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Abstract

The purpose of this qualitative study was to identify barriers and motivators to PrEP uptake from
the perspective of Black and Latina transgender women (TW) who are currently using PrEP to
suggest intervention and outreach activities to increase PrEP uptake in this population. The
Information-Motivation-Behavioral Skills Model guided the development of the semi-structured
interview guide. A thematic analysis approach was used to analyze the data. Perceived barriers to
PrEP uptake included structural and logistic barriers, language and cultural barriers to medical
engagement, lack of transgender competent or gender-affirming care, and prioritizing hormone
therapy over the use of PrEP. To increase PrEP uptake among BLTW, participants recommended
disseminating PrEP information through a variety of methods, highlighting relationship and sexual
health benefits of using PrEP, and developing effective patient-provider communication. Our
findings highlight several ways to promote PrEP among BLTW. PrEP promotion should be
integrated into gender-affirming care and supported by peer education and navigation services that
reach BLTW in both clinic and community settings.
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INTRODUCTION

Transgender women (TW) are disproportionately affected by HIV in the United States (US).
A transgender woman is a person assigned male sex at birth who identifies as a woman
(Coleman et al., 2012; Deutsch, 2016). Although TW are underrepresented in national HIV
surveillance data, HIV prevalence is estimated to be between 22-28% among TW (Baral et
al., 2013; Centers for Disease Control and Prevention [CDC], 2019; Herbst et al., 2008). In
addition, TW of color are at an elevated risk for HI\VV compared to their White peers.
Between 2009-2014, the Centers for Disease Control and Prevention (CDC) reported that
51% of all HIV diagnoses among TW were among Black women, 29% among Latina
women, and 11% among White women (CDC, 2019). As a result of the high HIV
prevalence among BLTW, there is an urgent need to expand bio-behavioral HIV prevention
efforts to this population.

Pre-exposure prophylaxis (PrEP) is an oral medication that is 99% effective at preventing
HIV transmission when taken daily, and only marginally less effective when taken at least
four times per week (Buchbinder, 2018; Spinner et al., 2016). A retrospective analysis of the
iPrEx clinical trial revealed that there were no HIV infections among TW who had PrEP
blood concentration levels indicating adherence to the minimum recommended dosing of
four pills per week (Deutsch, 2018). However, the overall adherence to PrEP among TW in
the study was lower than adherence among men who have sex with men (MSM) (Escudero
et al., 2015; Grant et al., 2014; Marshall & Mimiaga, 2015).

Despite the benefits of PrEP use, less than 1% of PrEP prescriptions filled nationally have
been by TW (CDC, 2019; Grant et al., 2014). It is necessary to understand and address the
causes of their low PrEP uptake and adherence. Previous studies have identified factors that
may impact PrEP use among TW, including structural barriers that discourage initiation and
impede adherence, such as high rates of homelessness, incarceration, unemployment, lack of
insurance or a usual source of care, discrimination, and lack of access to gender-affirming
care (Herbst et al., 2008; Poteat et al., 2015; Reback et al., 2018). Individual and social
factors that limit PrEP uptake among TW include a lack of knowledge about the medication
or where to access it, lack of social support and reinforcement for PrEP use, stigma related
to PrEP use, and concerns about side effects, especially among TW taking hormones
(Brooks et al., 2019; Deutsch, 2018; Rael et al., 2018; Sevelius et al., 2016; Wood et al.,
2017). However, very few of these studies were successful at recruiting TW who were
currently using PrEP and were often limited in their exploration of barriers and facilitators to
PrEP use specifically for Black and Latina TW (Carvalho et al., 2019). As such, BLTW who
have been able to successfully initiate and maintain a PrEP prescription may offer valuable
insight regarding the unique challenges to and recommendations for increasing PrEP use to
this highly vulnerable population.
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Efforts to increase PrEP uptake among TW have been designed according to theoretical
frameworks such as the Information-Motivation-Behavioral Skills (IMB) model (Dubov et
al., 2018; Walsh, 2019). The IMB model asserts that at-risk groups who are well-informed
about PrEP, motivated to use that knowledge, and develop behavioral skills to enable PrEP
use will have a higher likelihood of uptake and adherence to the medication (Dubov et al.,
2018; Walsh, 2019). The IMB model provides a framework for developing effective PrEP
interventions to reduce the incidence of HIV among TW. The present study used the IMB
model to identify the requisite information, motivating factors, and behavioral skills that
Black and Latina TW (BLTW) PrEP users believe are necessary to facilitate PrEP adoption
and continuation among other BLTW.

