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Abstract

Although HIV interventions and clinical trials increasingly report the use of mixed methods,
studies have not reported on the process through which ethnographic or qualitative findings are
incorporated into RCT designs. We conducted a community-based ethnography on social and
structural factors that may affect the acceptance of and adherence to oral pre-exposure prophylaxis
(PrEP) among Black men who have sex with men (BMSM). We then devised the treatment arm of
an adherence clinical trial drawing on findings from the community-based ethnography. This
article describes how ethnographic findings informed the RCT and identifies distilled themes and
findings that could be included as part of an RCT. The enhanced intervention includes in-person
support groups, online support groups, peer navigation, and text message reminders. By describing
key process-related facilitators and barriers to conducting meaningful mixed methods research, we
provide important insights for the practice of designing clinical trials for ‘real-world” community
settings.
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INTRODUCTION

HIV prevention researchers have argued that the next generation of interventions should
focus on high impact combination prevention, which would integrate behavioral, biomedical
and structural approaches to preventing infection among those most at-risk (1-3). Pre-
exposure prophylaxis (PrEP) represents a promising tool for high impact prevention: recent
studies have demonstrated the efficacy of daily oral antiretroviral (ARV) medications to
prevent HIV acquisition in men who have sex with men (MSM) and discordant couples,
although there have been discrepant findings in women (4-6). However, PrEP’s
effectiveness, particularly in the populations most vulnerable to HIV infection (who may
also face significant structural barriers to health systems engagement) depends on its
coordinated delivery with behavioral and community-based prevention interventions (7-10).

Black men who have sex with men (BMSM) face among the highest incidence of HIV
infection in the US (11-14). Although biomedical prevention methods such as PrEP offer an
important new method of protection, BMSM face structural and sociocultural barriers to
engagement with health services, as well as vulnerabilities related to high community viral
loads and dense sexual networks (15,16). BMSM constitute a group likely to benefit from
PrEP, but to fulfill this promise it is critical to understand better the multidimensional factors
that influence uptake and acceptability of PrEP among Black MSM, as well as the optimal
components of a PrEP package of care that will promote adherence.

The challenge of providing PrEP to Black MSM in the current environment of HIV
incidence and health services provides justification for research that calls upon the combined
strengths of qualitative, quantitative and clinical methods of inquiry. Mixed methods have
grown in popularity in public health and medicine for intervention development (17) and, to
a lesser extent, in clinical trials (18-21). A recent systematic review of 30 RCTs that
employed qualitative methods found that more than two thirds of studies did not refer to any
specific approach, while approximately one third mentioned theoretically-informed methods
such as grounded theory, ethnography, action research, and narrative approaches (22),
suggesting that ethnographic findings have been only marginally integrated in designing
clinical trials. In interdisciplinary studies (e.g. with epidemiologists and social scientists),
there was often no evidence of integration at the level of interpretation of findings, and the
nature and extent of collaboration between ethnographic and clinical trial teams is rarely
documented (23).

This article makes two contributions to the literature on the incorporation of ethnography
into RCTSs. First, it provides an example of the use of ethnographic research to design an
intervention that is used in an RCT. Second, it discusses the process through which
ethnographic findings were applied to the design; while mixed-methods research is
increasingly viewed as an important methodological strategy in health research, publications
infrequently describe the actual process through which the qualitative component of the
research shapes the clinical component. To fill that gap, we briefly describe the community
ethnography, and then discuss the process of using ethnographic findings to design the
treatment arm in an adherence RCT.
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METHODS

