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Strengths and limitations of this study

►► The study is prone to selection bias as partici-
pants were required to use an online platform for 
participation.

►► We were not able to link the specific demographic 
characteristics of participants with their focus group 
narratives due to the nature of the audio recording 
and the focus group discussion.

►► Results from this study can inform the design and 
implementation of gender-affirming and culturally 
tailored approaches to HIV research with transgen-
der women.

Abstract
Objectives  Transgender women (TW) are highly burdened 
by HIV infection in the USA. Research is needed into 
drivers of the HIV epidemic for TW, including longitudinal 
studies to identify risks for incident HIV infection and 
optimal intervention targets. This formative research 
sought to understand TW’s experiences with, perceptions 
of and barriers and facilitators to HIV research participation 
to inform future research implementation.
Design  Between August 2017 and January 2018, five 
online synchronous computer-mediated focus groups were 
conducted in English and two in Spanish. Recruitment 
used a mixed format of technology, such as geotargeted 
social media, and non-technology infused methods, such 
as peer referrals. Maximum variation sampling was used 
to enrol participants across a wide range of characteristics. 
Qualitative codes were iteratively developed and applied 
to focus group discussion transcripts by independent 
analysts.
Setting  Participants were recruited from Atlanta, 
Baltimore, Boston, Miami, New York City and Washington 
D.C.
Participants  Participants identified as TW≥18 years and 
resided in one of the six metropolitan areas or outlying 
regions. 33 participants elected to partake in English focus 
groups and eight participated in Spanish-led groups.
Results  The geographically diverse sample had a mean 
age of 41.1 years (SD=13.6), and 34% identified as Black 
African American and 29% as Hispanic/Latina. Social 
and economic factors were found to shape HIV research 
participation for TW. Barriers to HIV research participation 
included limited research opportunities, mistrust, fear 
of mistreatment, safety and confidentiality, competing 
priorities and HIV stigma. Facilitators to HIV research 
participation were peer involvement and engagement, 
monetary and non-monetary incentives, flexibility 
and choices, multiple modalities and methods, and 
transcenteredness.
Conclusion  It is critical to address the social and 
economic vulnerabilities surrounding HIV research 
participation for TW. Results from this study can inform 
the design and implementation of gender-affirming and 
culturally tailored approaches to HIV research with TW.

Introduction
In the USA, transgender women (TW) are 
highly burdened by HIV infection with an esti-
mated 21.7% HIV prevalence (meta-analysis), 
a 34.2-fold increased odds of HIV relative to 
the general adult population.1 Research is 
needed into the drivers of the HIV epidemic 
and specific vulnerabilities facing TW to 
identify optimal targets for interventions to 
reduce HIV disparities for this key popula-
tion.2 While some longitudinal research has 
been implemented with TW,3 4 assembling 
a large multisite longitudinal cohort study 
represents a crucial step towards advancing 
the scientific evidence-base about HIV inci-
dence and predictors of HIV seroconversion 
for TW. To effectively recruit, enrol and retain 
a multisite cohort of HIV risk among TW, it 
is important to first identify and understand 
barriers and facilitators to research participa-
tion for this population.

Factors shaping research participation for 
marginalised communities are multifacto-
rial.5 6 While existing studies have provided 
a broad overview of general facilitators and 
barriers to TW’s engagement in research,2 7–9 
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they have not explicitly delved into specific mechanisms 
for facilitating participation of TW in longitudinal study 
designs for HIV research. Further, to our knowledge, 
perceived acceptability of in-person and online methods 
for cohort creation have not yet been assessed. Several 
studies have demonstrated that it is feasible to recruit, 
enrol and retain ‘hard to reach’ populations in HIV 
research using online methods.10 11 Online methods can 
yield diverse samples of transgender individuals who may 
not otherwise be reached with in-person methods.10 One 
study on black young men who have sex with men (MSM) 
and TW ages 16–21 in D.C. reported the use of contem-
porary technology as a key facilitator to research recruit-
ment and participation. However, even using online 
methods, participants stressed the need for transpar-
ency in communication of study procedures and recom-
mended using peer recruitment techniques to facilitate 
transgender participation.12

This study sought to characterise TW’s first-hand expe-
riences participating in research, perceptions of HIV 
research and actual and perceived barriers and facilita-
tors to HIV research participation, including a longitu-
dinal cohort and study designs using combined in-person 
and online methods. The findings can be used to inform 
engagement of TW into longitudinal HIV research 
studies, including observational cohorts and interven-
tional trials.

