Journal of Racial and Ethnic Health Disparities
https://doi.org/10.1007/540615-022-01340-4

=

Check for
updates

HIV Prevention Research Experiences Among Men Who Have Sex With
Men and Transgender Persons of Color

Aparna Alankar’ - Jamir Tuten’ - Travis Love’ - Jennifer Punsal’ - Shobha Swaminathan' - Amesika N. Nyaku'

Received: 25 March 2022 / Revised: 23 May 2022 / Accepted: 24 May 2022
© The Author(s) 2022

Abstract

Purpose Black and Latinx MSM and transgender POC disproportionately experience new HIV diagnoses. Determining
effective HIV prevention methods requires the inclusion of these communities in research and thorough post-trial experience
evaluations. This study sought to evaluate the experiences of Black and Latinx MSM and transgender POC in HIV preven-
tion research and identify facilitators and barriers to continued trials participation.

Methods A survey was developed in partnership with the community engagement team based on emerging themes during
research participant check-ins with the team. The survey was built in REDCap and distributed to participants via text mes-
sage. The survey assessed experiences with the research process time commitments, study responsibilities, compensation,
experiences with Truvada®, characteristics of the research study team and site, barriers to continued study participation,
willingness to participate in future studies, and overall satisfaction. All statistical analysis was completed in Stata.

Results Forty-four participants were enrolled in the study. Most participants (98%) were satisfied with their experiences
in HIV prevention research. Job or school schedules were the most frequently cited barrier to study participation while
Truvada® provision and adequate study visit compensation, length, number, and frequency were facilitators. Participants
reported that research staff made them feel comfortable when talking about sexual behaviors, alcohol use, mental health,
drug use, housing problems, violence in relationships, and legal problems.

Conclusions Evaluating the experiences of key communities in HIV prevention research can help identify barriers and

facilitators to clinical trials engagement and improve the design of future trials.

Introduction

Black and Latinx men who have sex with men (MSM) and
transgender persons of color (POC) are disproportionately
affected by HIV in the USA [1]. Despite overrepresenta-
tion among new HIV diagnoses, Black and Latinx MSM
and transgender POC have relatively low participation in
HIV prevention trials [2-4]. A study conducted by the HIV
Vaccine Trials Network (HVTN) examined enrollment
trends of racial/ethnic minorities in 43 Phase 1 and Phase
2A HIV prevention vaccine clinical trials conducted from
2002 to 2016 in the USA [3]. In comparison to a similar
study conducted by Djomand et al. which focused on trials
from 1988 to 2002, the HVTN study found that although
there were increased percentages of racial/ethnic minorities
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enrolling in HIV prevention vaccine clinical trials (fluctuat-
ing between 17 and 53%), the increase was not proportional
to the number of new HIV diagnoses among these groups
[3, 4]. Richardson et al. conducted a study of NYC residents
who identified as Black MSM and transgender women and
found that out of 189 participants, 75% were aware of HIV
vaccine trials but only 5.7% had participated themselves and
only 9.5% knew someone else who had participated in a HIV
vaccine trial, limiting internetwork referrals [2]. Castillo-
Mancilla et al. administered a similar survey among adults
living with HIV who were attending AIDS Clinical Trials
Group-affiliated clinics in the USA and Puerto Rico [5].
Castillo-Mancilla et al. found that compared to White adults,
Black or African American and Hispanic adults were “less
likely to have been talked to about participating in a study”
(76% vs. 67% and 67%, respectively; p=0.001) and more
likely to state that “studies were not friendly to their race
or ethnicity” (4% vs 17% and 10%, respectively; p=0.001)
[5]. Engaging these communities in the clinical trials phase
continues to be key to developing acceptable HIV prevention
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methods. Assessing trial experiences and investigating barri-
ers to clinical trials participation may contribute to increased
clinical trials participation. The goal of this study was to
investigate barriers, facilitators, and satisfaction with par-
ticipation for Black and Latinx MSM and transgender POC
in HIV prevention studies evaluating novel HIV prevention
methods for these communities.

Methods
Participants

The study was restricted to cisgender MSM and transgen-
der persons who had participated in HIV prevention clinical
research studies conducted at New Jersey Medical School
Clinical Research Center (NJMS CRC). All participants
were at least 18 years of age. Participants were recruited
from the directory of HIV prevention study participants
that had consented to be contacted for future research stud-
ies. Eligible individuals were contacted via phone or social
media by the research team and interested individuals
received a text message link to the study specific consent
and survey. Each participant had to review and complete the
electronic informed consent prior to initiating the survey.
The study was approved by the Rutgers University Institu-
tional Review Board.

