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Abstract

The global fight against HIV/AIDS continues to pose challenges: infection rates are on the rise in many
settings, stigma and discrimination remain rampant, and the global response is under increasing
financial pressure. There is a high risk of losing what has been achieved so far in the fight against HIV
and AIDS, but also the momentum to meet the so-called Fast Track targets for 2030. In light of these
trends, it is fundamental to focus on the human rights of key populations (KPs)—especially to health,
non-discrimination, access to information, and to equal and meaningful participation in political and
public affairs—by placing them at the center of the global HIV response. Such rights, and the demand for
more transparency, accountability, and participation (TAP), have been recognized as both a necessary
social justice imperative, and as a way to build more responsive, inclusive, and sustainable health systems.
Thisarticle will argue that embracing TAP as key guiding principles of the global HIV response (especially
in low- and middle-income countries) could have the potential to create the conditions for KPs to have
their human rights fulfilled, and to expand their participation in the decision-making processes that
guide the efforts against the epidemic. It will then propose a number of avenues for further engagement
between different communities of practice in terms of research, agendas, and policy and practices that

could be beneficial in maximizing the impact of the global efforts to end HIV/AIDS.
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Introduction

During the last United Nations (UN) General
Assembly High Level Meeting on Ending AIDS
in 2016, then-UN Secretary General Ban Ki-moon
presented a report requesting that the internation-
al community strengthen its support for human
rights-based interventions as fundamental compo-
nents of the fight against the HIV/AIDS epidemic.’
He highlighted the importance of promoting gender
equality and empowering the people most affected
by the disease, that is, key populations (KPs).> In
this article, the term ‘key populations’ refers to
individuals and groups (organized or not as a civil
society organizations) of: men having sex with men
(MSM), transgender persons (TG), people who use
drugs (PWUD), and sex workers and their clients.

According to the World Health Organization
(WHO), KPs are extremely socially vulnerable
individuals and communities, which often experi-
ence an increased impact from HIV/AIDS due to
their limited access to public health services and
their lack of voice in public affairs.> Additionally,
because of social barriers, stigmatizing policies,
and punitive laws that keep KPs away from ser-
vices—different forms of violence, discrimination,
criminalization, and marginalization—they are
most likely to be exposed to HIV and to remain ex-
cluded from participating in, and benefiting from,
the policies that should address their needs.* Along
these lines, the Joint United Nations Programme
on HIV/AIDS (UNAIDS) and the Global Fund to
Fight AIDS, Tuberculosis and Malaria (GFATM),
underscore that beyond overcoming stigma and
discrimination against KPs, their engagement and
participation is critical to a successful HIV response
everywhere, since they are both key to the epidemic
and key players in the response.s

For decades, the international communi-
ty—pursuant to international declarations and
resolutions, such as the Declaration of Alma-Ata,
the Paris AIDS Summit Declaration of 1994, various
UN resolutions on human rights, the Declaration
of Commitment on HIV/AIDS of 2001, and the Po-
litical Declarations on HIV and AIDS of 2006, 2011,
and 2016—has reaffirmed the need to include the
people that are themselves affected in the processes

that lead to the design and implementation of the
policies and strategies aimed to improve health
outcomes and address HIV.® Such recognition is
commonly known as the GIPA Principle, which
is an acronym for ‘Greater Involvement of People
Living with HIV/AIDS. Moreover, the recently
approved Sustainable Development Goals (SDGs)
include the achievement of “responsive, inclusive,
participatory and representative decision-making
at all levels” as a means to promote good gover-
nance and achieving sustainable development in a
transparent, accountable, and inclusive manner.
International organizations and donors, such
as the UN, GFATM, and WHO, among others), are
working to fulfill such commitments by creating and
promoting spaces for KPs to participate both at the
international and national levels. In many contexts,
civil society organizations and key populations have
been critical actors in calling for health programs,
access to treatment, investments, political leader-
ship, and human rights protection for addressing the
HIV epidemic. These contributions have allowed the
global fight against HIV to achieve major victories in
the last decade: the global coverage of antiretroviral
(ARV) therapy expanding, and the number of peo-
ple who die from AIDS steadily decreasing.®
However, global efforts against HIV have now
reached a historical juncture: HIV infection rates
are on the rise in many parts of the world, while
mounting challenges could further compromise
the fight against the epidemic.® If these remain
unaddressed, there is a risk of losing what has been
achieved in the last decade and failing to meet the
so-called Fast Track targets to end AIDS by 2030.
On the one hand, the effectiveness and legit-
imacy of the HIV response is weakening as KPs
have no real ownership and their human rights
continue to be violated, posing a long-term sustain-
ability threat to the response.” Even when KPs now
have more spaces for participation, for example via
the Global Fund’s processes, this has not translated
into any substantial change or more prioritization
of KP’s needs in the HIV response." On the other
hand, the long-term sustainability of the HIV re-
sponse is at stake. First, because available financial
resources needed to cope with the HIV epidemic
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are either dwindling or not being allocated effi-
ciently to reach KPs.? And second, because a big
part of the resources are getting lost to corruption,
mismanagement, and/or poor service delivery. »
This means that by failing to respond and support
those who need it the most, the international com-
munity will not see the end of the epidemic.

