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Communities have been a driving force in the response to the
HIV epidemic, advocating for research, the access to treat-
ment and healthcare, and human rights for key populations
(KP) and people living with HIV (PLHIV). The importance of
community engagement (CE) in the development and imple-
mentation of pertinent programmes throughout the HIV care
continuum has been widely recognized [1-3]. In the context of
increasing pre-exposure prophylaxis (PrEP) research, interest
and access (though still limited), there is an opportunity to
have a fresh look at CE regarding HIV/STI research and care
delivery. France, where PrEP has been authorized and fully
reimbursed since 2016, may provide key lessons for CE in the
provision of comprehensive, culturally adapted HIV/STI pre-
vention and treatment services.

Community involvement in HIV/AIDS is political and ethical.
Community-based organizations (CBOs) such as Gay Men'’s
Health Crisis (US), Terrence Higgins Trust (UK), the Grupo Pela
Vidda (Brazil), AIDES (France), or international organizations
such as ACT-UP, have historically played important roles in advo-
cating for suitable information on prevention tools and adequate
access to health for PLHIV and most-at-risk populations [2-4].
PrEP research is not an exemption [5]. For example, Act Up-Paris
and others advocated for the early termination of two PrEP stud-
ies due to, among other reasons, the lack of medical services for
those who seroconverted on study [6-92]. While implementation
of “Good Participatory Practice Guidelines” [10,11] and commu-
nity advisory boards [12] in research studies are steps forward,
further effort is needed to ensure more meaningful CE through-
out the entire life course of research studies [13,14]. For exam-
ple, by building the evidence-base for CE and evaluating its
success in meeting community needs [15].

In 2008, AIDES adopted a unique strategy to invest finan-
cial and human resources for the creation of a community-
based research unit. Working in partnership with research
institutions and funding bodies, community-based studies have

identified community needs and contributed to the develop-
ment of innovative and adapted services: rapid HIV testing,
educational sessions for injection drug users, and PrEP coun-
selling.

While medical providers may lack the time, skill and/or moti-
vation to address sexual health issues [16,17], CBOs are well-
placed to identify the sexual health needs of KP and provide
comprehensive and adapted care [18]. The Fenway Community
Health Center in Boston provides comprehensive “culturally
competent” care [19]. The 56 Dean Street clinic in London
offers a succesful well-being programme and an “express” ser-
vice for self-sampling HIV and STI tests [20]. In Bamako, the
CBO ARCAD-SIDA's night sexual health clinic provides testing
and treatment services for MSM and sex workers [21]. Finally,
results of a community-based testing satisfaction survey con-
ducted by AIDES [22] partially led to the creation of two com-
munity-based sexual health structures that integrate sexual and
mental health consultations (SPOT Beaumarchais in Paris and
SPOT Longchamp in Marseille). Community-based clinical pro-
grammes are important examples of how communities and med-
ical professionals may work together to develop and provide
effective services.

PrEP provision is an opportunity to provide comprehensive
sexual health services, engage individuals on their needs, and
to equip them to better evaluate and reduce their HIV/STI
risk. AIDES has been a full partner in two PrEP studies:
ANRS-Ipergay [23] and ANRS-Prévenir [24,25]. Peer coun-
selling, provided by AIDES counsellors, was constructed col-
lectively with social science researchers (GRePS and Inserm).
Based upon individual needs and expectations, discussions go
beyond purely medical aspects regarding PrEP to include
questions such as “What risks can you identify related to
your sex life?” and “Is your sex life as fulfilling as you would
like?” Therefore, PrEP is not an end in itself, but rather an
opportunity to empower communities regarding sexual health.
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As PrEP protects from HIV but not STls, appropriate and
adapted risk reduction methods such as prophylactic antibiotics
[26] should be considered. Follow-up appointments, required in
the provision of PrEP, allow for STI information, regular screen-
ings and early treatment. However, this regular hospital medical
follow-up can represent a barrier, and respondents to a Euro-
pean community-based survey felt that PrEP should be available
at community-based health settings or at the general practition-
ers’ [27]. Provision of HIV and STI services outside of traditional
medical structures is essential to reach populations who are
most exposed and face access barriers. Community-based initia-
tives such as community-based testing have reached at-risk pop-
ulations as well as those who have never been tested [18,28]
and have identified individuals at an earlier disease stage [29].
More innovative partner notification strategies, such as Check-
Out™ developed by the Checkpoint LX in Portugal [30], may be
used in the context of PrEP [25].

All communities particularly affected by HIV and STls must
be involved in the development of adapted and inclusive infor-
mation and programmes regarding provision of PrEP and/or
other services (e.g. PEP, STI prophylaxis) which reach KP other
than MSM. Regarding transgender people, for example, con-
cerns related to finding “trans-competent” providers and poten-
tial interaction with hormones should be addressed [31]. The
Thai Red Cross Tangerine Health Center is one example of a
community-engaged model providing comprehensive services
for transgender women [32]. Women may experience barriers
to PrEP, indicating a need for adapted services. Several commu-
nity-based initiatives are increasingly providing tailored PrEP
information to increase awareness among women [33,34]. CE is
also critical for the development of adapted and sustainable
prevention programmes among sex workers [35,36]. Finally, it is
necessary to address stigma related to sexual preferences, drug
use, sex work and PrEP use [37-39].

Communities have the knowledge, skills and motivation to
provide culturally adapted information and services for PLHIV
and KP. Community-based initiatives can and must go further.
For example, community-based ART delivery, already imple-
mented in some southern countries [40], needs to be
expanded to northern countries. Partnerships between com-
munities and traditional health structures will require the sup-
port of governments and international bodies to implement
and enforce policies for task shifting in addition to significant
funding. We call for a united effort amongst government bod-
ies, health providers, and CBOs to make a comprehensive,
positive approach to sexual health for PLHIV and for those
most exposed to HIV a reality.
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