Ethnographic Component

This component focused on describing the critical behavioral domains relevant to BMSM
engagement with a PrEP package of care (health systems engagement, sexual relationships,
and HIV prevention practices). Ethnography has been a highly appropriate approach to
design and implement culturally appropriate prevention methods, although its use has not
been well documented in clinical trials (17,24-28). Ethnography, which often includes a
range of specific data collection methods, offers methodological strengths that include: (1)
long term repeated interaction with participants, allowing the ethnographer to assess and re-
assess initial interpretations, improving the validity of findings compared to single
interviews or focus groups; (2) the ability to check narrative data through direct observation
of actual behavior — or the ability to triangulate between what people say they do and what
they actually do; and (3) the engagement of local communities in the construction of
culturally appropriate clinical trials (21,24,29). Data collection methods included repeated
in-depth interviews with 31 BMSM (3 90-minute sessions per participant), 17 60-minute key
informant interviews, and 11 months of participant observation documented in field notes,
maps, and systematic jottings. Table 1 describes each of these methods. The lead
ethnographer (first author) conducted in-depth and key informant interviews and participant
observation. His identity as a racial-ethnic minority and a gay man facilitated development
of rapport with communities. All procedures were approved by the Columbia University
Medical Center Institutional Review Board.

The methods described in Table 1 were chosen to describe individual experiences and
behavior, as well as community institutions and structures. Our analytic framework reflects
the importance of understanding both cultural and structural influences on individual
behavior in order to understand barriers to uptake of and adherence to biomedical
prevention.

Analytic framework—The community ethnography, which sought to capture ‘real-world’
contextual factors that shape individual behavior, was grounded in the social ecological
framework (30,31). This framework examines individual-level factors (behaviors, attitudes),
social factors (social risk, life projects, social networks) and institutional factors (community
organizations, health systems, the labor market, the housing context) to understand variation
in individual behaviors. The goal was to understand the broad range of factors at each level
of the ecological framework that might shape why men would seek out and be adherent to
PrEP, in order to develop an adherence intervention that addressed those factors. The
ethnographic data collection was designed to collect information related to individual-level
knowledge, attitudes, and behaviors, as well as three theory-driven community-level
domains: social risk, life projects, and social networks. Much research on why people do not
adopt health-enhancing practices (e.g., abstain from sex, use condoms or clean needles, or
seek anti-retroviral treatment) and/or continue to engage in behaviors potentially detrimental
to their health (e.g., unprotected intercourse) has conceptualized risk rather narrowly as
“health risk” (32-36). The concept of social risk, in contrast, points to the fact that the fear
of losing important social resources (e.g., relationships or reputation) is often more
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immediate than the fear of iliness. Therefore in any given context, the logical course of
action may be to prioritize continued access to these social resources over health
considerations (37-42). The notion of social risk necessarily implies an exploration of
stigma and discrimination, since the intense and multi-layered discrimination faced by Black
MSM is part of what makes the possibility of disclosure of sexual behavior socially risky.

The related notion of life projects sets out a rubric within which to explore the culturally
variable and socially-structured nature of what people want, and what others expect them to
achieve, from their lives (43-46). The concept has already been used successfully to explain
how people engage with anti-retroviral therapy, (47-49) but it has much greater potential to
shed light on the ways that sexual relationships and engagement with health care services fit
more broadly into people’s efforts to build a satisfying life.

Social risk and life projects are embedded within and shaped by social networks. Family
members, peers, and sex partners shape exposure to, attitudes toward, and uptake of, health
promotion interventions; and interventions targeting MSM have relied on those social
networks and connections to influential individuals as a means to obtaining community-level
reductions in HIV risk (50).

Analytic Methods—The analytic process began with the selection of an analytic
framework that would capture multiple dimensions of the community where the clinical trial
would take place, as described above. Through monthly full-team meetings that brought
together the community ethnography subgroup and the clinical trial subgroup, we discussed
recruitment, data collection instruments, and ongoing findings. We presented on-going data
analysis reports to the clients and providers in community advisory boards (CABSs) to
validate salient themes and perform member checking (i.e., community members
collaborated in data analysis to check its veracity and applicability). The client CAB
participated in group data analysis activities, including the construction of a detailed map of
New York City that described the social risks and health risks associate with different areas.
The ethnographic team developed a codebook that was developed based on domains (code
families) derived from the interview guides and through open coding. Two members of the
research team (first and third authors) coded interview data and field notes, with inter-coder
agreement greater than 80%. Data were analyzed and triangulated between and across cases
and methods using Atlas.ti 7.0 qualitative software. This analysis was then used to inform an
evidence-based PrEP adherence intervention relevant to the lives of BMSM.