Survey

The survey was developed by the study team and collected
demographic information such as age, gender, race/ethnic-
ity, and the HIV prevention study in which the respondent
participated. Gender was collected with one question asking
participants to self-identify their gender as “male,” “trans-
woman,” “transman,” and “other, please describe.” Specific
questions about sexual orientation and sexual behaviors
were not asked as the sample of potential participants was
taken from parent studies that only enrolled cisgender men
or transgender persons that had sex with individuals with
a sex assigned at birth of male in the preceding 6 months.
For the purposes of the analysis of the survey responses,
a participant was categorized as MSM if they were not a
transgender person. In order to assess barriers, facilitators,
and satisfaction with the research experience, the team cre-
ated questions based on recurring themes that participants
volunteered during their periodic check-in sessions with the
community engagement team. The community engagement
team was compromised of individuals with shared racial,
ethnic, gender, and/or sexual orientation as the study par-
ticipants and these check-ins frequently occurred as a part of
the protocol-defined risk reduction counseling portion of the
study visit. Additionally, as needed, ad hoc check-ins were
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conducted by phone, virtually, and in-person. Questions
were constructed to assess experiences with the research
process time commitments, study responsibilities, compen-
sation, experiences with Truvada®, characteristics of the
research study team and site, barriers to continued study
participation, and willingness to participate in future studies.
Responses were assessed using a 3-point or 5-point Likert
scale and took about 5 min to complete. Questions evalu-
ating overall satisfaction were devised using concepts that
emerged after conducting a literature search of other studies
evaluating satisfaction with HIV prevention research studies
among Black and Latinx MSM and/or transgender persons
[6-9]. The survey instrument was pretested with research
staff at NJMS CRC for clarity of wording and accessibil-
ity on multiple devices, including cell phones, laptops, and
tablets. Pilot testing with five participants among the general
population was also performed. The study was created and
distributed using the REDCap (Research Electronic Data
Capture) tool hosted at Rutgers University [10, 11]. REDCap
is a secure, web-based software platform designed to support
data capture for research studies [10, 11]. The participants
were issued reminders at two weeks and one month follow-
ing initial survey distribution, via text message.

Statistics

The deidentified dataset was downloaded from REDCap
and analyzed in Stata (version 16.1, StataCorp LP, Col-
lege Station, Texas, USA). Demographic and clinical data
was analyzed using descriptive statistics. Continuous data
was described using mean and range. Categorical data was
described using frequency of count. Pearson’s chi-squared
test and Fischer’s exact test were performed to assess statisti-
cally significant differences between groups. There were no
statistically significant differences by age, gender, race, or
study; therefore, the results are reported in aggregate.

Results

Attitudes towards HIV prevention trial
responsibilities and compensation

Of the cisgender MSM and transgender participants enrolled
in HIV prevention studies at our site, 117 participants had
consented to be contacted for future research opportuni-
ties and all were contacted between March and June 2020.
Of the 117 participants contacted, 44 (37.6%) participants
completed the survey. The racial/ethnic make-up of study
participants was as follows: 20 (48%) Black or African
American participants, 10 (24%) Hispanic or Latinx par-
ticipants, 6 (14%) White participants, 4 (10%) Asian or
Pacific Islander participants, and 2 (5%) Native American
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or American Indian participants. Two participants did not
indicate their race. There were 39 cisgender MSM and 5
transgender women enrolled in the study and the mean age
was 31 years, ranging from 23 to 54 years.

Perception of study logistics

Participants were asked their satisfaction with the time com-
mitment required to be in the study (Fig. 1). No partici-
pants reported that visits were too numerous or too frequent.
Forty-three (98%) were satisfied with study visit length. Par-
ticipant attitudes towards study-specific responsibilities were
rated on a 3-point Likert scale (not important, somewhat
important, very important). Forty-two (98%) participants
reported that completing the study visit was somewhat or
very important, all participants reported that communicating
with the team was somewhat or very important, all partici-
pants reported receiving the study medications was some-
what or very important, and 31 (90%) participants reported
taking pills every day was somewhat or very important.
Participants were also asked questions about compensation
for their participation (Fig. 1). Seventy-four percent of all
participants felt that compensation was adequate. Fifty-one
percent of all participants indicated that compensation influ-
enced their attendance at study visits. One participant felt
that decreases in compensation caused them to miss study
visits.