Between October 2017 and November 2018, BLTW PrEP users were purposively sampled to
complete an in-depth, semi-structured qualitative interview regarding their experiences and
perspectives using PrEP. Recruitment included outreach at transgender community events
and participant or agency referrals. Individuals met eligibility requirements if they were 18
years of age or older, Black/African-American or Latina/Hispanic, self-identified as a
transgender woman, had sex with cisgender men within the past six months, currently
prescribed and taking PrEP for at least one month, and resided in Los Angeles County.
Eligible participants received a $50 gift card (VISA or Target) for successfully completing
the interview. Study recruitment was ended once data saturation was reached (i.e., no new
information was gleaned from interviews). The Institutional Review Board of the University
of California, Los Angeles approved all study materials.

Participants were asked to describe: (1) challenges they faced in trying to access PrEP; (2)
challenges that may prevent other BLTW from accessing PrEP; (3) information BLTW need
to know about PrEP before they decide it is right for them and the best methods for
disseminating that information; (4) motivators BLTW to use PrEP; and (5) how to effectively
communicate with medical providers regarding BLTW’s sexual behaviors. In order to
maintain confidentiality, each participant was assigned a unique identification number and
completed their interview in a private room at a community-based, university-affiliated
clinic. Interviews were conducted in English, audio-recorded, and lasted approximately 60—
90 minutes. Two research staff members transcribed verbatim and checked all interviews for
accuracy. A self-administered Audio Computer-Assisted Self-Interview (ACASI) was used
to collect participant demographic information, PrEP use characteristics, and sexual
behaviors.

Data Analysis

Transcripts were iteratively coded and analyzed to determine barriers to and motivators for
PrEP uptake among BLTW. A codebook was developed from the interview guide,
interviewer field notes, and multiple readings of the transcripts. Two research staff members
used a subset of codes to conduct a test for inter-coder reliability with two randomly selected
transcripts (Cohen’s kappa coefficient, k = 0.87). Final codes were entered into ATLAS.ti
(version 8.3.20.0) and attached to their associated quotations. A thematic analysis approach
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guided by the IMB model was then used for analyzing all qualitative data (Braun & Clarke,
2006). The study team reviewed all coded data extracts to identify major themes, which
were selected based on their frequency across the dataset or the depth of the related
discussion.

Table 1 provides an overview of the demographic, PrEP use characteristics, and sexual
behaviors of the sample. In total, 18 BLTW participated in the study, of which 9 identified as
Black and 9 identified as Latina. The median age was 32 years old (range = 21-50). The
majority identified as straight/heterosexual (66.7%), did not have a college degree (61.1%),
had health insurance (83.3%), and had an annual household income of less than $10,000
(61.1%). The mean duration on PrEP was 6.5 months (SD = 10.1; median = 2.5, range = 1-
44.0) and three-quarters (72.2%) described their adherence as either “very good” or
“excellent.” Approximately half (44%) reported having an exchange sex partner in the past
six months, with the majority reporting condom use during receptive and insertive anal sex.

Very few participants reported personal barriers to PrEP access. These barriers included a
lack of PrEP competency among primary care physicians, long wait times to be seen to
receive/re-fill the prescription, and failure to meet deadlines for insurance renewal. The
following results are structured according to the anticipated barriers, information, motivating
factors, and behavioral skills needed to ensure PrEP uptake and continuation with other
BLTW.

Barriers to PrEP Uptake

Language and Cultural Barriers to Medical Engagement—~Participants reported
that BLTW experience cultural barriers to engaging with the health care system. For
example, Spanish-speaking Latina TW with limited English language proficiency may
experience difficulty or embarrassment trying to communicate with and understand non-
Spanish-speaking providers (Table 2, Quote 1). As a result, Latina TW may not fully
comprehend the processes involved in starting and staying on PrEP. For those who are
undocumented, there is an additional fear of potential deportation should they attempt to
access the medication (Quote 1). In contrast, Black TW may choose not to initiate PrEP
because of their mistrust of the medical community stemming from the historic exploitation
of Black people by medical professionals and researchers (Quote 2). This lack of
engagement around PrEP may also be influenced by a prevailing belief in communities of
color that HIV/AIDS is a “gay man’s disease” or “White person’s problem” (Quote 2).