To counter these problems, civil society
organizations, advocates, activists, and KPs’ organ-
izations have been advocating worldwide for more
transparency, accountability, and participation
(TAP) not only in the health and HIV sectors, but
more generally in political decision-making pro-
cesses, as those impact KPs’ daily lives. Advocating
for human rights to access health care, to be in-
formed, and to participate meaningfully in public
decision-making, has proven to be both a necessary
social justice imperative and a way to build more
responsive health systems.* Empowering KPs to
have a say in how public resources are allocated
and to monitor service delivery will help ensure the
long-term effectiveness and sustainability of the
response to the epidemic.

This paper will first describe the most import-
ant challenges that are affecting the effectiveness
and sustainability of the global response against
HIV/AIDS. Second, it will explain why we need to
advance human rights-based TAP programming,
and why they need to strengthen social movements
of KPs, based on the lessons learned from com-
munities’ participation in health policymaking
and implementation. Lastly, it will introduce how
cross-cutting TAP-based alternatives may lead to
a more resilient, inclusive, and effective response
against the HIV epidemic.

The global HIV response at risk: issues
around sustainability and effectiveness

In the past three decades, the global HIV response
has achieved major milestones, such as the reduc-
tion in the number of people who die yearly from
AIDS and the expansion of the global coverage of
ARV therapy.s Many of these successes have been
made possible thanks to the engagement and mobi-
lization of KPs and communities affected by HIV.

Despite these successes, there has been no decline
in new HIV infections among adults since 2010,
and over 2.1 million people were newly infected
with HIV worldwide in 2015. Social and structural
factors—including poverty, gender inequality, vio-
lence, stigma, and discrimination—are key drivers
of the HIV epidemic that continue to undermine
the effectiveness of proven HIV interventions.”
This has led to a renewed call to intensify global
HIV efforts within the UNAIDS “Fast-Track Strat-
egy’ that aims to end the epidemic by 2030 and
ensure gains are sustained. It is therefore necessary
to increase investments aimed at sustaining HIV
prevention and treatment activities to stop the
spread of the epidemic, as well as to establish re-
sponsive and inclusive monitoring mechanisms for
accountability at all levels.

Financial constraints

In recent years, international funding for the HIV
response has experienced significant constraints
as development agendas change in response to
changing donor priorities. As countries shift from
lower- to middle-income countries, these donor re-
cipient countries are being urged to increase their
domestic investments to finance broader health
services, including HIV.® However, available data
both at the international and national levels show
evidence that resources are not only becoming
scarce, but they are often allocated inadequately
by not addressing KPs’ needs and grievances.”
Furthermore, even if domestic investments made
by national governments increase, such resources
are difficult to track and monitor due to inefficient,
opaque, and non-accountable governance struc-
tures and processes that are highly susceptible to
corruption.® The impact of such losses is so big
that it is impossible to determine with precision
the overall costs of corruption in the health sec-
tor worldwide, but some estimates point out that
around 10-25% of the annual global health expend-
iture (about USs¢7.2 trillion in 2010) is lost due to
corruption and mismanagement.”