Clinical Trial Component

This component will, in a randomized controlled trial, test the effectiveness of an enhanced
adherence package versus standard adherence PrEP package in a community-based setting;
examine healthcare providers’ knowledge, attitudes and practices (KAP) related to PrEP
including acceptability and feasibility; examine PrEP acceptability and feasibility for at-risk
Black MSM; and identify characteristics associated with adherence to PrEP. We hypothesize
that experimental participants will have greater adherence and reduced sexual risk
behaviors.
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RESULTS

Ethnographic findings

Findings, which provided insights about how social context could affect PrEP adherence, are
grouped here into six domains (Table 2). First, structural issues, including limited access to
housing, racial discrimination from police, unemployment, food and education, emerged as
factors that contribute to HIV vulnerability, through undermining access to health services
and through promoting sexual risk behaviors including sex work and condomless sex. While
all key informants (community stakeholders and HIV advocates) emphasized the importance
of addressing structural issues, most felt that it was rarely possible to incorporate structural
approaches into existing interventions.

Second, men’s life projects reflected their desire to overcome many of these structural
challenges. The most commonly mentioned life projects included getting a GED, finding
stable housing, finding full-time work, and establishing a career. Short-term goals included
obtaining enough money to hang out with friends, continuing to use drugs, and engaging in
casual sex. Men who engaged in health-protective behaviors frequently made connections
between condom use and realizing their broader life projects of “self-actualization” such as
being “good fathers” and becoming comfortable with their homosexuality. Based on these
observations, we recommended that education about PrEP be framed as integral to achieving
life projects, and that the content of several components of the intervention should include
creating spaces (online, through in-person support and peer navigators) that focus on PrEP
as a way to achieve life projects that are most important to men.

Third, social and sexual networks affected how BMSM engaged with HIV prevention. Men
who were rejected by their families or religious institutions reported using opportunistic
sexual relationships to secure material and social resources including housing, food, comfort
and reassurance of self-worth. Moreover, peer networks had a critical effect on men’s
engagement in risky practices, through the enforcement of cultural norms of masculinity that
emphasized invincibility and that were linked to not seeking health services. Lack of support
from social networks or fear of losing social status severely limited men’s ability to
negotiate condom use. Findings in this domain informed several components of the
treatment arm of the RCT by providing opportunities for BMSM to seek support online (i.e.,
to maintain discretion about their sexualities) and in groups of like-minded peers.

Fourth, all men discussed ways in which a concern with social risk, rather than health risks,
shaped their behavior. Social risks included potentially adverse social consequences of
behaviors, such as disclosing sexuality, failing to perform socially expected masculine
norms, and exposing social class position. For many, disclosing their homosexuality meant
risking the support of their families and losing housing stability. This risk was particularly
acute for young men who depended on one of their parents and for men in primary
relationships with women. Spatial context shaped many men’s perception of social risk. For
example, observation in streets revealed that feminine men risked being discriminated
against and being verbally or physically assaulted, and many men who described themselves
as masculine avoided the “threat” of being seen with feminine men or with men who were
socially open about their homosexuality. Many men were reluctant to discuss serostatus
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because of HIV-related stigma and gossip within sexual networks. Findings in this domain
alerted us to BMSM’s need for “safe spaces”, and shaped the strategies to circumvent social
risk employed by the treatment arm.

Fifth, men generally had HIV and STI tests, but did not feel the need to go to the doctor for
non-HIV related check-ups. For most men, the incentive for HIV testing resulted from
inconsistent condom use. Many men tested every three months and in one case every month.
In some cases, men tested because they were linked to drop-in centers or CBOs that
encouraged it. Some key informants (HIV outreach workers) claimed that the services and
resources available to people who are HIV+, but not to the community in general, served as
an incentive to become infected, and told stories of men who did not care if they were
infected because they saw HIV as a non-issue (no more campaigns of people dying of
AIDS) or because they would have more public support (e.g., housing, case management) if
they seroconverted. Men’s expressions of greater concern about HIV than about other
potential health problems provided key insights about how perceptions of risk could affect to
adherence to PrEP. This informed our approach to HIV and PrEP-related education in the
treatment arm.