Methods
Participants and procedures
This formative research was conducted to inform the 
enrolment of a multisite, longitudinal cohort of TW in 
the eastern and southern USA targeting six high-risk 
cities: Baltimore, Washington DC, Boston MA, New York 
NY, Atlanta GA and Miami FL. The goal of the cohort 
is to characterise risk factors for HIV infection, access to 
biobehavioural HIV prevention methods and linkage to 
care for those who HIV seroconvert for the purposes of 
informing evidence-based and acceptable interventions 
to reduce HIV incidence for TW.

Between August 2017 and January 2018, five focus 
groups were conducted in English (n=33) and two 
in Spanish (n=8). Recruitment used a mixed format 
of technology and non-technology infused methods. 
Technology-infused methods included social media, 
such as Facebook, and websites such as Craig's List. Non-
technology methods included peer referrals, referrals 
from study staff and clinic-based referrals. Maximum 
variation sampling was used to enrol participants across 
a wide range of race, ethnicity, age, geographic residence 
and gender transition/affirmation. Sampling continued 
until data saturation occurred wherein redundancy was 
identified in the data being collected.13

Focus groups used synchronous computer-mediated 
communication (CMC; ‘online focus groups’).14 A CMC 
focus group method was selected to enable the convening 
of TW participants across the six cities, and to overcome 

challenges documented in prior research with TW such 
as costs and logistics associated with transportation to and 
from a physical locale.9 Focus groups comprised partic-
ipants from across all six research sites. Prior to enrol-
ment, candidate participants were screened for eligibility: 
TW based on the two-step method15, ages ≥18 years and 
reside in one of the six metropolitan areas or outlying 
regions. Participants were verbally consented in the 
language of their choice (English or Spanish) and had 
the option to use video or upload a photograph if they 
preferred to be seen by other participants. Discussions 
were led by one to two facilitators, used audio commu-
nication to avoid delays associated with typed CMC and 
followed the best practices set forth for CMC qualitative 
research.11 16 A professional online meeting provider was 
used to maximise security, provide audio recording and 
offer telephone call-in options for participants who did 
not have internet access. Groups were facilitated by two 
experienced research staff who were either members of 
the transgender community or were cisgender women 
allies.

At total of 74 individuals were screened for eligibility, 70 
were deemed eligible and among them 41 (58.6%) partic-
ipated. Among the 29 (41.4%) that did not participate, 
16 (55%) did not attend because they either forgot or 
had scheduling conflicts, 4 (14%) had technology chal-
lenges and 9 (31%) did not partake for unknown reasons. 
Participants received a US$40 incentive for focus group 
completion.

Boston Children’s Hospital, the research partner, ceded 
review to the Johns Hopkins School of Public Health as 
the prime recipient of the funding.

Patient and public involvement
A Community Advisory Board (CAB) consisting of TW 
from the six study locations (New York City, Miami, Balti-
more, Washington D.C, Boston, Atlanta) provided a 
community review approving the study.

Measures
A semistructured discussion guide was used during data 
collection. The domains outlined were: general knowl-
edge, attitudes, perceptions on sexual health research for 
TW, research participation and perspectives, recruitment, 
study materials and communication, and study retention. 
Several cross-cutting themes arose throughout the coding: 
safety, general confidentiality concerns, respectful treat-
ment, study staff training and involvement of transgender 
peers in research. Probes within each domain sought to 
elicit deeper understanding of each topic area.

