of point of care technologies to diagnose CD4, viral load and related 
conditions, notably TB. In 2013, WHO published consolidated guidelines on HIV, bringing 
together in one place technical advice for all countries designed to tackle the various aspects of 
the disease44. This most recent inclusive process, builds upon a good history of WHO engaging 
closely with experts from all over the world, and from multiple disciplines, and including people 
living with HIV, to accelerate the production of guidelines for HIV treatment guidance. This type 
of inclusivity in guideline development now seems to be the norm, but the pace and approach to 
HIV guidelines was a significant departure from WHO’s former way of doing business.  
 

iv. Cross-country learning and collaboration 
 

Global solidarity has been a key feature of the HIV response and among the essential 
factors behind the rapid pace of the response. Beginning in 1985, only a handful of years 
since AIDS was first described, the International AIDS Conference was held annually. (In 
2000 it shifted to a bi-annual schedule, largely because it had become so huge as to 
make organizing annually an extremely costly, and almost impossible task45.) From the 
start, these conferences have been hugely significant in bringing together people from 
multiple disciplines who would learn from each other and find new opportunities for 
collaboration. The very immediate contact among scientists, clinicians, people living with 
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HIV and policy makers forces dialogues to happen which, while not always easy, often 
lead to innovations and speedy change. Importantly, the need for scientists and 
researchers to consider how their findings would be translated into practice, and for 
policy makers and people with HIV to track emerging scientific discovery was central, 
especially to these early gatherings. There is a sense now that the “conference circuit” 
has become too expensive and that these events are increasingly a drain on direct and 
indirect human and financial resources, as well as sending the wrong signal, with the 
HIV response being perceived as lavish and over-funded46. 
 
Other notable examples are easily identified of collaborations between groups and 
nations that have enabled new findings to be adopted quickly and efficiently. Policy 
makers and government officials in South Africa, for example, visited Uganda in the 
1990s to learn from their hosts’ experiences and put into place scientific developments 
that had been proven to work in an African context47. Such “South-South” cooperation 
has not been as extensive as many have hoped, but the transfer of scientific knowledge 
and learning across borders has been increasing in quantity and quality. High-level 
technical assistance provided by peers indicates that important scientific advances can 
translate into action in poorer countries as well as high-income ones.  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 

v. Securing access to medicines 
 

As the global impact of HIV became more evident, the inequity between countries became a 
striking and alarming feature of the overall response. In 1996, when HAART was described and 
already dramatically altering epidemics in the developed world, the stark reality was that the 
majority of people living with HIV did not have financial access to these important scientific 
advances. With people living with HIV and other advocates in the lead, many steps were taken 
over the following decade to overcome the obstacles that limited access to lifesaving drugs in 
most of the world. Extensive and sophisticated campaigns addressed, and in some places 
continue to address, the broader drivers of pharmaceutical costs, in particular those related to 
intellectual property (IP) and patent-related issues. A range of mechanisms—using TRIPS48 

BOX 14 
 

Brazil has been a pioneer in making lower-cost ART available to all in need. A 
central strategy was to exploit provisions in international trade laws that allow 
countries to overcome patent-related barriers on HIV drugs made and marketed by 
multinational firms. Domestic manufacturers now produce and sell the majority of 
ARVs used in the country; these versions are far less costly than their patented 
counterparts. 
  

In the interests of South-South cooperation, Brazil has recently sought to transfer 
knowledge and technology to other countries, with its priorities being other 
Lusophone (Portuguese-speaking) countries. In 2012, the Brazilian and 
Mozambican governments formed a partnership in which technology was 
transferred for the construction of a factory for ARVs and other medicines in 
Maputo. It is expected that within two years it will be fully up to speed and the 
factory will produce more than 21 generic drugs, including six ARVs. The factory is 
owned by a subsidiary of the Mozambican government and is overseen by nearly 
100 staff specially trained in Brazil. 

 



25 
 

flexibilities (e.g., compulsory licensing and parallel importing), generic production, patent 
pooling, as well as direct negotiations—have driven down the prices of ART from initial costs of 
over $10,000 per year per patient to under $300 per person in developing countries (see Graph 
1, e.g.). These campaigns often vilified drug companies, many of which claimed that they would 
have to pull out of HIV products entirely if patents were not enforced and generic companies 
entered the market. Few have followed through on such threats; instead, most have proved 
willing to accommodate and compromise when faced with negative legal and public relations 
consequences. 
 