Lastly, most men had not heard of PrEP, and those who had commonly confused it with
post-exposure prophylaxis (PEP). Among those who knew about PrEP, some feared that
users would face HIV-related stigma owing to Truvada’s status as a HIVV medication, and
some thought it would lead to increased condomless sex and exposure to other STIs.
Moreover, many men reported not wanting to take pills because of a lack of control over
their side effects. Some refused to take medications for chronic conditions (high cholesterol,
depression and diabetes) because they did not trust medicine or doctors, often based on
perceptions of racism. Many key informants attributed mistrust to the history of unethical
clinical trials, “overmedicating black men with mental illness” and to slavery. These
findings revealed the kinds of discussions that would be most helpful in addressing men’s
negative perceptions of medicine and medical institutions in order to improve adherence to
PrEpP.

Using Ethnographic Findings to Design an Adherence Support Intervention

The literature on medication adherence, particularly with respect to antiretroviral
medications, offers several principles for effective intervention design. Successful programs
generally offer combination interventions rather than a single method (51-53). While
thorough patient education is essential upon treatment initiation (52), it is essential to offer
strategies beyond education, including addressing motivation (54), peer support (53,55,56),
and reminders (53).

Some key organizational elements of our study facilitated the process of translating findings
from the community ethnography into components of the adherence RCT. By interviewing
leaders and staff at the clinic where the RCT would take place, and by attending meetings of
the community clinic’s “PrEP Task Force,” we learned about the culture of the institution
and the types of programs already provided as “standard of care.” This allowed us to devise
an intervention that provided standard care as well as the additional resources mentioned in

Contemp Clin Trials. Author manuscript; available in PMC 2016 November 09.



1duosnue Joyiny 1duosnue Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Garcia et al.

Page 7

Table 3. We also presented ethnographic findings to the staff at the community health clinic
to engage them in the process of analyzing our findings and devising the intervention.

In addition, the client and provider community advisory boards (CABs) were critical to our
study. The CABs, which met frequently throughout the ethnography and has continued to
meet throughout the clinical trial, provided a sounding board for recruitment strategies,
refining instruments, and data interpretation. For example, drawing on ethnographic findings
about sexual discretion and stigma, the CAB suggested broadening the inclusion criterion
for “high-risk” men to include men who reported either unprotected insertive and receptive
anal sex. Moreover, full team meetings, where the ethnography team and clinical team came
together, facilitated discussion about what types of information were important for
informing the RCT and reviewing current PrEP interventions. These were critical for
“passing the baton,” which initially consisted of a report of ethnographic findings. The
outline for this report was co-produced by both teams, and we held full team and CAB
meetings to review the findings. We presented the preliminary results to the 10 staff
members at a local community health clinic serving predominantly black and Latino LGBT
persons. Through this process we were able to distill ethnographic findings, as shown in
Table 2, into components of the clinical trial.

Preliminary results from the community ethnography highlighted the need for intervention at
multiple levels to address challenges related to PrEP acceptance and adherence, including
policy interventions, community-level interventions, and behavioral interventions. Only
some of these findings, however, were amenable to direct incorporation in an RCT to
support individual adherence to PrEP. The ethnographic component was critical to designing
a culturally meaningful and tailored RCT that incorporated distilled themes into 4
components (Figure 1).

The ethnography identified a number of issues which are important for the lives of black
MSM but which could not be directly addressed in an adherence-based intervention in a
clinical setting. While the adherence intervention will be unable to provide direct solutions
to structural problems such as unemployment, housing insecurity, limited educational
opportunities, these topics are included addressed in the in-person and on-line support
groups and through peer navigation. Other challenges to adherence, such as difficulties in
obtaining health insurance, the cost of PrEP, and possible variations in provider acceptance
or competence are either obviated (i.e., the study will provide PrEP free of charge and will
seek health insurance for any uninsured participants) or become untestable in an
experimental setting located with a community-based clinic (i.e., the study will partner with
one community agency with a small number of physicians).