Data analysis
Qualitative analyses were iterative in nature, bringing 
in results and new questions raised from earlier focus 
group discussions (FDGs). An iterative, analytic method 
followed Crabtree and Miller’s five-step approach to 
qualitative interpretation: (1) describing, (2) organising, 
(3) connecting, (4) corroborating and 5) representing. 
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Table 1  Demographic characteristics of focus group 
participants (n=41)

Demographic characteristic Participants N (%)

Mean age (SD, range) 41.1 (13.6, 21–70)

Race

 � White 14 (34.1%)

 � Black 14 (34.1%)

 � Asian 2 (4.9%)

 � More than one race or other 11 (26.8%)

Hispanic/Latina 11 (26.8%)

City

 � Atlanta 7 (17.1%)

 � Baltimore 9 (22.0%)

 � Boston 4 (9.8%)

 � Miami 5 (12.2%)

 � New York City 5 (12.2%)

 � Washington, D.C. 11 (26.8%)

Regular debriefing meetings were held with focus group 
facilitators to identify preliminary findings and facilitate 
an iterative data analysis.17 An initial template of codes was 
developed based on core domains described above. Codes 
were applied to deidentified FDG transcripts using NVivo 
software by three independent analysts. The analysts 
each identified new codes as they emerged. Summaries 
of major themes and distinctions were developed across 
subgroups. Corroboration included discussing prelimi-
nary findings with the CAB.

Results
Table 1 highlights the sample’s demographic characteris-
tics by individual focus group. The mean age of the sample 
was 41.1 years (SD=13.6, range=21–70). The majority 
identified as people of colour: 34% black, 27% more than 
one race, 5% Asian and 34% white. Ethnically, 29% clas-
sified themselves as Hispanic/Latina. Geographic repre-
sentation was well dispersed with 17% from Atlanta, 22% 
Baltimore, 10% Boston, 12% Miami, 12% New York City, 
and 27% from Washington D.C.

Table 2 provides numbered quotes from select partici-
pants in the FDGs in the following results.

Research participation
Approximately one-third reported prior first-hand 
involvement in research. Of these, most participated in 
studies that asked them about their gender identity and 
being transgender in the context of research on discrimi-
nation and HIV risk, prevention and/or treatment. Most 
TW expressed mixed sentiments about prior research 
participation, with varied experiences (Quote #1). Among 
those who had participated in HIV research, there were 
critiques about the length of surveys, the repetitiveness of 
questions and the content of items. For some, questions 

were too personal to be answered; for others, survey 
questions were too shallow or ‘not relevant’ to their 
everyday lives. Spanish-speaking focus group participants 
mentioned experiences with inaccurate translations in 
consent forms and survey instruments.

Barriers to participating in HIV research
Barriers to HIV research participation encompassed six 
themes largely related to social and economic vulner-
abilities: limited opportunities, research mistrust, fear 
of mistreatment, safety and confidentiality, competing 
economic priorities and HIV stigma.

Limited opportunities
Participants generally described willingness to participate 
in HIV research. However, participants described the 
invisibility of TW in HIV research due to the common 
practice of collapsing TW into the category of MSM. TW 
perceived limited opportunities for research participa-
tion specific to TW (Quote #2). Some TW reported being 
excluded from research studies due to being transgender 
(Quote #3). Where opportunities for participation were 
available, TW highlighted the narrow topics for partici-
pation. TW also were interested in studies on access to 
healthcare, mental health, intimate partner violence, 
long-term effects of hormone therapy and careers and 
employment.

Research mistrust
Research mistrust was often described in relation to 
historically being marginalised and ignored by medical 
communities (Quote #4). TW perceived that researchers 
withhold information and do not disclose ‘what the value 
will be of their being researched’ and ‘what you would 
do with the information that you get’ (FGD#4). Feeling 
‘used’ by researchers was commonly discussed in not 
hearing about findings from research they participated 
in (Quote #5). Several participants discussed wanting to 
avoid ‘that guinea pig feeling’ (FGD#4). Lack of clarity 
and transparency in communication by researchers 
contributed to TW mistrust. One participant raised this 
issue specifically about recruitment: “Even with this study, 
I know there’s non-binary people who weren’t sure based 
on the language that was used in the announcement, 
if they were eligible to take this survey because they’re 
on the transgender spectrum but they don’t identify as 
women” (FGD#1). Lack of specificity about inclusion and 
exclusion criteria heightened mistrust, including whether 
‘transgender’ research studies are open to people with 
both binary (eg, female) and non-binary (eg, gender-
fluid) identities.