Efforts to secure greater access to HIV medicines continues as more and more efficient 
therapies are developed. At the same time, many advocates, donors and other partners are 
now turning their attention to diagnostics. The goal is to secure better prices for CD4 and viral 
load tests and ensure that all aspects of scientific advances can reach people equitably49. 

----------------------- 
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5.2. Learning from what has worked less well, and gaps in the HIV response 
 
 

i. Transfer of scientific learning not always keeping pace with need 
 

By its nature, scientific enquiry and discovery need to be careful to ensure that promising 
advances really are as good as is hoped. Throughout the 1980s and 1990s there were many 
cases of hopes dashed, including ARVs licensed for use that were then withdrawn when further 
trials found that the early promise was not sustained. By necessity it can often take up to a 
decade to gather the evidence on which a reliable recommendation can be based. Speed is not 
always beneficial. In some cases, despite quality scientific evidence, cultural and financial 
barriers slow adoption of important advances, such as the findings that medical male 
circumcision reduces male acquisition of HIV from women51.  
 
 

ii. Limited range of scientific enquiry  
 

Scientific effort has also been uneven across the various disciplines. Over time there has been 
less attention and financing for the non-biomedical sciences and a noticeable drift towards 
looking for the “silver bullet” rather than continuing the hard work of understanding the many 
layers of the response, and most importantly what programmes are needed to deliver quality 
responses and tackle the complex drivers that limit adherence with proven treatment and 
prevention approaches. There is still insufficient reliable evidence to understand the 
behavioural, social and operational aspects of key components of the response, including 
limited evidence for the structural interventions that work to, for example, reduce gender-related 
vulnerabilities to HIV. Far too little has been done more broadly in the field of implementation 
science, including relatively limited assessment and measurement of interventions delivered by 
communities52.   
 
 

iii. IP issues require more attention  
 

Despite the substantial shifts in global pharmaceutical pricing over the past decade, affordable 
medicines and commodities are not available in many places and areas, including second-line 
ARVs and diagnostics. There is a real fear of backsliding and a lack of effort to move forward to 
reduce the remaining IP-related obstacles to affordable, high-quality medicines for all in need. 
This overall IP/patent conundrum illustrates how it can be difficult to move some pieces of the 
huge, complex and interconnected structure—a comprehensive HIV response—in order to 
achieve full gains53. 
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6. Theme 6: Chronic care and prevention 
 

Rapid scale-up of services that adapt to the emerging, changing and ongoing 
treatment, care and prevention needs throughout individuals’ lives. 

 
 

6.1. Learning from what has worked 
 

Initially addressed as an emergency, the HIV response is now becoming an important example 
of a chronic health condition being tackled in a global coordinated way, for treatment and care 
as well as for prevention. This is not to say that all countries have developed perfect 
approaches to ensure adherence and maintain quality life-long care, but it is the first time in 

global health that the development community has made substantial investments in building 
health systems and infrastructure, and the national scale-up of services for ongoing care and 
management. The ability to deliver effective care for a chronic health condition, to retain people 
in services in resource-constrained environments, is increasingly demonstrated in HIV 
responses. Uniquely in terms of scope and scale in health and development history, 
substantial finance has been invested and sustained to tackle a global health issue that 
cannot be handled through acute short-term interventions or cures, but rather requires 
interventions to modify the course of disease throughout a life-time. Other chronic non-
communicable diseases (NCDs) have established follow-up models and there are important 
opportunities to share learning, especially to anticipate what will happen when HIV-dedicated 
resources dwindle and countries have to provide quality care for everyone. 
 
 

i. National scale-up  
 

One of the key features has been the pace at which many affected countries have taken 
pilot treatment and care projects to scale and rolled out services at national level. These 
efforts serve as important models for cross-learning with other health issues, notably for 
NCDs—and noting that NCDs are a growing issue for people with HIV as life expectancy 
increases54 . Alongside the central investments in health systems, there has also been an 
increasing recognition of the vital role of community systems in addressing HIV. The role and 
engagement of this sector is particularly crucial where general health systems have repeatedly 
proved unable or unwilling to respond to the needs of marginalized populations, leading to 
demands that countries and partners invest in community systems strengthening55. 
 