1. Peer Navigation — Navigators play several roles in assisting individuals with
adherence issues (56-58). As people who have experienced similar life challenges,
peer navigators can serve as role models (59). Peers can answer questions about
taking PrEP and side effects that may be difficult to discuss in a group setting and
can provide information and accompany participants to access non-medical
programs and services, which were identified as a significant need in the
ethnography. Most importantly, they can use their personal experience to discuss
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Overall, our ethnographic findings offered a rich contextual description of the lives of
BMSM, revealing issues that we could address through a clinical trial as well as helping us
think critically about what could be done to provide opportunities for men to address issues,
such as housing, educational opportunities and employment, for which we could not provide
direct solutions in a randomized trial. One key challenge to incorporating ethnographic
findings into the design of the RCT was the project’s timeline. Ethnographic data analysis
can frequently take as long as the collection of the data itself, and the project timeline

Page 8

strategies to avoid challenges to taking PrEP, such as HIV- and sexuality-related
stigma.

Support Groups — In-person support groups offer the opportunity to provide useful
information while also facilitating discussion of emotional issues (56-58). Specific
information is being provided about PrEP including the PrEP regimen itself, PrEP
side effects, Post-Exposure Prophylaxis (PEP), acute HIV infection, and HIV risk
reduction. Support groups are designed to normalize PrEP with a network of peers
to address stigma related to PrEP use (sex negativity, shaming) and provide ways to
navigate social pressures. Groups address the lack of knowledge and
misconceptions identified in the ethnography, including participants” mistrust of
medication and medical institutions. They provide a safe space to discuss stigma
(related to racism, sexuality, masculinity), life projects and structural challenges,
such as employment instability, housing insecurity and limited educational
opportunities (60). Groups also provide information on how to navigate available
resources to address structural issues.

Social Networking — The ethnographic findings suggest that BMSM did not
disclose their homosexuality to social networks other than through social media.
The intervention offers an interactive website that functions as an on-line support
group. This website offers an opportunity for participants who do not attend in-
person support group meetings to discuss the same topics through a virtual
community (61,62). This may be especially important for men who are
uncomfortable talking about sexuality and HIV-related stigma due to social risk.

Text Message Reminders - Participants are reminded through Short Messaging
Service (SMS) texts to adhere to daily PrEP use and to attend medical
appointments. This modality has proven effective in supporting adherence, along
with retention in care (63,64). Reflecting ethnographic findings, these messages
contextualize “staying healthy” as being “strong”, framing PrEP adherence in
relation to ideologies of masculinity and men’s life projects. The content of the
SMS messages will be decided through discussion in the in-person support groups.

Table 3 lists the purpose and specific activities associated with each of these four
interventions. Consistent with the adherence literature, the interventions address the
importance of forming new habits, offering social support individually and through groups,
and supporting retention in care, along with connections to needed external services (49,
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required a much more rapid development of recommendations for the intervention. This was
addressed by emphasizing the descriptive findings, which were summarized in the
aforementioned report, before moving onto the development of more analytical and theory-
driven approaches to working with the data (56,60,65). In addition, efforts to engage staff at
the community-based clinic were challenged by staff-turnover during the study. Through
key informant interviews we found this was a common problem at clinics that provide HIV
prevention, treatment and care services, underscoring the need for regular engagement with
staff members to compensate for turnover.

This article describes key methodological processes seldom described in the literature on
mixed-methods studies or clinical trial design. First, we identified how ethnographic
findings informed components of the RCT along six domains. Although some findings could
be addressed in the RCT, structural factors that have been documented drivers of the HIV
epidemic (e.g., unemployment, unstable housing) could not be directly addressed by a
clinical trial focused on individual adherence to treatment.

We also noted elements of our research and RCT design process that facilitated and
challenged “passing the baton” from the community ethnography to the clinical team. Key
insights for conducting mixed-methods research in the context of RCT design included:

» Having client and provider community advisory boards with members who
participate in both the ethnographic and clinical components of the study

«  Establishing and re-establishing relationships with staff and stakeholders in the
context of the community-based health clinic

»  Considering more fully the time required to analyze ethnographic and qualitative
findings to effectively inform the design of the clinical trial

» Holding regular full team meetings throughout both components of the study, so
that the handoff is a continuous dialogue and not a one-time communication.