Fear of mistreatment
Fear of mistreatment, or anticipating experiences of 
prejudice and discrimination, was described as a barrier 
to research participation. Several participants reported 
avoiding HIV research because someone they knew 
had a negative experience (Quote #6). The term ‘trig-
gered’ was used by several participants when describing 
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Table 2  Selected participant quotes: barriers and facilitators to research participation for transgender women

Theme Quote # Quote Focus group #

Barriers

Research participation 1 “I have participated in different studies over the course of a few years and what I find is 
that most of the studies are asking primarily the same questions for the trans community 
and everything is based around stigma and medications and things like that, but there are 
so many other things and barriers that I feel like that could be addressed.”

5

Limited opportunities 2 “I personally think that it’s just a lack of availability. There’s just not too much research 
being done, and if there is, it’s just not publicized enough.”

3

 �  3 “I couldn’t find any [research] that I qualified for. There were a lot of, like, gendered things 
involved…and so I realized that that wasn’t really a path that I could really take unless it 
was specifically for, like, trans people.”

1

Research mistrust 4 “Until recently there just wasn’t any motivation to study this kind of thing … Like, nobody 
was willing to listen. Like, in the medical community, I mean.”

4

 �  5 “…they come to do a focus group and then they ask you an array of questions but for 
certain projects, but then when it's over, they don’t give you what the outcome is for what 
they took the focus group for.”

2

Fear of mistreatment 6 “I know of someone who did a research study specifically targeted towards trans women 
who came out of it identifying it as a traumatizing experience… she was misgendered 
constantly by all of the staff that were interacting with her … it got to a point where she 
felt incredibly uncomfortable around everyone, but stayed with it to get through the end 
of the study because she was already too far in and didn’t want to, like, A, needed the 
money, and then B, felt too uncomfortable to, like, say something.”

1

Safety and 
confidentiality

7 “There’s some neighborhoods in the city where I would not be welcome, and there’s 
some neighborhoods in the city where I can just hang out and do my thing. You know, it 
needs to be somewhere that the participants would consider to be a safe neighborhood 
for trans people to be in.”

1

Competing economic 
priorities

8 “Well I mean until you have adequate housing and a job, I mean you’re a little less likely 
to want to enter into any [research] groups or things like that and everything.”

5

 �  9 “Van a dejarse de ganar no $800, por ejemplo $600, salgo perdiendo. No Hello! Me voy” 
(English translation: “They will stop earning $800, and for example will earn $600. I lose. 
No hello! I am going.”)

7

 �  10 “It’s hard trying to get around with transportation around different places if you don’t have 
a car or either if you’re riding the train, you still need money to get on the train. So I don’t 
want to go from one place to all the way to NIH to get $20 dollars. That’s really not worth 
the time.”

2

HIV stigma 11 “ ‘Well we’re going to talk about AIDS.’ Oh girl, well everybody’s going to be quiet then.” 5

 �  12 “Not all of us are forced into the sex trade and having to give up our bodies and 
everything in order to transition. That is where a lot of the HIV resides, is in people that 
have–are being forced into that and that is what needs to be addressed, not the resultant 
effect if them getting HIV but why did they have to get there in the first place? And if 
you’re not going to address that, I don’t want to be part of this!”

4

 �  13 “Como cuando usted está haciendo la encuesta, no hay suficiente confianza y mienten 
en cuanto a cómo a enfermedades de transmisión sexual y hay gente que cuando 
termina la encuesta le dice a la persona que, digamos que le va a tomar la muestra de 
sangre, que donde pueden pasar consulta, o sea son cosas que se dan por falta de 
confianza.” (English translation: “Like when you are doing the survey, there is not enough 
trust and they lie about how to sexually transmitted diseases and there are people who 
when the survey is finished tell the person that, let's say they are going to take the blood 
sample, that where they can pass query, that is to say they are things that are given by 
lack of trust.”)

