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One would be hard-pressed to think about the HIV epi-
demic, whether in the US or elsewhere, without bringing
to mind the response of the communities who have been
affected by the virus. In the earliest days of the US epidemic,
activists from the gay community banded together to form
volunteer-run community-based organizations (CBOs) to
meet the needs of those sickened with this frightening, new
disease—at a time when most public officials and policy
makers ignored the epidemic [1-3]. Beyond the provision
of much-needed support services, community activists were
also instrumental in raising awareness about AIDS among
the general public [4], educating individuals about strategies
to reduce their risk of acquiring AIDS [5] and advocating
for a more timely and well-funded governmental response
to the epidemic [6].

As the epidemic progressed, it became increasingly
apparent that actively involving those who were living with,
at risk for or affected by the virus in governmental preven-
tion and treatment efforts was necessary to ensure buy-in and
support. An early expression of this reality can be found in
the “Denver Principles” articulated in 1983 by a committee
of people living with AIDS [7]. The principles stated that
people with AIDS had “to plan their own strategies” and
that they should be “involved at every level of decision-mak-
ing” and “be included in all AIDS forums...to share their
experiences and knowledge” [7]. The National Association
of People with AIDS (NAPWA), was founded in 1983 “to
implement the Denver Principles” and to give those affected
by the epidemic “a voice in the policy and public health dis-
cussions that impacted their lives” [8]. In truth, transitioning
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from traditional treatment and disease control models that
were primarily biomedical in nature with little direct input
from affected communities to newer approaches that actively
addressed “a range of scientific, social and political consid-
erations” [9] was neither seamless nor effortless. But over
time, the voices of affected communities were heard, and
their perspectives helped to guide HIV research, program
and policy decision-making [10].

One can highlight several major milestones that speak to
the importance of community and governmental collabora-
tion in response to America’s HIV/AIDS epidemic. In 1989,
to promote HIV education and risk reduction in racial/ethnic
and sexual minority communities, the Centers for Disease
Control and Prevention (CDC) began a program of direct
support to CBOs in 27 metropolitan areas that were heavily
affected by AIDS [11]. An important rationale for direct fed-
eral funding to support CBOs was the realization that HIV
prevention efforts “must be appropriate for and responsive
to the lifestyle, language, and environment of the members
of that population” ([11], p. 704). Funders also hoped to
identify innovative, community-derived prevention models
that could be disseminated to other jurisdictions. CDC rec-
ognized that while CBOs might possess the commitment and
enthusiasm to respond to the HIV/AIDS epidemic, for some,
their organizational capacity to do so might pose limitations.
Therefore, in 1988 the agency initiated a grant program to
support national and regional racial and ethnic minority
organizations to provide technical and capacity-building
assistance to CBOs involved in HIV prevention activities
[12]. In its first round of funding, four organizations serving
racial and ethnic minority populations were selected along
with one organization serving persons who inject drugs
[12]. CDC’s commitment to support affected communities’
capacity to respond to HIV has remained steadfast, albeit the
program has evolved over the course of the epidemic [13];
current providers of capacity-building technical assistance
now include academic organizations and health departments
in addition to non-governmental organizations [14].

In the second decade of America’s HIV/AIDS epi-
demic, affected communities assumed a major, new role in
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the planning and implementation of federally funded HIV
prevention activities. Findings from a number of program
assessments conducted inside and outside of government,
in addition to the availability of fiscal year 1994 Congres-
sional budget support, led to the launch of a new, nation-
wide process designed to improve HIV prevention programs
by making them more responsive to current and emerging
epidemiologic trends, more relevant to affected communities
and more effective in outcome, by employing proven, sci-
ence-based interventions [15]. The new process was dubbed
HIV Prevention Community Planning and states and locali-
ties receiving federal HIV prevention funds were required
to convene planning groups that included community rep-
resentatives, so that setting priorities for HIV prevention
resources would be a shared responsibility of government
(in this instance, state and local health departments) and
the communities for whom the prevention activities were
intended [15].

This new planning process was not without substantial
implementation challenges, including the administrative
and logistical demands of participatory planning, gaps in
scientific information required for decision making (e.g., a
dearth of cost-effectiveness data), difficulties agreeing on
decision making rules for setting prevention priorities, and
communication gaps between HIV Prevention Community
Planning Groups and other relevant planning bodies such
as Ryan White Planning Councils [16—18]. Challenges and
shortcomings notwithstanding, a strong case can be made
that HIV Prevention Community Planning represented a
major step forward in America’s response to its AIDS epi-
demic, by empowering communities affected by HIV to
share decision-making with those governmental agencies
that were charged with preventing further spread of the
virus. And in the decades since, community empowerment
and community engagement have come to be recognized as
key strategies for promoting population health and resolving
health disparities [19, 20].