On the other hand, there has been an increase
in the proportion of global HIV/AIDS investment
coming from within affected countries. Domestic
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spending by low- and middle-income countries now
comprises the majority of all HIV expenditure.>
For example, African countries have increased
their domestic resources to respond to HIV by 150%
in the last four years. >

This transition from international to local
financing to sustain the HIV response is also likely
to shift power from international donors to local
actors and authorities. As such, with less foreign
assistance, national governments will become less
accountable to international donors, redirecting
demands for accountability towards beneficiaries in
their home countries. Conversely, there is mounting
fear on the future of HIV programs for KPs in the
near future. If international resources from bilat-
eral and multilateral donors, crucial to supporting
the HIV response worldwide, are already becoming
scarce, those allocated for KPs and human rights
interventions—for which available resources are
already limited—will be most affected as a result of
more countries transition to domestic financing.>

Failing to reach KPs and the limited protection
of their human rights. Globally, there is clear
evidence of the violation of KPs’ human rights.»
The lack of protection directly increases their vul-
nerability to HIV, fueling stigma, discrimination,
and violence.** Harmful beliefs, gender norms, and
practices are rooted in a lack of understanding and
correct information about the disease and how it
is transmitted. Also, HIV is incorrectly associated
with behaviors that are perceived as immoral and
even criminal (such as sex work, homosexuality,
and drug use).”

For some people, an HIV-positive diagnosis
could mean a progressive loss of civic, political, so-
cial, economic, and cultural rights. In extreme cases,
this results in social exclusion and marginalization
of KPs and people living with HIV that could lead
to mental health illnesses, loss of self-esteem, and
diminished chances of employment, housing, and
education. Moreover, HIV-related taboos, stigma,
and discrimination from politicians, public servants,
and health professionals discourage or directly ob-
struct individuals living with HIV from accessing

and making use of health and social services.**

In addition, further legal restrictions directly
affect KPs” human rights. For example, laws lim-
iting persons living with HIV from their rights to
freedom of association and access to information
(due to sexual orientation or gender identity, for ex-
ample) mean that KPs may be barred from getting
proper health information or even from discussing
issues related to HIV in public. Thus, without such
rights, participating in HIV/AIDS-related policy-
making and in politics becomes very difficult, and
forming support or advocacy groups can lead to
penalties or prosecution.

The combined results: Uncertainty, unsustainabil-
ity and ineffectiveness of current HIV strategies.
Evidence demonstrates that the harm caused by stig-
ma and discrimination—themselves paramount to
social justice and human rights issues—worsens the
advance of the epidemic and the financial sustainabil-
ity of the response.” Such forms of structural violence
make it difficult for lifesaving care to reach those KPs
most at risk with prevention and treatment. And
because the epidemic is highly concentrated among
these vulnerable groups, not supporting them puts
the whole HIV response at risk.»

Data collected and published by UNAIDS
shows that of the total population believed to be
living with HIV (around 37 million individuals
worldwide), 54% still do not know their status.»
These undiagnosed cases not only jeopardize the
lives of those individuals because they are not re-
ceiving proper care and support for HIV (and other
opportunistic diseases like tuberculosis or salmo-
nella), but also increase the chances of passing on
the disease to others.

Moreover, the increasing financial constraints
that affect the response, limits the funding needed to
sustain HIV prevention and treatment programs, re-
sulting in a negative impact over the whole response
to HIV and AIDS.» This would have a greater im-
pact over community responses and programming
for and led by KPs.» UNAIDS predicts that failing
to secure such funding would mean at least new 17.6
million HIV infections and 10.8 million AIDS-relat-
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ed deaths globally until 2030.4

According to the International Council of
Human Rights (2009) and the Office of the United
Nations High Commissioner for Human Rights
(2013), corruption disproportionately impacts
people that belong to groups that are exposed to
social marginalization by reinforcing the exclusion
and the discrimination to which they are already
exposed.» Corruption, broadly defined as the “the
misuse of entrusted power for private gain,” is not
only one of the biggest barriers for sustainable de-
velopment, but can also reinforce marginalization
and discrimination.®* A few examples: if corrupted
public officials deviate resources meant for the
construction of a public hospital, all potential ben-
eficiaries are affected, but this is most harmful for
those groups that already have restricted access to
existing hospitals; if HIV policies are formulated by
corrupted lawmakers in the interests of a particular
group (such as religious lobby groups), these can be
framed ignoring the needs of certain communities
(such as LGBT persons or sex workers).