6

Facilitators

Peer engagement 14 “If I were to walk into, like, a building or an organization or a place of business and the 
people dealing-like at least some of the people dealing with me are trans, that raises my 
comfort level times, like, a million.”

1

 �  15 “One of the interviewers that I had for several of the different interviews that I came in 
for, she was a trans woman. That was absolutely the best because I felt completely 
comfortable sharing everything with her.”

3

 �  16 “It helps me to be able to see that there is someone that’s been through the experiences 
that I’m going through at the moment with society. And, you know, just being a 
transwoman on the day to day basis with the barriers that we have to face.”

2

Continued
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Theme Quote # Quote Focus group #

Monetary and non-
monetary incentives

17 “You can get a lot of people involved when you tell them it’s a coin involved. Some type 
of incentive to make you want to come and do that.”

2

 �  18 “I think that—I don’t know how I want to word this—a lot of trans people just want to tell 
their story… I think that that’s part of why we will jump on opportunities to meet up with 
other trans people and will meet up in communities and will—whether those communities 
are physical or digital. And, so, making it clear that part of why you’re there to listen as far 
as you want to have somebody involved in your research is because you really want to 
take their story and to work with it and to get out of it and to help other people.”

4

Flexibility and choices 19 “I think that having as many options as possible, obviously is the best route. But I think, 
obviously, like a lot of trans people would have, like, reservations about interacting with 
people specifically about their transness. And so I think the online thing is great, but at 
the same time, for me, it’s the phone call—like it was like, ‘Email or phone call?’ and I 
was like, ‘Phone call,’ because I'll be able to find out immediately if, like, this is a thing I 
can do.”

1

Multiple modalities 
and methods

20 “I think having an online one [screener for eligibility] would be less intimidating for a lot of 
people.”

1

 �  21 “I do totally agree that, you know, talking about the Facebook and all that is great. But 
you have a lot of transgenders now who clearly are not on that level.”

2

Transcenteredness 22 “Right at the beginning, when they’re trying to figure out if they want [you] or not, they’ll 
have their list of things that you need to mark on to say what you are, your identity for this 
particular study. And if that’s worded in such a way that it only fits binaries, it basically 
starts jamming you into these boxes, you can pretty easily tell that [it) isn’t going to be a 
trans-friendly survey.”

1

Table 2  Continued

potential research participation. Fears of rejection or 
exclusion were also discussed in the context of meeting 
or not meeting eligibility criteria for research studies.

Safety and confidentiality
Concerns about safety and confidentiality emerged. Phys-
ical safety was discussed in relation to the location of 
study visits (Quote #7). Confidentiality concerns largely 
focused on being ‘outed’ as transgender due to partic-
ipating in a research study for TW. One participant 
distilled this theme: “It all dials right back to safety and 
feeling secure, because why put yourself in a situation 
that could possibly be detrimental to yourself?” (FGD#4). 
Spanish focus group participants discussed immigration 
issues as a barrier to participation in HIV research, specif-
ically safety concerns related to having an undocumented 
status.

Competing economic priorities
TW perceived that researchers do not ‘know’ or ‘under-
stand’ the realities facing TW communities, especially 
those related to poverty. Many TW described competing 
economic priorities, such as securing stable housing and 
food security (Quote #8). Those who were employed 
prioritised their job and did not want to jeopardise it. Not 
being adequately incentivised/reimbursed emerged as a 
theme. Participants lacked motivation to participate when 
incentives were not adequate. This was especially true for 
TW engaged in sex work because of the potential to make 
more money for the same amount of time (Quote #9). In 
general, TW felt that incentives/reimbursements do not 
take into account the time it takes to commute to/from a 

study visit. This was highlighted in discussing transporta-
tion as a barrier (Quote #10).