 

ii. Chronic care 

The scale-up of HIV services has seen investment, by development partners and national 
governments, in services that facilitate chronic care of the individual, including with lifelong 
monitoring and treatment, rather than short-term, often one-off, interventions designed to cure. 
Early pilots demonstrated that it is possible to put in place ongoing services, some of which may 
be termed repetitive interventions, that can be sustained over a period of time. The infrastructure 
developed for HIV has created a platform in many countries for addressing other health issues, 
and provides an opportunity for integration of HIV with other services. These platforms create 
multidisciplinary healthcare teams, offer family-focused care, develop support systems to 
ensure patients take medications, and engage with the larger community to reduce stigma and 
raise support for health services56. This offers a framework for successfully addressing chronic 
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diseases, as well as supporting integration, already seen in some countries with the integration of 

HIV with maternal, newborn and child health (MNCH) as well as TB-HIV services.  

 
iii. Policy changes 

 
The scale-up of HIV services is due to many factors, including the availability of substantial 
resources (see Theme 7) and changes in policies to address long-standing health systems 
constraints, and bringing forward innovations. One important policy change is “task shifting” and 
“task sharing” to address the substantial constraints in the health workforce. Task shifting and 
task sharing refer to the reassignment of key clinical services—such as HIV testing, providing 
medication, adherence advice—to a broader cadre of care providers beyond doctors and other 
higher-level medical personnel. These include community health workers, volunteers, paid peer 
supporters, midwives and nurses. Such approaches have required changes in policy and legal 
frameworks and have often engaged professional associations in complex dialogues about 
specialities and roles and the meaning of professionalism. In addition, the use of volunteer lay 
workers – usually women - as care workers has reduced motivation to secure adequate 
remuneration for this essential labour.  
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

iv. Chronic and combination prevention 
 
HIV prevention also requires constant, repeated and evolving effort (and so could be considered 
“chronic prevention”). One strategy that is useful for replication more broadly is “combination 
prevention”57, which refers to the need to make available a full spectrum of interventions and 
support options provided from multiple sectors (government, communities, not-for-profit 
organisations, etc.). This approach, while yet to be fully analyzed across a wide variety of 
contexts, is considered compelling because of its reliance on evidence and flexibility to adapt 
to the needs of the most vulnerable.  
 
 
 
 
 
 
 
 

BOX 15 

 
Swaziland and Uganda have been successful in implementing the decentralization of 
health care services, leading to a radical decrease in the incidence of HIV, TB and 
other co-morbidities. For Swaziland, reports from MSF indicate that decentralising care 
from three secondary health facilities to 22 primary healthcare clinics and utilising a 
nurse-led rather than a doctor-centric model has contributed to the success in the 
country’s health care service delivery....Uganda initially saw a positive impact on the 
mounting rates of HIV testing, usage of antenatal services and uptake of ART due to 
decentralised HIV testing and antenatal care. However, there are reports of recent 
reversals in these positive trends in Uganda, emphasising the importance of vigilance 
and the need to sustain efforts. [ref1]  
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Critical to effective HIV prevention—and what lies behind the concept of “chronic prevention”—
is the recognition that HIV risk factors vary across an individual’s lifetime and so s/he requires 
different and multiple interventions to address the ways in which an individual moves in and 
out of risk throughout life as circumstances change. So, for example, condom and “safer sex” 
promotion, as well as PrEP and even “sero-sorting58”, might be the best approach during one 
phase of an individual’s life, and the messaging would then shift to “test and treat” when the 
same individual enters a long-term partnership. The value of this approach can be seen, for 
example, through PrEP trials that showed a clear difference in condom usage related to 
relationship type59.  
 
This concept of varying HIV prevention through the life cycle is different from (for example) 
polio prevention, which requires vaccination, or even the public health approach to syphilis 
(which would tend to be a binary approach of recommending condom use to avoid infection, 
or providing treatment for active infection).  
 
 

v. Health and human rights 
 

HIV-related behaviour change and prevention interventions have brought visibility to discussions 
about sexual practices and forced dialogue on sexuality, identity, gender equality and sexual and 
reproductive rights into the public domain. An important aspect of HIV prevention, as well as the 
broader response, has been the recognition of the need to engage with marginalized populations 
and the value of doing so. By working with and through communities, the health response to HIV 
has brought human rights into the spotlight and brought renewed attention to address a raft of 
rights, including directly addressing legal and “moral” obstacles that prevent engagement with 
populations that are criminalized as well as marginalized. No other health condition has drawn 
the links so clearly. First articulated in the 1990sef60] the connection between HIV and human 
rights is now central to most discourses.  