Thus, it is critical that those most profoundly
affected by the epidemic are given a voice and access
to the necessary public information to participate,
but also to demand from government the creation
of an enabling environment (that is, legal, political,
and socioeconomic conditions) that allows and fa-
cilitates community monitoring.”

Transparency, accountability, and
participation principles as drivers of
change in the health sector

After analyzing the increasing problems and contex-
tual factors that are affecting the governance of the
global response against the HIV epidemig, it is clear
that addressing the several barriers that impede KPs
from seeing their human rights realized is of high
importance. However, without addressing the lack
of transparency, accountability, and participation
(TAP) in the health sector, and the harm caused by
corruption, the international community will not
succeed in achieving the structural changes required
to ensure the long-term sustainability and respon-

siveness of the HIV interventions.* This section will
first frame a working definition of TAP, followed by
an analysis of the way in which initiatives based on
such principles have been applied in practice, and
what has influenced their success or not.

TAP in theory: What these principles mean in
relation to the human right to health

TAP refers to the combination of transparency,
accountability, and participation, three concepts
that are different, yet interconnected and interde-
pendent. Transparency usually refers to the level or
extent in which the key elements of decision-mak-
ing by governments and other entities (such as
objectives of policy, decisions taken and their ra-
tionale, data and information, among others) are
provided to the public in a comprehensible, acces-
sible, and timely manner.» Accountability can be
broadly defined as the obligation governments have
to demonstrate and take responsibility in front of
their constituents, for their performance in light
of assigned responsibilities, commitments, and
expected outcomes. Hence, accountability includes
achieving objectives in relation to their mandates,
and the fair and accurate reporting on the admin-
istration and management of public budgets in line
with laws, rules, and standards.* And finally, par-
ticipation is defined in relation to three civic rights:
the right of every citizen to take part in the conduct
of public affairs, the right to vote and to be elected,
and the right to have access to public services.*
Although there are no single definitions of
these terms, there is an emerging development
consensus acknowledging that transparency, ac-
countability, and participation are principles that
have intrinsic ethical and instrumental value:
based on human rights principles and norms, and
as means to improve state responsiveness and ‘good
governance’ more broadly.# The international
community, thanks to the efforts of actors such
as the United Nations Development Programme
(UNDP), the World Bank, and civil society or-
ganizations like Transparency International, has
recognized that access to information and citizens’
engagement in public decision-making are crucial
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components to achieve sustainable development.*
States are believed to be more capable of meeting
the needs of their citizens when their processes
are guided by principles of TAP, being able to find
more efficient and legitimate solutions to failures in
service delivery and fight corruption.+

Along these lines, TAP can therefore be de-
fined as principles based on human rights: the right
to publicly available information about the actions
of those in government (transparency, or the right to
information); the right to demand compliance and
answerability from state actors, and to hold them
responsible for their decisions and actions (account-
ability as a human right principle); and the right to
raise one’s voice and see one’s interests reflected in
political decision-making and public policies. TAP
also includes rights around service delivery: the
right to participation in public affairs, voting rights,
and the right of equal access to public service.#
In 2015, world leaders adopted the 2030 Agenda,
endorsing the new Sustainable Development Goals
(SDGs). Notably, Goal 16 refers to governance and
the commitment to “build effective, accountable
and inclusive institutions at all levels,” with ex-
perts calling for a “data revolution,” capturing a
conviction that better, more readily available data
will help accelerate development outcomes.+ TAP
principles can appear very broad, but if they are
framed or contextualized in relation to a particular
societal or developmental goal, they become more
tangible. For example, using a TAP-based approach
in relation to the human right to health could mean
ensuring that national health strategies and plans of
action would not only lead to the opening of health
data to the public, but also to getting citizens’ in-
puts in setting priorities, making decisions, and
planning, implementing, and evaluating strategies
to achieve better health care.”

TAP in practice: different approaches, evidence,
and lessons learned

In practice, TAP has been interpreted and applied
in two main different ways, depending on whether
they are initiated by states or by civil society. Gov-
ernments, apart from holding elections, usually
translate TAP into policies aimed to prevent, deter,

and punish corruption, as corrective means to pro-
mote accountability and justice.** However, the UN
Human Rights Council assures that, while reactive
punitive approaches are necessary to fight corrup-
tion and mismanagement, they fail to bring justice
for those affected by the results of corruption.#
Another way of looking at this government-led
type of TAP initiatives is by assessing participa-
tion. For example, international donors such as the
World Bank and the International Monetary Fund
provide loans to indebted countries on different
conditions, one of which is the extent to which lo-
cal civil society organizations have participated in
the creation of their respective national strategies
to combat poverty (Poverty Reduction Strategy
Papers or PRSP).»