Lack of Transgender Competent Medical Care—Participants described a pressing
need to improve trans competency among medical providers to help support BLTW access
PrEP (Quote 3). BLTW in early stages of transition might also be discouraged from
accessing PrEP because of the judgment they experience at multiple levels of medical visits
(Quote 3). For these reasons, participants suggest that providers who prescribe hormone
therapy or who assist with gender-affirming care should include PrEP as part of their regular
provision of care (Quote 4).
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Prioritizing Hormones vs. PrEP—According to participants, some TW place greater
value in the use of feminizing hormones to affirm their gender than the use of PrEP for HIV
prevention (Quote 5). In contrast, there are TW for whom PrEP is of primary importance for
their well-being, irrespective of hormone use (Quote 5). BLTW who primarily access
hormones through informal channels (i.e., “street hormones”) might also have difficulties
engaging with a medical provider to access PrEP in formal medical institutions (Quote 6).

Information for PrEP Uptake

Disseminating Accurate Information about PrEP—In order to facilitate PrEP uptake
among BLTW, participants spoke first of the need to disseminate accurate information about
PrEP to this population. This includes knowing that PrEP will only protect against HIV
infection and is best used in combination with other HIV prevention methods, such as
condoms, to mitigate the risk of acquiring other sexually transmitted infections (STIs) (Table
3, Quote 1). They also emphasized a need to alleviate fears that some TW have about side
effects of using PrEP. In this respect, participants stressed that BLTW need to understand the
potential of experiencing side effects, which are typically minimal and subside quickly
(Quote 2). Equally important was recognizing that the benefits of PrEP use outweigh the
side effects that may occur (Quote 2).

Disseminating PrEP Information through Multiple Methods—~Participants
recommended using a variety of methods for disseminating PrEP information to BLTW,
including traditional forms of marketing and print media such as billboards, flyers, and
advertisements on bus stops; language-specific and culturally tailored commercials featuring
peers; and online forums where BLTW are able to have frank discussions about their sexual
behaviors. However, participants expressed concern that information about PrEP might not
reach BLTW who experience multiple intersecting structural and social vulnerabilities (e.g.,
the need to engage in sex work, poverty, lack of access to healthcare, low health literacy, and
language barriers). To bridge this gap, participants suggested expanding PrEP marketing
campaigns into neighborhoods outside of queer enclaves, such as West Hollywood, that
primarily cater to White gay men (Quote 3). This could also include outreach in public
spaces that and strolls that BLTW frequent when engaging in sex work and events targeting
BLTW (Quote 4). Community agencies and clinics were also highlighted as important
venues for disseminating PrEP information, as BLTW are likely to visit these spaces to
access other critical services or to participate in research studies (Quotes 5).

Motivation for PrEP Uptake

The Role of Peer Education—In discussing what would motivate BLTW to start PrEP,
participants spoke about the importance of connecting with peer educators within
transgender communities. This means working with peer educators who share both the
individual’s gender and racial/ethnic identity, language, and who have shared experiences of
sex work (Table 4, Quotes 1-3).

Personal Testimonials from other Transgender PrEP Users—Another strategy for
motivating potential consumers is the use of personal testimonials from other BLTW who
are already using PrEP. In addition, participants stressed that BLTW should be “the face” of
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PrEP marketing campaigns and advertisements targeting this population (Quote 4).
Participants recognized that BLTW might want to communicate with other transgender peers
in their social networks for advice and encouragement regarding PrEP, much in the same
way they do regarding use of hormones (Quote 5).