Our project goes beyond the individual approach so commonly found in clinical research,
exploring the tensions between ideology and individual behavior and attending to how
structural factors shape the range of choices available to individuals. Lewin et al. (2009)
indicate that “qualitative studies remain relatively uncommon alongside trials of complex
interventions” and qualitative studies within clinical trials lacked rigor as most “had
important methodological shortcomings and the findings were poorly integrated with those
of the trials”(22). Overall, ethnography has seldom been used to design the content of
intervention in clinical trials (e.g., the “treatment™); rather, it has been used more frequently
to study the context under which the RCT will take place. Few studies employed participant
observation, the method that clearly distinguishes other qualitative work from ethnographic
research. Lesser et al. (2005) used ethnographic methods (including in-depth individual
interviews and participant observation) to inform the design of a HIV prevention program
for teenage parents (66). Some studies have used other qualitative approaches including
focus groups and in-depth interviews to describe knowledge, beliefs and behaviors to inform
the design behavioral interventions in RCTs to prevent STDs among minority women
(67,68). Others have used less intensive formative research prior to RCT implementation,
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interviewing only staff and focusing observation at the clinic where the RCT would take
place (69).

Our mixed methods strategy features two key innovations relevant more generally to
integrating ethnographic research into RCTs. First, the ethnographic research was conducted
prior to and in parallel with the tailoring of the RCT. This allowed for tailoring the content
and components of the RCT by incorporating an understanding of barriers to success into
the intervention itself, rather having the ethnographic research take place after the
technology is made available to explain why (almost inevitably) there seem to be
community-level barriers to uptake. Second, the overall study offers access to data on how
PrEP rollout might work in a naturalistic environment, enhancing the ecological validity of
the research. The goals of engaged ethnographic research included informing RCT design,
identifying evidence that the intervention will have the desired effect, reviewing the
theoretical basis of the intervention, and identifying potential barriers to successful RCT
implementation in a community health clinic.
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How ethnographic findings were reflected in the design of the RCT treatment arm
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Data collection method

Specific data elicited

Sample description

Participant Observation

Organizational behavior, group composition, ways people discuss
sexuality, race, gender, age, class;/interaction, spoken rules of
conduct and implicit cultural norms expressed, enforced, followed
and navigated.

11 months of observation in: private
spaces (homes, parties); public spaces
(parks, streets, events); virtual spaces
(chat rooms, blogs, social media); and
institutions (community organizations,
health centers, religious institutions).

Key Informant Interviews

Organizational mission; role in organization/group/community;
knowledge and attitudes about black MSM, HIV vulnerability,
institutions and networks available to Black MSM; views on PrEP
and other for HIV/STI prevention

17 informants, including 2 physicians; 3
mental health providers; 4 community
organization program administrators; 5
outreach workers; 3 community
mobilizers

In-depth Interviews

Session 1: History of family relations, coming of age, education,
housing, making money, friends; community, recreation
Session 2: Sexual history, including desire, casual and steady
relations, sexual identity and racial identity

Session 3: Perceptions of health and risk; practices and attitudes
about medications and seeking health services; knowledge and
attitudes about HIV prevention

31 participants
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Summary

Representative Quote

Distilled Theme

Structural

Most men were unemployed,
experienced limited educational
opportunities, and had limited access to
health services at community- based
clinics.

“| feel like | have bigger fish to fry...Like, | need a job. And then
with a job, then I could look into the resources on how to get some
type of health coverage.” (27 year-old)

Lack of non-medical
services (employment,
housing, other benefits)

Life Projects

Most men wanted to have careers, get a
GED or higher education, to have stable
housing; a few planned to be fathers; some
considered healthiness a goal; leisure
included going to parties, playing sports,
dancing.

“Planning a better job, number one. Finding my own place, number
two, and those two things and possibly go back to school... If I do
find a new place, making sure jobs are stable and the money is
decent to support myself in paying the rent and stuff.” (47 year-old)

Goal-oriented self-care
needed for adherence

Social Networks

Many men had been rejected by their
families, churches, and peers at school
because of their homosexuality.