Opinions and experience with Truvada
Participants were asked several questions about Truvada®.
Twenty-six (60%) participants had previously been on

Truvada® for pre-exposure prophylaxis and 15 (58%) par-
ticipants had received Truvada® through a research study.

Fig. 1 Participants’ perspectives
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Ninety-five percent of all participants indicated that they
were likely to participate in a research study if Truvada®
was provided.

Experience with research staff and site

Participants were asked about their interactions with
research staff. Ease of contact with research staff was rated
on a 5-point Likert scale (easy to difficult). Thirty-six (84%)
participants indicated that it was somewhat easy or easy to
get in touch with the research team when they needed. Par-
ticipants were also asked to indicate the importance of staff
representing their gender, sexual orientation, and race using
a 3-point Likert scale (not important, somewhat important,
very important) (Fig. 2a). Twenty-one (65%) participants felt
that it was somewhat or very important that staff represent
their sexual orientation, 24 (56%) participants felt that it
was somewhat or very important that staff represent their
race, and 24 (56%) participants felt that it was somewhat or
very important that staff represent their gender. Participants
rated their comfort with discussing sensitive topics with
research staff during their risk reduction counseling sessions
(Fig. 2b). Participants reported that research staff sometimes
or always made them feel comfortable when talking about
sexual behaviors (95%, n=40), alcohol use (95%, n=37),
mental health (89%, n=34), drug use (92%, n=33), hous-
ing problems (92%, n=33), violence in relationships (88%,
n=28), and legal problems (87%, n=26).

Utilization of ancillary resources
NJMS CRC provides non-study-specific ancillary resources

in the research space such as a condom dispenser, event fli-
ers, and a community resource board. The site also hosts

—_—
Study visits  Satisfied with Compensation Decreased
are too compensation influenced visit compensation
frequent attendance caused missed
visits
mYes mNo
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Fig.2 Participants’ attitudes
regarding research staff identity
congruence and comfort
discussing sensitive topics. a
Participants were asked to indi-
cate the importance of research
staff sharing similar identities
to them for their willingness to
participate in research. b Par-
ticipants were asked to indicate
how frequently research staff
tried to make them feel comfort-
able when discussing sensitive
topics

m Not Important

Sexual behaviors

Alcohol use

Drug use

Housing problems

Mental Health

Legal problems

Violence in relationships

0%

Not applicable

multiple community engagement events. Participants’
utilization and attendance at these events was assessed.
Thirty-four (77%) participants said that they used at least
one resource in the space, with the condom dispenser being
most used. The most frequently cited event that participants
attended was the annual holiday dinner which is held in
December at a local restaurant to express our appreciation
to participants for their continued engagement in research
and the mission of the NJMS CRC; 28 (64%) participants
attended.

Barriers to research participation
Participants were asked about issues that would poten-
tially prevent them from continued participation in the HIV

prevention research study over the next year. Participants
could select more than one potential issue. Seventeen (39%)
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participants reported their job or school schedule, 8 (18%)
participants reported possible relocation, 5 (11%) par-
ticipants reported reimbursement, and 4 (9%) participants
reported transportation issues. Twenty (45%) participants
indicated that they did not anticipate any problems with con-
tinued study participation. Additionally, barriers relating to
support, including resistance from partners or family, lack
of social support, and disapproval from support systems,
were not reported as significant barriers to continued study
participation.

Overall satisfaction

Participants were asked to rate their overall research expe-
rience. When asked whether their opinion of the study
changed once they had started the study, 32 (74%) partici-
pants said that they liked the study more, 1 (2%) participant
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said that they liked the study less, and 10 (23%) participants
said that their overall opinion did not change. Forty-two
(98%) participants rated their experience as good or very
good, 39 (91%) participants said that they would partici-
pate in future research studies at the research site, and 41
(95%) participants indicated that they would recommend the
center’s research studies and services to a friend.