BOX 16 
 

Media messaging and branding regarding HIV have often been clever, professional 
and polished, and used to great effect. Ideas have been disseminated through a 
range of channels, not just through words but using literature, the arts, movies, 
books, advertising campaigns and “edutainment”. TV shows such as the South 
African Sitcom “Soul City” and MTV’s series “Shuga” in Kenya and Nigeria have been 
both entertaining and proven to be effective at impacting behaviour [ref].  

 
Visual images have also been used to powerful effect. Early activists created striking 
images, such as the ACT-UP “Silence=Death” graphic. Visuals have been used to 
explain how HIV enters the body and replicates, and in recent years the “Lazarus 
effect” has been a powerful visual description of the efficacy of ARVs (showing 
“before” and “after” photographs of the same person once they start treatment) [ref]. 
Symbols such as the red ribbon and the AIDS Memorial Quilt (for which panels were 
created to remember people who had died from HIV-related conditions) started in 
North America and became popular in many other countries where they were 
effective in speaking to emotions as well as to the mind. The red ribbon has sparked 
many other examples (pink for breast cancer awareness, blue for child abuse, etc.) 
[ref]. 
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The “otherness” of HIV and the stigma surrounding AIDS has allowed a global movement to 
emerge that both responds to a health issue and addresses deeply rooted socio-cultural, political 
and human rights issues. Human rights demands have followed in the wake of health 
arguments, and a clear trajectory can be drawn from HIV activism to changes in social attitudes 
on gender and sexuality, political directions and development investments. The growing 
acceptance of homosexuality in some countries—for example, moves to legalise gay marriage—
can be traced back to the origins of the HIV which has catalyzed an evolving inclusiveness of 
communities and individuals as well as an increasing tolerance of diversity. HIV therefore has 
become an entry point to discuss a more comprehensive idea of health for marginalized 
populations, including mental health, psychosocial support, nutrition and poverty alleviation and 
income-generating activities. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

6.2. Learning from what has worked less well, and gaps in the HIV response 
 
Some of the best HIV services have been delivered through parallel systems, and early 
successes were often delivered through niche donor-funded projects, with some countries 
struggling to move from pilots to national scale. Such approaches and structures can place 
strain on weak health systems and have the potential to undermine country ownership. There 
have been numerous reports and claims of human and financial resources being redirected, 
sometimes inadvertently, from other essential health efforts (outside of HIV)61. Resentment 
toward HIV programming has flared up at times, as has a sense of competitiveness among 
diseases; such developments are most commonly found in contexts where HIV is perceived to 
be prioritized more highly than other health conditions that are equally or more debilitating and 
destabilizing.  
 
Health systems in most developing countries are short of capacity and resources, and as such 
cannot accommodate current clients, let alone scale up to meet the needs of new patients with 
HIV. Procurement systems are often over-stretched and stock-outs persist in many countries; 
some argue that the “successes” of the HIV response has created and exacerbated such gaps 
in some countries and contexts.  
 
Despite substantial progress, major gaps persist in regards to ensuring that people diagnosed 
with HIV receive regular, ongoing care. Some studies have shown that one-third of people in 
sub-Saharan Africa are not retained in care after three years62. There is substantial “drop off” 
throughout the “cascade of care” that leads from identification of the need for treatment through 
initiation with and adherence to ART. Such challenges suggest that it may be premature to use 
AIDS as a model for chronic care disease management. Looked at another way, however, the 

BOX 17 

 
“With characteristic insight, [Nelson] Mandela … saw that the impact of AIDS on 
Africa was simply the signal of a larger challenge: one of economic, educational, and 
political inequality. And he came to embody that challenge. By making human rights 
central to global political discourse, Mandela encouraged those in power to become 
more keenly aware of their duties—and the disenfranchised more transparently aware 
of their rights. The current moves towards universal health coverage and sustainable 
development goals owe much to his vision.” 
The Lancet [ref1] 
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fact that some two-thirds remain in care for more than three years is a remarkable achievement, 
especially since many have had no symptoms of ill health and are essentially ingesting 
medicines in an “act of faith” (albeit one that is presented, correctly, as evidence-based). 
Learning from success in the AIDS response thus requires identifying the drivers that lead to 
thousands of people with HIV adhering well to treatment and experiencing long-term health 
gains. 
 