HIV stigma
Participants discussed the high levels of HIV stigma in the 
TW community. HIV stigma was felt to impact participation 
in HIV research (Quote #11). TW articulated the impor-
tance of designing HIV research for TW with consideration 
for HIV stigma or “you’ll run the people off” (FGD#5). 
One participant responded very negatively about HIV 
research, illustrating the HIV stigma within the commu-
nity and the ways that the constant focus on HIV in TW 
communities perpetuates both TW marginalisation and 
HIV stigma (Quote #12). Participants also cautioned how 
stigma pertaining to sexual health may influence survey 
responses, particularly accuracy of answers: “If it’s about 
sexual health, you may have people who aren’t willing to 
like, be completely truthful about things because of stigmas 
and things like that” (FGD#1). Trust emerged as vital 
to combat the barrier of stigma in sensitive health topics 
related to sexuality (Quote #13).

Facilitators to TW research participation
Facilitators to research participation were peer engage-
ment, monetary and non-monetary incentives, flexibility 
and choices, multiple modalities and methods, and 
transfriendliness.

Peer engagement
Peer engagement was a facilitator to HIV research 
participation across all focus groups (Quote #14). One 
participant described an empowering experience she 
had in HIV research with a staff member who was a TW 
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herself (Quote #15). Interacting with peers increased 
perceived safety due to the shared experience of being 
transgender (Quote #16). Having peers meaningfully 
involved as paid research staff and/or members of a 
CAB seemed to be a strong indicator for a participant’s 
willingness to be recruited for an HIV study and partic-
ipate in a longitudinal research study.

Monetary and non-monetary incentives
Monetary incentives were a facilitator to HIV research 
participation (Quote #17). Cash incentives had the 
highest acceptability, followed by gift cards. Waiting to 
receive an incentive after participating in a study, for 
example, having it sent via mail, was not acceptable. Non-
monetary incentives were also discussed. The feeling of 
being part of a broader community, and to contributing 
one’s ‘voice’ and ‘story’ arose as a theme (Quote #18). 
Other non-monetary incentives mentioned were social 
events, gifts, poststudy resources such as linkage to 
hormones and free medical care including HIV testing.

Flexibility and choices
Flexibility arose as an important principle of working 
with TW and facilitating research participation. This 
was mentioned in relation to flexible scheduling 
for appointments and study visits, and the ability 
to reschedule quickly. Drop-in study visits were also 
suggested. Related to flexibility was the topic of 
offering options and choices for TW in study protocols 
and procedures. One participant described this when 
discussing preferences for telephone-based or online-
based screening for study eligibility (Quote #19).

Multiple modalities and methods (eg, in person and online)
The importance of multiple modalities for HIV research 
participation arose in relation to discussing perceived 
acceptability of online and in-person methods. For 
some, online methods were seen to facilitate participa-
tion (Quote #20). For others, there was a preference 
for in-person participation. There was awareness across 
all focus groups that access to the internet and tech-
nology literacy were challenges for some subgroups of 
TW vulnerable to HIV, particularly for economically 
disadvantaged TW and/or TW of colour (Quote #21). 
There was an emphasis on the need for multiple modal-
ities and methods to reach different subsets of TW 
communities. Age-related considerations emerged with 
younger TW most comfortable with online technology 
and methods.

Transcenteredness
Participants described reading cues in the environment 
to assess the extent to which the research was going to be 
‘transfriendly’ (Quote #22). TW believed that respectful 
treatment can only occur when the study team members 
are trained adequately. Not misgendering participants, 
using correct names, and displaying cultural humility 
were areas recommended for training. Transcentered-
ness was often linked to the cross-cutting theme of 

involving peers in research, as peers were perceived to 
understand and have lived similar experiences. Several 
TW also pointed out that even peers need appropriate 
training to treat participants with respect, including 
how to navigate boundaries and potential challenges 
they may face with peer-to-peer research interactions.