Discussion

In this study of the perspectives of cisgender MSM and
transgender persons participating in HIV prevention research
at our site, 70% of respondents were Black and Latinx MSM
or transgender POC and participants reported high levels
of satisfaction with their experience participating in HIV
prevention research studies. Most respondents indicated that
they viewed core study responsibilities, like receiving injec-
tions or taking pills, as somewhat or very important, and
additionally reported feeling satisfied with the study visit
length, time commitments, and compensation. Participants
reported feeling comfortable discussing potentially sensi-
tive topics with staff and the vast majority indicated that
they would participate in future research studies and/or refer
friends for participation. There were no statistically signifi-
cant differences in responses by participants’ sociodemo-
graphic characteristics. Prior studies of Black and Latinx
MSM and transgender POC have documented multiple
barriers to clinical trials participation [2, 12—14]. The most
commonly cited barriers are mistrust of health care provid-
ers and researchers, provider bias, past negative experiences
with the healthcare system, and stigma of being perceived
as living with HIV [12-14]. Additionally, logistical barriers
such as inadequate transportation and insufficient incentives
are impediments to participation [2, 12—14]. Our participants
may not have reported these barriers as they had participated
in National Institutes of Health sponsored HIV prevention
trials and there has been concerted efforts to develop stud-
ies that consider the interests and needs of these communi-
ties when designing the trials [13, 15]. At a local level, we
employed strategies to build community partnerships and
develop cross-cultural competence among our team [12, 14,
16, 17].

Regarding barriers to research participation, our survey
participants reported that job or school schedules and pos-
sible relocation would prevent them from participating in
future research. Other studies have found that conflict with
work and life schedules is an important barrier to participa-
tion [12, 13]. It has been found that higher levels of educa-
tion are generally associated with willingness to participate
in research [18]. In a study of barriers and facilitators of
HIV vaccine and prevention study participation among
young non-Hispanic Black and Hispanic Black MSM and

transwomen, education levels were positively associated
with a willingness to participate in HIV vaccine trials in
the univariate analysis, but became non-significant in the
multivariate analysis [2]. Our study did not determine if it
was job, schooling or both that were potential barriers to
future research participation, and our findings were based
on a non-representative, small convenience sample that
limits any conclusions about the influence of education on
research participation for Black and Latinx cisgender MSM
and transgender POC. Future research in this area should
further evaluate education levels as a potential barrier and
consider the needs of students participating in research in
the study design.

Resistance from partners or family, lack of social sup-
port, and disapproval from support systems have been cited
as potential barriers to research participation for Black and
Latinx cisgender MSM and transgender POC, but these fac-
tors were not reported as significant barriers to study par-
ticipation among participants in our study [2]. Additionally,
a lack of racial/ethnic, gender, and sexual identity congru-
ence of research study staff with participants has been cited
as adversely affecting research participant experiences [13,
19, 20]. Although 56-65% of participants indicated that it
was important that staff represent their gender, race or eth-
nicity, or sexual orientation, over 85% of participants felt
comfortable discussing sensitive topics with the research
team which included discussions about sexual behaviors,
drug use, intimate partner violence, and legal problems. This
finding may be due to high quality of interactions with site
staff, who regularly undergo training in cultural competency
and gender-affirming care [13, 15, 21].

There were several limitations to this research study. The
sample size was small due to a low response rate of 37.6%
and this may have been due to recruitment challenges related
to the onset of coronavirus 2019 pandemic. The sample was
also primarily of cisgender MSM and therefore has limited
representation of transgender participants’ research perspec-
tives. This study may also suffer from non-response bias in
which participants who did not respond to the survey were
more likely to be dissatisfied with the HIV prevention study.
Finally, there is a lack of a validated survey to assess barriers
and facilitators to participation in HIV prevention research.

The numerous studies of the attitudes of Black and Latinx
MSM and transgender POC about biomedical interven-
tions for HIV prevention indicate a generally high interest
in these modalities and a desire for a plurality of options
to allow for the development of a tailored HIV prevention
plan [19, 20, 22-24]. However, the representation of these
communities in clinical trials remains suboptimal. Research
on the barriers and facilitators to clinical trials participa-
tion for HIV prevention among Black and Latinx MSM and
transgender POC is still an emerging field which is particu-
larly lacking in studies that focus solely or predominantly
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on the perspectives of Latinx or other POC. The barriers
to inclusive research participation are not insurmountable
and our study illustrates that carefully constructing studies
and research environments that are welcoming, safe, and
responsive to the concerns of Black and Latinx MSM and
transgender POC can effectively overcome many barriers to
the recruitment and retention of these communities into HIV
prevention research.

Conclusions

Engaging key communities in HIV prevention and clinical
research trials is critical to putting an end to the HIV epi-
demic. Involving community members in the initial design
and conductance of the study will help ensure a satisfac-
tory trial experience for research participants and foster a
long-standing research-community partnership. Conducting
thorough post-trial evaluations and assessing participant
experiences with biomedical interventions, trial responsi-
bilities, and the research site and staff contributes to data-
driven quality control and improvement of future clinical
trial recruitment and retention.
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