 

7. Theme 7: Financial investments  
 

Substantial investments of financial resources, scaled up to meet the demands and 
used to maximal efficiency. 

 
 

7.1. Learning from what has worked 

 
An extraordinary dynamic of the HIV response has been the substantial mobilisation of 
resources characterized by a rapid, and unprecedented, scale-up of contributions from external 
partners—a development now being mirrored by significantly increasing investments from 
domestic governments. At the outset, traditional sources of development assistance were 
used, but over time increasingly innovative and diverse approaches have been created, 
often to unprecedented effect. Innovation in programming has been matched by an 
equally strong, and growing, emphasis on achieving efficiencies and delivering the best 
value for money by investing resources strategically behind the programmes that will 
achieve the greatest impact. Such shifts in prioritization indicate the flexible, adaptive 
quality of many stakeholders in the HIV response. The ability to establish and 
emphasize different conditions is especially important given the global financial crisis and 
other resource-relevant challenges the have emerged since the HIV epidemic began.   
 
 

i. Global solidarity  
 

Soon after the 2001 UNGASS there was a “tipping point” and contributions from external 
partners to the HIV response shifted from the millions of dollars to billions. The timing, scope 
and pace of this scaling up of contributions is remarkable, especially compared with other 
health conditions. It was achieved only due to the strengthened relationships linking advocacy, 
political leadership and financial investments at global and national levels. The leaps forward 
in financing are linked to the moments of substantial global political attention for HIV – most 
notably after the first UNGASS, and Graph 2 also shows large step increases around the time 
of the 2005 G8 and the second UNGASS in 2006. 
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GRAPH 263 

 

 
 
The Global Fund moved from idea to reality shortly after the 2001 UNGASS. A Transitional 
Working Group quickly took on board the concepts first considered by AU heads of state 
and through declarations of G8 meetings so that the Global Fund Secretariat was in place 
and grants began to flow in early 2002, less than two years after the idea was birthed64. 
From its origins, the Global Fund has grown to be the most significant source of financing 
for programmes on HIV, TB and malaria in most affected countries. The Global Fund is an 
innovative model for development financing, founded on a partnership that shares power 
between donors and implementers, and emphasises country ownership as a core value, 
as well as stressing the importance of funding being based on performance. The 
substantial increases in resources for the Global Fund over the past decade reflect  the 
emphasis on coordination and harmonisation, as well as mobilizing resources in a 
structured way that offers a space for donors to pool their funds – avoiding individual 
transaction costs – and with a funding model that is taking active steps to harmonize 
financing at country level, to support countries own systems and minimize the impact of 
multiple financing flows.  
 
In 2003 US President George W. Bush signed the legislation that founded PEPFAR, the largest 
programme on health ever created. The motivations behind PEPFAR are significant: while there 
were important political arguments made for the programme and for prioritising Africa, there was 
also a fundamentally emotional driver. Bush was aware of the impact of AIDS, had seen the 
realities in affected countries, and felt that it was immoral to let millions of people die when 
something could be done. This was not a purely emotional argument – Bush insisted that there 
must be a way to ensure that the investments had a real impact and that this would be measured 
in order to share learning from this supported.  
 
Both the Global Fund and PEPFAR have emphasised “country ownership”, but also have been 
criticised at times for the style of relationship between “donors and recipients”, because of the 
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volume and type of demands made on recipients, and the perception that only a narrow range of 
programmes will in fact be supported.   
 
 

ii. Mobilising sustainability through domestic investments 

 
These substantial increases in external assistance were predicated on a model of shared 
responsibility, emphasising the importance of sustainability, so that governments in countries in 
need of support began to take on growing responsibility for delivering their own responses. The 
Global Fund has requirements of recipients to provide “counterpart financing,” with the 
contributions being linked to the income status of partner governments. The goal is to prompt 
more domestic support and ensure that responses can be sustained if and when external 
support wanes. Major growth is evident in domestic financing, especially in middle-income 
countries. This bodes well for the future, and underscores the importance of shared responsibility 
for HIV responses. It is also noteworthy that there have been growing contributions to the Global 
Fund from governments and the private sector based in the global South. 
 