“Negativity comes with being homosexual from heterosexuals, from
religion, from your grandma, from your aunt, from your uncle’s
buddy, from your uncle - they could say everything about faggots
and lesbians... It’s not supported in the black community; it’s
definitely not supported through church.” (46 year-old)

Lack of social support
from trusted individual

Social Risk

Straight, discreet, and bisexual men, and
some gay men were cautious avoiding
feminine men in public, having sex in
parks, and meeting men online for the sake
of reputation, social status and to maintain
social support.

“It’s threatening to be with a feminine man... because you don’t
want people looking at you in a certain way. Stereotypes are for
feminine men. They tend to be loud, obnoxious, ghetto, flamboyant,
and just messy.” (18 year-old)

Avoiding stigma (HIV,
femininity, sexuality)
led to health risk

HIV Prevention

Majority had condomless sex in past
year; few had steady relationships, and
some had both male and female partners
concurrently. Several enjoy sex on alcohol,
marijuana, cocaine, and poppers; most met
partners through social media. All were had
knowledge of transmission, most tested
every three months, most worried about
HIV-related stigma in the black
community.

“If you are HIV positive, people in Harlem, they don’t refer to you
being HIV positive and/or having AIDS diagnosis, they call it the
monster ... they’re looked down upon it...You don’t say you have
the monster if you have Herpes.... if you have Herpes, you got
burned. If you have chlamydia, you got burned.” (39 year-old)

Felt racism and HIV
stigma, poor risk
reduction strategies

Prep

Few heard about PrEP, and once
described some thought it would be an
effective prevention tool, although several
worried about risk of acquiring other STIs,
increased sexual risk behavior, drug side
effects, and mistrusted medical institutions
based on perceived institutional racism.

“| feel like if a person is like, they’re using it to maximize their
protection, they’re like, “Yes, I’m going to use this. I’m going to use
condoms. I’m going to get tested regularly,” then I’'m all for it. But |
don’t want it to be the kind of thing where it’s like, ‘Okay, | have
Truvada, so | don’t need to worry about using condoms,” ... since
HIV is like considered such a big deal like nationwide and like
worldwide, people forget that there are still other things that can be
spread, like there are other STls that can really damage your body.”
(17 year-old)

Reluctance to take pills,
poor PrEP knowledge,
medical mistrust
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Table 3

PURPOSE

ACTIVITIES

1) PEER NAVIGATORS (MSM who knows his status, may have taken/is taking PrEP, and is supportive of PrEP adherence)

. provide social support and navigation

. provide support about discussing PrEP
with partners, family, or friends

. provide information about HIV risk
reduction, PrEP, PEP, services, referrals,
etc.

. address barriers to services

help identify referrals for needed non-medical services

accompany clients to initial appointment at referred organizations, and
subsequent appointments as needed

informal counseling about adherence: adherence tips, discussion of
specific barriers to adherence

remind clients about appointments via telephone/SMS/email

assist with efforts to re-engage missing participants in care

2) STUDY-SPECIFIC SUPPORT GROUPS (face to face)

. provide social support (informational
support, emotional support, esteem
support, network support)

. promote social learning

. promote critical awareness and ways to
confront stigma (related to HIV, sexuality
masculinity, race, class)

provide information about PrEP, PrEP side effects, PEP, acute HIV
infection, HIV risk reduction

discuss adherence

share information about needed non-medical services
discuss larger issues (“life projects™)

decide on content of SMS messages as a group

Initial sessions will focus more on health information about HIV, PrEP,
acute HIV infection

As group evolves, it will determine agenda

New members may need “booster” of health education information
already provided to entire group

3) SOCIAL NETWORKING (e.g., invitation-only on-line discussion group)

. provide social support, group
connectedness

. provide information about HIV risk
reduction, PrEP, PEP, services, referrals,
etc.

Share information on non-medical services

Share information on PrEP, PrEP side effects, PEP, acute HIV
infection, HIV risk reduction

Discuss PrEP adherence, including specific problems with adherence

When postings require a more detailed response than available on
webpage, members can be encouraged to attend next on-site support
group to discuss

Post reminders for on-site support group meetings and activities

4) SMS MESSAGING

. send health-supportive messages (*“cues to
action”)

each participant to receive SMS texts from study

content of messages to be decided in study-specific support groups
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