Partnerships between community and government are
not limited to the realm of HIV prevention. Such collabora-
tions have also played a crucial role in the development and
scale-up of systems of care for persons living with HIV.
The federally-funded Ryan White HIV/AIDS Program
(RWHAP), which now provides direct health care and sup-
port services for over half of all people diagnosed with HIV
in the US [21], was first authorized some 9 years after the
epidemic initially emerged [22]. The record shows that dur-
ing the early years of the American epidemic, federal gov-
ernment was “slow to develop targeted programs to provide
care” for persons sickened by the virus [22]. Nor was the US
Congress quick to enact legislation responding to the crisis,
despite multiple hearings on the impact of AIDS throughout
the mid-1980s [23]. All of that changed in 1990, with the
passage of the Comprehensive AIDS Resources Emergency
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(CARE) Act, also known as the Ryan White CARE Act
[22]. The passage of the CARE Act, along with much of
its legislative content, has been attributed to the success-
ful collaboration between a coalition of non-governmental
organizations and elected officials in Congress [23].

NORA, the National Organizations Responding to AIDS
coalition, was composed of over 100 diverse non-govern-
mental organizations—several of which had strong roots
in the various communities affected by the AIDS epidemic
[23]. NORA was convened in the fall of 1989 “expressly to
facilitate lobbying efforts on behalf of AIDS initiatives” and
many of its core members had previously worked together
on efforts to pass supportive legislation for persons living
with disabilities ([23], p. 36). NORA’s savvy efforts, includ-
ing their effective collaboration with Congressional leaders,
helped to garner bipartisan support for and eventual passage
of the CARE Act of 1990, which has been reauthorized four
times since its initial enactment [23].

As noted above, community leaders played a decisive
role in the successful passage of the CARE Act. But this
is not their only legacy when it comes to a reckoning of the
evolution of quality HIV care in the US. Even prior to the
passage of this landmark legislation, one can find prominent
examples of communities’ contribution to our understanding
of the elements of care necessary to meet the varied needs
of persons living with AIDS. In the days prior to effective
antiretroviral treatment, community-based AIDS service
providers demonstrated the importance of delivering com-
prehensive care that encompassed support services for the
daily activities of living, including psychosocial support
through the provision of “buddies” [24]. And community
activists did not shy away from calling-out existing services
that were “judged to be either inadequate or insensitive to
the needs of people with HIV infection or AIDS” ([25], p.
421). These actions, carried-out in multiple cities across the
US, helped to shape our understanding that affected com-
munities must be involved in the design and delivery of the
services being developed to provide for their needs [26].
That legacy has been enshrined in the CARE Act. For both
part A of the RWHAP, providing support to metropolitan
areas severely affected by HIV/AIDS, and part B, which pro-
vides grants to states and territories, the legislation requires
a participatory planning process in which consumers (in this
instance persons living with HIV) have a voice in establish-
ing priorities for the allocation of funds [27, 28].

Taking into consideration the efforts of ACT UP and the
Treatment Action Group (TAG) illustrates that the trajec-
tory of HIV/AIDS research has also been shaped by the
voices of community. One of the most obvious examples is
the significant impact of community activism on the HIV
drug approval process, with regard to broadening patient
and community involvement in developing and testing
new drugs, shortening the overall development and review
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process for new drugs and increasing access to promising
new drugs before their official approval by the Food and
Drug Administration (FDA) [29]. Impelled by the demands
of people living with HIV and those at risk for infection,
in 1989 the National Institutes of Health (NIH) launched
the Community Programs for Clinical Research on AIDS
(CPCRA) a community-based clinical trials network made-
up of community providers caring for persons with HIV—as
opposed to university-based researchers, the more traditional
partners in clinical trials [29, 30]. The CPCRA “repre-
sented the first time in the history of the National Institutes
of Health that a CAB (Community Advisory Board) was
required to help design and implement research studies”
([30], p. 292). By 1990, the NIH also required that each of
its university-based research partners conducting HIV clini-
cal trials (i.e., the AIDS Clinical Trial Group), constitute and
maintain a CAB, to inform research design and implemen-
tation and to promote communication between community
representatives and university-based researchers [31]. Since
that time, NIH has implemented a number of policies and
programs to ensure that “the community always has a seat
at the table,” further underscoring the importance of this
critical collaboration [32].

Whether in the area of HIV prevention, care or research,
one can point to positive outcomes that have resulted from
the active involvement of affected communities working
alongside government partners. That’s not to say that these
results have been achieved without considerable effort.
Regardless of one’s organizational affiliation or viewpoint,
those who have been involved in collaborative decision-mak-
ing understand that it cannot be manufactured nor can it be
faked; it takes energy and time to build relationships and
reach a stage where decisions are supported across various
partners, even in the face of strikingly different perspectives
[33]. In short, learning the lessons of authentic community
participation in HIV program, policy and research decision-
making has been a hard-earned process, the insights from
which should be kept foremost in the minds of all govern-
ment officials who are seeking to end the HIV epidemic in
America [34, 35].

As currently articulated, the recently announced federal
plan to end HIV in the US calls for the rapid detection of
emerging clusters of new HIV infections, prompt diagnosis
and rapid treatment of all who are currently infected with
HIV and widespread use of pre-exposure prophylaxis (PrEP)
to prevent new HIV infections among those who are vulner-
able [34]. Based on accepted epidemiologic principles and
given our current state of biomedical knowledge, these are,
indeed, appropriate actions that, if effectively implemented,
have the potential to end epidemic HIV transmission in the
US. But continuing with the theme of community collabo-
ration and borrowing from the paradigm of logic modeling
[36], one cannot ignore the community-specific constraints

that might impact these recommended actions or minimize
the influence that policy and economic context will exert
on the proposed plan. And it is precisely because of these
realities that active, authentic community participation in
all phases of the federal plan to end HIV is critical to its
success.