In the context of the HIV response, civ-
il society organizations have led demands for
transparency, accountability, and participation by
challenging traditional top-down and over-medi-
calized approaches to health. Yet TAP principles in
the context of HIV have been interpreted in the lat-
ter sense by focusing on the participation aspects.
In their efforts to increase a sense of ownership,
international organizations and donors such as the
UN, the Global Fund, and WHO, among others,
have been creating and promoting different spaces
for KPs representatives to participate in policy de-
bates and discussions (such as participation of civil
society delegations in their meetings, consultations
by UN bodies and human rights mechanisms, and
the establishment of country coordination mech-
anisms (CCMs) with mandatory participation of
KPs to manage resources from the Global Fund,
among many others). Similar initiatives and spaces
of this nature also exist at regional and national
levels (such as consultations with civil society
organizations and KPs’ representatives made by
the Organization of American States (OAS) or the
African Union (AU), or at national AIDS Commis-
sions/Councils).

As opposed to state or government-led ini-
tiatives, civil society-led TAP initiatives focus on
increasing social accountability, defined as the
extent and capacity of citizens to hold the state
and service providers accountable and make them
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responsive to their needs.” Thus, aiming at pro-
gressively enhancing communities’ participation in
public affairs, conducting activities such as: estab-
lishment of multi-stakeholder policy dialogues or
consultations, empowering civil society via capac-
ity building, advocacy for the institutionalization
of information access, citizen education in public
decision-making, and monitoring the delivery of
public services. These types of initiatives are based
on evidence that patients benefit from being more
engaged in public affairs when it concerns access
to (or quality of) healthcare, but there are concerns
regarding its effectiveness and final impact on
health policies or health outcomes.*

Many cases show that enhancing communi-
ties’ participation in social accountability processes
can increase access and coverage to quality health
care services.* However, when assessing the impact
of increased information and transparency on cit-
izen engagement and service provision, the main
finding is that such interventions can work in some
contexts, but not all. Studies show that the success
of a particular TAP initiative may depend on the
consideration of several factors such as: the per-
ceived legitimacy and ethical components of these
TAP initiatives; the inclusion of the needs and fur-
ther involvement of governmental officials, health
care experts, and professionals; citizens” expertise
and overall capacities to operate in a particular
system; the way in which their concepts, and opera-
tionalization strategies and tactics, are defined and
agreed by relevant stakeholders; their continuity
over time; and the reliability and accessibility of the
data used by the actors involved, among others.>*

Nonetheless, the lack of evidence of success in
achieving the specific TAP objectives of such initia-
tives does not necessarily mean a lack of intrinsic
value for the advancement of human rights, or their
further potential benefits in improving service de-
livery, including health cares A lack of evidence for
effectiveness could signify the need for additional
research or the inclusion of such lessons learneds
Promotion of TAP and keeping civil society organi-
zations and KPs engaged in public affairs must be
sustained and enhanced, as their relevance and con-
nection to human rights remain valid and critical.

The way forward: Enhancing TAP as
means to promote human rights of KPs
and improving the HIV response

Enhancing community access to information and
participation in health care policymaking has the
potential to improve equitable access, quality, and
coverage for health care. Efforts to address the HIV
epidemic require that KPs are able to overcome
exclusion and can become active participants in
the formulation of inclusive and effective health
and HIV policies.” In all regions of the world, there
are positive examples of community-led responses
to HIV that advance health and promote human
rights in the context of HIV.>* However, these expe-
riences remain limited in scope and coverage and
are often underfunded and marginal.

Efforts to expand the HIV response and to
reach the 2030 targets will require scaling up TAP
initiatives in the context of HIV. TAP initiatives
designed and implemented with a high involvement
of KPs could allow them to: demand compliance
with the international commitments made by their
governments to fight the epidemic; participate
meaningfully in the formulation of inclusive and
effective health policies; track-down the allocation,
disbursement, and use of public financial resources;
monitor public contracting (from planning to im-
plementation); access national and local financial
resources from their governments; request the pub-
lication of health related information and the prices
of medicines; and take actions to sanction non-per-
formance or corrupt behavior by those in power.