 
GRAPH 365 

 
Source: UNAIDS 2013 Report 

 
 
 
 
 



34 
 

iii. Innovation in financing 
 

Foundations have also mobilised and disbursed substantial volumes of finance. The Bill & 
Melinda Gates Foundation is foremost, having developed substantial programmes on HIV 
research while also making large contributions to programmes, and other “activist 
foundations” have made substantial contributions. The private sector has played an 
important role, including through individual companies (the MAC AIDS Foundation – directly 
resourced by a for-profit cosmetics company – is one of the largest givers) and through 
novel approaches such as the Project (RED) partnership that was designed as a project to 
raise awareness as well as funds.  
 
Other innovative financing initiatives include the “airline tax”, where automatic contributions 
from flight ticket sales in several countries have been used to create and sustain UNITAID, 
which is then designed to shape market dynamics by investing in key commodities, including 
at the developmental stage. The UNITAID model is noteworthy in that it receives finance 
from a very broad range of countries, including many from the global South66. The concept 
of financial transaction taxes (FTTs) is another innovative model receiving significant 
attention in recent years, both in the HIV world and more broadly across development. A 
variety of different FTTs are being considered, including some in pilot initiatives. The 
underlying assumption is that a very small percentage of tax from financial transactions in 
many financial markets could be automatically and easily collected, thereby raising 
substantial funds for development priorities, including HIV67. 
 
 

iv. Channelling resources to maximize efficiencies 
 

Maximizing efficiencies and minimising wastage is vital to secure a sustainable ongoing 
response to HIV. The Strategic Investment Framework for HIV68, initially developed as an 
advocacy tool, describes the need to invest smartly to see a return and a diminished need for 
future investments. The framework’s assumptions are predicated on the argument that 
expanded early investments in effective programmes would achieve long-term lasting gains. The 
concept has garnered substantial support so that the idea of developing programmes founded 
on strategic investment approaches is now fundamental to secure scaled-up financing, including 
from the Global Fund through its new funding model (launched in 2013). Countries are urged to 
develop programmes that have more rational and effective use of resources by drawing on 
evidence and data that have been generated to drive prioritisation69. 

 
The question of efficiencies in programming also touches on the rational use of human and 
technical resources, as well as finances. In many contexts, informal community health providers, 
mostly women, work on a wholly or mostly volunteer basis. Training them, and offering adequate 
remuneration, to work alongside health professionals in a task sharing model is one of many 
examples of how efficiencies can be generated. Such an approach can also enhance the 
delivery of effective programmes while respecting the rights of communities and individuals.  
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7.2. Learning from what has worked less well, and gaps in the HIV response 
 

Despite the substantial investments, and the high-profile global effort to mobilize resources for 
HIV, sufficient resources have still not been made available. The latest replenishment of the 
Global Fund (to cover funding from 2014 through 2016) mobilized over  $12 billion – more funds 
than ever before – but still fell short of the $15 billion target set. 
 
Debate persists about whether the high levels of donor support for HIV allow many 
governments to get “off the hook” for radically and responsibly increasing domestic 
financing for HIV and for health in general. Most notably, despite the noble aims of the 
Abuja Declaration only a handful of African countries have ever achieved the target of 
spending 15% of national budgets on health every year. African leaders recently 
extended the deadline for meeting the Abuja Declaration to 2017, but few observers are 
optimistic that even a majority of countries will meet it. Balancing external and domestic 
financing will be a delicate issue as the HIV response moves forward over the next 
decade. 
 
Despite the shifting emphasis to get behind strategic investment models, resources are still not 
reaching priority programmes and the providers most able to deliver quality interventions. One 
aspect of the HIV response is that thousands of "pilot programmes" and innovations were 
started, often with external support, and still remain "pilots" and innovations. There is a need to 
sustain and maintain change, including through extrapolation to other areas and other 
diseases—and most importantly to scale up pilots that work to meet needs more fully. The 
important role of civil society has been stressed in the HIV response, and there have been 
interesting recent developments – such as the establishment of the Robert Carr Fund for Civil 
Society Networks70, but funding for civil society to work with key populations remains tiny 
compared to funding channelled through governments and large international implementers, 
and it falls far short of what is needed.  
 