Discussion
This study found that multiple factors shape HIV 
research participation for TW, particularly social factors 
such as stigma and economic issues including competing 
priorities, corroborating findings from prior research 
with TW.7 9 While TW share some barriers and facilita-
tors to research participation with other marginalised 
groups,5 6 results highlight the importance of leveraging 
both social (eg, peer engagement) and economic (eg, 
incentives) factors to facilitate TW research participa-
tion. Specifically, gender-affirming and culturally tailored 
approaches to HIV research will need to collaborate with 
TW communities to address barriers and enhance facil-
itators for HIV research participation, especially those 
which are uniquely experienced by TW. Further research 
is warranted to understand the weight or impact that 
specific barriers and facilitators have on research partici-
pation for TW in order to overcome them.

Scarcity of transgender-specific research and 
restricted range of study topics are perceived as social 
exclusion by TW. Previous discrimination experienced 
in medical contexts fuels mistrust of research and fear 
of mistreatment for TW. Medicine has historically 
pathologised and stigmatised TW health needs. In 
HIV research, the legacy of mistrust is specific to TW 
having been categorised as MSM.18–20 TW did not trust 
researchers to consider their specific safety and confi-
dentiality concerns such as their physical safety in terms 
of geographic location of research sites (potential expo-
sure to violence) and emotional safety and confiden-
tiality (concerns of being ‘outed’). The fear of being 
outed is closely linked to HIV stigma and also emerged 
as a barrier to research participation, consistent with 
prior research.9 Specifically, TW in this study did not 
want to be perceived by others in their network as HIV 
positive or at risk for HIV due to their participation in 
HIV research. Therefore, asking about health and well-
ness beyond HIV, and having different surveys for varied 
health domains, was suggested as strategies to minimise 
this barrier and increase TW research participation.

TW perceived a lack of transparency and clarity in 
communication from researchers which heightened 
community mistrust. Non-transparency was mentioned 
in relation to defining study eligibility and substantiates 
previous research.7–9 21 Presenting information about 
study inclusion and exclusion criteria in a clear manner 
that is respectful is crucial for building trust. Further, 
the lack of access to the results of research that TW 
participate in has raised suspicion among TW commu-
nities of researcher motives. Mistrust of researchers is 
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more than failing to disseminate findings back to TW 
communities. Rather, there is a perception that other 
populations, such as MSM, have largely benefitted 
from the research that TW participate in while TW do 
not, given the ongoing absence of transspecific inter-
ventions. Findings suggest that building trust between 
TW and medical and research communities will take 
time and will ultimately be cultivated with transparent 
study procedures that address safety and confidentiality 
concerns of TW.

In addition to social barriers, economic vulnerabil-
ities (eg, housing, food, transportation needs) may 
prevent research participation for TW, consistent with 
other marginalised communities.5 6 As found in prior 
TW research,2 monetary incentives (ideally cash) for 
participation and for transportation are facilitators to 
research engagement for most TW. However, in the 
context of economic marginalisation, and the potential 
for higher earnings in sex work for some TW, incentives 
not appropriately tailored to TW may not be enough to 
overcome competing priorities and encourage research 
participation. These economic barriers suggest the 
need to tailor incentives for TW to enhance participa-
tion in HIV research to ensure adequate compensation.

Facilitators to research participation identified are 
those factors which address the social and economic 
contexts facing TW. ‘Transcenteredness’ emerged as 
a basic and important tenet. TW wanted to be at the 
centre of the research enterprise, rather than having 
to fit into a rigid system which lacks knowledge of the 
community’s culture and values. Against this back-
drop, the current study identified flexibility and 
choice as facilitators to TW research participation. 
The ability to choose whether and how to participate 
and interact with researchers (eg, in person or online 
modalities) increased feelings of safety and trust. Flex-
ibility in scheduling (eg, easy rescheduling, variety of 
hours and days of operation) can be a signal to TW 
that researchers are respectful of TW time and needs. 
Having increased control over their experiences in 
the study may be an important facilitator to participa-
tion.22 ‘Choice’ emerged as a central theme for TW in 
this study (eg, being able to choose incentives, electing 
how to interface with the study team). A hallmark of 
informed consent is the voluntary nature of research 
participation. Maximising the extent to which TW feel 
control over their experiences in the research setting by 
having choices will facilitate participation.