Asserting that active community participation is neces-
sary to end the HIV epidemic in America is consistent with
the broader principle of health equity which recognizes and
embraces the fundamental importance of empowering com-
munities to improve their own health [37, 38]. A founda-
tional principle of health equity arises from the realization
that “the burdens of disease and poor health and the benefits
of well-being and good health are inequitably distributed”
[38]. This is certainly the case when we consider the demo-
graphic, social, economic and geographic disparities that
HIV manifests in the US [39]. To achieve health equity, then,
is to reach a state in which “no one is denied the possibil-
ity to be healthy for belonging to a group that has histori-
cally been economically/socially disadvantaged” ([40], p.
7). Given the multiple determinants that shape health out-
comes and contribute to health disparities, it follows that
multiple sectors and various partners have to be involved
in defining and implementing the approaches employed to
improve health—or in this specific instance, to end HIV in
the US. And affected communities are key partners in this
undertaking.

It is likely that some readers of this commentary may
view any directive endorsing the active involvement of
affected communities in governmental efforts to end HIV
as a pro forma reaction, a nod to past responses to the epi-
demic. Where it exists, such reductionist thinking ignores
the growing body of evidence underscoring the need to
address complexity in population health interventions. As
noted by Hawe, complexity results “from the interactions
among many component parts” and “is a property of both
the intervention and the context (or system) into which it
is placed” ([41], p. 307). Stated another way, intervention
effects are “attenuated or amplified by the characteristics
and dynamic evolution of the system (context) in which it
is implemented” ([42], p. 319). Ergo, for maximum effec-
tiveness, HIV prevention and treatment interventions must
account for salient contextual factors both before and during
their implementation. Merely acknowledging that social and
economic determinants influence health is not sufficient. To
truly understand the breadth and relative importance of con-
textual issues, we must seek-out and attend to the first-hand
knowledge of those individuals and communities who we
are trying to reach with these interventions.

A brief example illustrates this point. No one who is cog-
nizant of recent biomedical advances doubts the efficacy of
PrEP in preventing HIV infection [43] nor would they ques-
tion PrEP’s inclusion as one of the “pillars” in the recently
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announced plan to end HIV in the US [34]. And while
awareness and use of PrEP among men who have sex with
men (MSM), a key target population, has increased in recent
years, PrEP use remains low—especially among black and
Hispanic men [44]. This suboptimal use speaks to the real-
ity that many factors, beyond lack of awareness, can influ-
ence the uptake of PrEP by MSM who could benefit from
its protective effects [45]. For example, several investigators
have documented that medical mistrust and perceptions of
racism and homonegativity in healthcare settings represent
significant structural barriers to PrEP use among black MSM
[46-48]. Add to this the fact that public trust in govern-
ment among all racial and ethnic groups, including non-
Hispanic whites, remains at historic lows [49] and one might
reasonably predict that expanding physical access to PrEP,
by itself, may not address all of the consequential factors
impeding its use. To this point, ethnographers in New York
City employed participant observation, key informant and
in-depth interviews of Black MSM to better understand the
factors that influence their engagement in HIV prevention
services [50]. They found that widespread fear and mistrust
of public and social institutions hindered engagement with
HIV prevention services and that the men expressed the need
for “safe spaces” where they could address other important
social and economic needs in their lives, not just HIV [50].

In conclusion, we contend that without the active involve-
ment of communities affected by HIV it will not be pos-
sible to end the virus’ epidemic spread in the US. How this
involvement is structured and sustained will vary depending
upon local factors and circumstances. But the role of com-
munity must not be limited to identifying issues and prob-
lems; they must also be actively involved in identifying and
implementing solutions. This does not mean that we turn
our backs on science or that we fail to adopt knowledge-
based interventions. To the contrary, it means that we under-
stand—from the perspective of affected communities—how
their lived experience shapes the context of HIV in their
daily lives and that we implement and adapt evidence-based
HIV prevention and treatment interventions that they deem
to be relevant and appropriate.

Several weeks prior to the articulation of the federal gov-
ernment’s new plan to end HIV, a broad-based community
coalition published a detailed set of recommendations to
end the US HIV epidemic by 2025 [51]. Not unexpectedly,
the community-derived plan places substantial emphasis on
addressing the structural inequities and socially-derived vul-
nerabilities, such as racism, homophobia, and transphobia,
that continue to fuel the HIV epidemic. In fact, the plan’s
authors warn us that if we fail to confront these powerful
determinants, “we will only continue to perpetuate dispari-
ties and injustices in HIV” ([51], p. 17). Without doubt,
advances in scientific knowledge have allowed us to real-
istically envision a possible end to HIV in America. But
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this can only happen if we embrace and empower the very
communities who are affected by this epidemic.
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