Building in co-financing criteria to Global Fund (and other) grants has incentivized co-financing 
and sustainability, but there are often complex dynamics, especially in several middle-income 
countries. Concerns are regularly raised that with the transition to country ownership, there is a 
real risk that programmes for key populations will be sacrificed due to the lack of political 
leadership on human rights and other key issues. In several countries these concerns 
underscore the need for external partners to invest in building advocacy capacity and 
strengthening community systems to help countries transition towards domestic investments in 
HIV interventions that are evidence based and respect human rights71. 
 
Similar considerations stem from the fact that donors prioritise less populous countries that 
receive far more funding per capita than more populous ones. (Often this is done in the interest 
of covering a wide range of countries, and because they are guided by World Bank 
categorisation of countries according to income status.) For example, there are far more people 
living with HIV in India, Nigeria and South Africa than in nearly any other group of three less 
populous countries that collectively receive a disproportionately higher share of global funding. 
This is problematic given that the impact of HIV is growing in middle-income countries, and the 
majority of the world’s poor now live in India and other countries now classified as middle-
income.  
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8. EMERGING CONCLUSIONS 

 
National and global responses have shown remarkable impacts in the three decades since HIV 
and AIDS emerged. While much has been achieved in the response to HIV, this is an important 
time of transition into the post-2015 world - a time when the world could sustain and build on 
these gains, or risk losing momentum and impact, by allowing complacency to set in.  
 
The success of the HIV movement provides lessons that can be applied to many other global 
health issues and development priorities. The seven themes outlined in this paper distil 
experiences from a critical and paradigm-shifting 30 years in history, and offer key messages 
and ways forward for other major health and development threats. 
 

 Bold and forward-thinking political leadership has helped shape strong and effective  
responses to HIV. Yet in some contexts these gains risk being unravelled as new 
political agendas are promoted which steer responses in counter-productive and 
damaging directions, through, for instance, the criminalization of key populations and 
reductions in essential financing for HIV. 

 The HIV response was founded on activism and the voices of communities most 
affected. As HIV enters its fourth decade, realities are shifting considerably and those 
communities that achieved massive change through collective activism and creative 
crisis management need to confront and adapt to new contexts. Meanwhile, the 
response needs to adapt to the changing approaches and needs of communities newly 
affected by HIV.  

 While seldom optimal, partnerships and collaboration remain the modus operandi, but 

complacency in some contexts brings the risk that these will become increasingly 
tokenistic, rather than approaches that unite and create synergies. All voices need to 
continue to be at the table (or join the table in some cases), sharing power and 
influence, with the skills and capacity to play to their strengths and drive an effective 
response. 

 Data generation has been a strong and essential element of the HIV response, 
documenting the epidemic and influencing global and national policy and strategy. 
However, shortcomings and gaps must be addressed in order for the role of evidence 
and  data to evolve and more effectively  inform and improve programmes, as well as 
providing the foundation for a new generation of advocacy that  will act as the backbone 
of new and improved future directions. 

 Science has delivered well, sometimes beyond expectations.  Through scientific efforts, 
remarkable changes in life expectancy, morbidity and mortality rates have been 
witnessed. New findings have been translated rapidly into life-saving drugs, diagnostics, 
and effective interventions. As treatment is rolled out at scale, new challenges emerge 
to secure a better, more affordable range of long term therapies and diagnostics. 
Equally important is ensuring that the full range of sciences – including implementation 
science and socio-behavioural sciences – play a central role in addressing complex 
long-term prevention, treatment and care needs. 

 HIV is becoming a chronic condition in many contexts, yet far more effort is needed to 
sustain the rapid scale-up of HIV treatment and services, to find ongoing creative 
responses to bottlenecks in the system, to ensure equitable access to services and to 
develop the models that will provide life-long care and support to meets the needs of all. 
And HIV prevention approaches must evolve to meet the chronic, changing needs of 
diverse individuals and communities. 

 Underpinning all efforts, adequate resources must be in place – human, technical and, 
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most critically, financial. There has been a massive increase in financial resources from 
external and domestic partners, but the levels of funding required to mount a fully 
comprehensive and effective response are still not in place. 

 
This paper has highlighted many of the key factors that have driven the exceptional and 
impressive responses to HIV over the past three decades. The challenge now is to learn from 
this, and to embed these lessons so that other global health and development challenges have 
the best chance of success, while never losing the momentum that is essential if we are to 
finally end the HIV epidemic. 
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