If future HIV-related TAP interventions are
to be successful and hold up to their potential, they
should be: contextually grounded, formulated, and
agreed-upon by relevant stakeholders; focused on
empowering KPs with the technical expertise re-
quired for them to become agents of positive social
change in their own communities; and aimed at
achieving gradual long-term goals aimed at achiev-
ing systemic change instead of trying to “fix” service
delivery. The following sections will explore the steps
that could lead to the formulation of TAP program-
ming in the HIV response, based on the collected
evidence of TAP initiatives in the health sector.
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Build the field: Establishing HIV-TAP
communities of practice

Having been in existence for nearly 20 years,
current TAP
and specialized in different fields, ranging from
multi-stakeholder initiatives by sector—such as

initiatives have both diversified

the Extractive Industries Transparency Initiative
(EITI), the Construction Sector Transparency Ini-
tiative (CoST), and the Global Initiative for Fiscal
Transparency (GIFT)—to the establishment of
international standards—like the International
Aid Transparency Initiative (IATI) and the Open
Government Partnership (OGP)—and innovation
fund mechanisms seeking to harness the potential
of new technologies—such as the Transparency
and Accountability Initiative, the Global Partner-
ship for Social Accountability (GPSA), and Making
All Voices Count (MACV).» This means that, even
when they may seem different in nature, there are
plenty of experiences and lessons that can be incor-
porated into the fight against HIV/AIDS.

As a first step, spaces and opportunities
should be created for the formulation of joint strat-
egies to tackle the lack of TAP in the health sector
specifically, which is increasingly affecting the
fight against HIV. Establishing international, re-
gional, and local platforms formed by the different
stakeholders involved in the HIV response—such
as non-governmental organizations, KPs’ organi-
zations, pharmaceutical companies, and private
health care providers, universities, and research
institutes, international organizations, and gov-
ernments—could enable the sharing of technical
knowledge and the framing of common challenges
and objectives.

Ideally, such platforms would need to be
open to actors that are not directly working on
HIV/AIDS, to foster cross-cutting creative collab-
orations between different professional sectors.
Building such bridges to connecting different fields
of expertise and social movements under the TAP
umbrella can also catalyze innovation and poten-
tially lead to the formulation of new frameworks,
tools, and methodologies for the advancement of
human rights and enhance KPs’ participation in
the HIV response. ¢

As an example, there are opportunities for the
HIV response to be strengthened by harnessing the
potential of “open data”—machine-readable infor-
mation that anyone can freely access, use, modify,
and share—and learn from the “open government”
social movements advocating to expand demand
for and access to public information, particularly
from governments.® According to WHO, opening
access to sound and reliable health data and infor-
mation to the public domain is an essential feature
of any effective health system.® Accessing this
information enables individuals and communities
to promote their own health, participate effectively
in decision-making, claim quality services, mon-
itor progressive realization of their rights, expose
corruption, and hold those responsible to account.
Recent evidence shows that these types of initia-
tives have a direct positive impact when applied to
procurement processes in health, such as achieving
better value for money, and lead to innovations in
the monitoring of health care service delivery (in-
cluding HIV interventions).®

Furthermore, public information needs to be
presented in ways citizens can easily comprehend
and analyze in relation to their needs, and with a
clear understanding of the risks associated with
the liberation of such data (for example, violation
of privacy rights and possible misuse or misinter-
pretation of data).®* To mitigate such risks, alliances
can be formed between KPs and infomediaries (that
is, agents who can take complex data and trans-
late, package, and contextualize it for use by wider
segments of society, such as international organi-
zations, NGOs, information and communications
technologies (ICT), and open data experts and
activists, journalists, and watchdogs), to fill gaps
in the supply and demand chain of information. In
the case of the HIV response, infomediaries would
ensure that KPs use government-published data
effectively and in a responsible and well-informed
manner.*