Participants discussed peer engagement as vital to 
TW research participation, corroborating previous 
studies.7–9 Examples were engaging TW peers in recruit-
ment, collaborating with local transgender community-
based organisations, hiring TW as staff members and 
engaging a CAB to guide the research. Peer involve-
ment was felt to provide a more affirming environ-
ment, ultimately increasing comfort and building trust. 
Social events for TW were endorsed as non-monetary 
incentives for research participation. Peers’ negative 

experiences with stigma and mistreatment (eg, misgen-
dering) in research were a deterrent to participation. 
This finding highlights the role of social networks in 
TW research participation, both as potential facilitators 
and potential barriers. Involving TW communities in 
the study, including as paid staff, is important to ensure 
that multiple community perspectives are captured.

TW emphasised the need for transcompetent research 
environment, consistent with prior research.7–9 21 Trans-
gender people often ‘scan for safety’ meaning look 
for cues that indicate safety and competency to them. 
Hands-on training for research staff about transgender 
health needs, stigma and culture (eg, names, pronouns, 
dead naming, misgendering) is essential. Staff members 
need to understand TW lived experiences, including 
barriers and facilitators to research participation. 
Training should be given to staff in how to sensitively 
communicate qualifications to participate in a research 
study. Research scripts and procedures can be perceived 
as microaggressions or as perpetuating stigmas because 
they appear rigid and inflexible. For TW, engaging in 
research, even just being screened for eligibility, comes 
with the possibility of rejection and exclusion. If an indi-
vidual is not eligible to participate, having alternate activi-
ties to engage in (eg, other studies to refer to, community 
referral programme where TW can receive stipends) is 
important. To encourage TW communities to participate 
in research, it is crucial to gain trust, ensure safety and 
address confidentiality concerns.

There are several limitations to this research. The study 
is prone to selection bias as participants were required 
to use an online platform for participation. While the 
proportion of those who reported technological chal-
lenges as a barrier to participation was low, it is possible 
that those TW who are less comfortable or inexperienced 
using this technology may have been missed. We were not 
able to link the specific demographic characteristics of 
participants with their focus group narratives due to the 
nature of the audio recording and the FDG. At times, it 
was difficult to discern what a participant was saying due 
to overlapping conversations. The same facilitator was 
not present for all group discussions; while all facilitators 
were trained to ensure consistency, there is the possibility 
that this potentially increased variability in questions and 
probes across discussions. Finally, there was no recording 
of non-verbal reactions or cues for field notes.

Conclusion
Longitudinal studies, whether observational or inter-
ventional, are a powerful research design to study expo-
sures and outcomes over time among TW. To conduct 
these studies, it is important to know what methods are 
acceptable to enrol and retain TW participants. It is 
an imperative to safeguard longitudinal studies against 
threats to internal and external validity, such as intro-
duction of bias related to selection and to differential 
loss to follow-up. Understanding TW experiences and 
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perceptions of research participation can provide valu-
able insights to inform strategies to reduce potential 
biases and contribute to the evidence-base of HIV risks 
and resiliencies.

HIV is not equally distributed across all TW: TW of 
colour and of economic disadvantage are particularly 
susceptible. Thus, refining strategies to reach highest risk 
groups is vital. The multiple social and economic barriers 
to research participation found in this study can inform 
gender-affirming and culturally tailored approaches to 
HIV research with TW. Researchers must consider context 
and the ways that stigma and other vulnerabilities mani-
fest for TW in the research environment. Anticipated 
stigma—wherein stigmatised people expect to experi-
ence prejudice and discrimination23—has been shown 
to lead to avoidance of healthcare among transgender 
people24; the current study extends anticipated stigma 
to avoidance of HIV research settings for TW. Findings 
from this study can be leveraged for future HIV research 
to mitigate common barriers and enhance facilitators to 
TW research participation.

Article’s summary
This study examines the specific mechanisms for facili-
tating participation of TW in longitudinal study designs 
for HIV research.
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