Building “cross-sector” alliances and commu-
nities of practice, shared between the KPs engaging
in the HIV response and infomediaries, could also
help in bridging those conceptual gaps and increas-
ing the limited capacities that KPs and communities
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experience when trying to engage meaningfully in
complex decision-making processes. For example,
if a sex worker living with HIV wants to engage
with the National AIDS Council, this person would
need to not only overcome the stigma and discrimi-
nation attached to his or her medical condition and/
or behavior in order to participate, but would also
need to be fully prepared with the right knowledge
and tools to do so effectively. Providing spaces and
resources for knowledge exchange could lead to the
development of shared agendas, and new narratives
and practices around TAP principles in the context
of the HIV response could be truly beneficial to
enhance its sustainability and effectiveness. Info-
mediaries could employ user-centered approaches
to develop technologies and tools to facilitate open
data collection and analysis (for example, new soft-
ware applications for mobile phones and tablets),
which could allow KPs to better harness and benefit
from the “data revolution.”

KP-led TAP mechanisms key to financial
sustainability and effectiveness

Along with including TAP strategies in the
response, and raising the awareness about the im-
portance of such principles to overcome the main
challenges of the HIV response, further steps need
to be taken to enhance KPs’ participation. As the
people affected by HIV and the potential agents
of change, KPs’ participation can revitalize the ef-
fectiveness of the global efforts against HIV. Their
input is necessary to adequately set the priorities
and strategies of effective HIV programming.
Given increasing financial pressure, KPs need
to have a say in how donors will transition out of their
countries, how their governments will channel pub-
lic budgets to fund national HIV plans, and how to
ensure that the promises made for 2030 become a re-
ality.s This would require further cooperation from
the different actors involved in health governance.
States must fulfill their human rights obligations
by repelling discriminatory regulations, and take
steps to have transparency and social accountability
mechanisms in place where KPs can participate. The
international community, and donors in particular,
should stress their role to support governments and

KPs in advancing human rights.

Furthermore,
funders need to better plan their strategies and
consult KPs as they transition out from middle-in-

international donors and

come countries, to avoid creating further gaps in
the funding of HIV prevention and treatment
services. Their support would also create pressure
for governments to: increase funding to sustain
the HIV response under specific funding streams
and budget lines in their national health strategies
and programs to address HIV; increase efficiency,
transparency, and accessibility of information for
constituents on how national resources are being
spent; ensure inclusivity and effectiveness in the
planning phase of budget allocation and contract-
ing; and monitor implementation of their national
HIV plans by including citizens and KPs.

Conclusion

Achieving the Sustainable Development Goals
and the end of AIDS before 2030 requires placing
human rights and TAP principles on the agenda’s
main priorities, as a social justice imperative, and
as tools to improve the sustainability and impact of
public health care delivery. By fully endorsing TAP
while funding from international donors remains
in place, KPs could prepare to harness the potential
of new technologies, open data, and open govern-
ments. This will aid them to demand well-funded
and inclusive national responses against HIV,
to adequately monitor budgets and progress of
governments’ political and legal commitments
to respect their human rights, and to participate
meaningfully in decision-making.

Evidence shows that in order for the HIV re-
sponse to become more effective and sustainable, it
is necessary to overcome inequality and discrim-
ination against KPs. Thus, policies should focus
on prioritizing KPs needs and human rights and
targeting the underlying causes (or social deter-
minants) that drive the epidemic. Comprehensive
health care must become accessible and affordable
for all people without discrimination of any kind,
yet meaningful involvement of KPs in the gover-
nance structures of the HIV response (particularly
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at the national level) is a key element of the solution
but remains unattended.

Promoting alliances across different devel-
opment sectors, and particularly with activists
focused on access to information, would help to
promote TAP in the HIV response. The goal is to
find ways in which data can be collected, analyzed,
and made accessible to fit the needs and rights of
KPs. Financial and health data must be fully acces-
sible to KPs and NGOs in user-friendly formats, as
a way to better monitor government actions, curb
corruption, and successfully advocate for change.

The international community needs to find
strategies to ensure and maintain HIV interven-
tions—both prevention and treatment—in the
immediate future and even beyond 2030, by re-
maining well-funded by governments, the private
sector, and international donors in a transparent
and accountable manner. International invest-
ments in human rights-based programming should
continue as long as stigma and discrimination of
KPs remain. Further, local and international HIV
programming should be budgeted annually by all
governments, and integrated within integral health
policies (including sexual and reproductive health)
until the epidemic is finally controlled.
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