Relationship and Sexual Health Benefits Associated with PrEP Use—
Additionally, participants highlighted other relationship and sexual health benefits of PrEP
use. For example, PrEP allows users to remain protected from HIV even with sex partners
who are unaware of their HIV-positive status or in the event of infidelity (Quotes 6-7). In
this respect, participants acknowledged that PrEP is useful in preventing HIV transmission
not only from sex work clients but also from main partners (Quote 7). The limited dating
pool perceived to be available to BLTW and the high HIV prevalence within their sexual
networks were also cited as important motivators for initiating PrEP (Quote 8). With regard
to sex work, PrEP use may mitigate the potential for client violence in situations where TW
are unable to negotiate condom use or when they choose to engage in condomless sex for
more money (Quote 9). This might allow PrEP users to have a greater sense of control over
their sexual health without relying on a client to take precautions to protect them from HIV
infection (Quote 9-10).

Behavioral Skills for PrEP Adoption and Continuation

Developing Effective Patient-Provider Communication—Participants discussed the
need for BLTW to develop skills and self-efficacy in communicating with medical providers
about their sexual risk behaviors. This would allow providers to accurately assess the
individual’s level of HIV risk and ensure that they are connected to PrEP services if needed
(Table 5, Quote 1). However, BLTW may be hesitant to have an honest dialogue about their
sexual behaviors because they fear that the provider will restrict their access to hormones
(Quote 2). To address these fears, participants recommended that BLTW seek out providers
that are capable of addressing their unique health needs as TW (Quote 2).

DISCUSSION

This study sought to identify barriers and motivators to PrEP uptake among BLTW by
learning from the unique perspectives of BLTW PrEP users. While the barriers discussed
may be similar to those reported by Black and Latino MSM population (Brooks et al., 2011;
Lelutiu-Weinberger & Golub, 2016), they are often amplified for BLTW due to severe
economic and social marginalization, overlapping syndemic risks (e.g., drug use, mental
illness, homelessness), and their experiences with intersecting stigmas related to their gender
identity and race/ethnicity (Klein, 2018). For example, our findings indicate that
monolingual Spanish-speaking Latina TW may experience a barrier to effectively
communicating with non-Spanish-speaking PrEP providers who may not understand their
experiences as a Latina transgender woman or an immigrant. The findings also revealed that
BLTW do not see themselves reflected in current HIV prevention narratives and may
therefore choose not to initiate PrEP, due in part to the perception that PrEP is an option
exclusively for white cisgender gay men. This suggests a need for medical providers and
PrEP promotional campaigns to deliver PrEP in a way that is both culturally tailored to
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BLTW populations and language specific. Efforts are also needed to work with Latina TW
to increase their PrEP literacy, particularly among those whose primary barriers to medical
engagement are related to language or undocumented status.

BLTW are less likely to engage with medical care because of fears of stigmatization,
discrimination, and a lack of gender-affirming providers sensitive to their unique needs as a
transgender woman (Deutsch, 2018; Eaton et al., 2017). As noted in the present study,
BLTW might opt for nondisclosure of their sexual behaviors, particularly related to sex
work, to medical providers in order to avoid potential interruption to their hormone regimen.
It is imperative that medical staff understand the unique social and contextual forces shaping
the lives of BLTW in order to provide the necessary support for their PrEP use without
jeopardizing their care or use of other services. These findings reinforce existing literature
that suggest the need to integrate PrEP into gender-affirming care (Deutsch, 2018; Eaton et
al., 2017; Grant et al., 2016), especially linking hormone prescriptions with PrEP options.
For many TW, seeking gender-affirming services is a main point of entry into care (Deutsch,
2018; Deutsch et al., 2015; Eaton et al., 2017). Efforts to increase PrEP uptake in this
population should consider joining the two. BLTW may also require additional support in
developing effective communication with medical providers around their sexual behaviors.
Because it is necessary for BLTW to communicate openly with doctors to initiate PrEP, this
was the only behavioral skill participants in this study were queried about.

The factors that participants identified to increase PrEP uptake among BLTW were often
framed within contexts of sex work. In particular, PrEP use was viewed as a necessary
resource when engaging with clients who place a premium on condomless sex, to avoid
instances of violence, and because of the limited options of sexual partners available to TW
(Sevelius et al., 2016). As such, these findings suggest that PrEP has the potential to reduce
experiences of harm among BLTW when they are negotiating condom use with partners and
clients, which can empower BLTW to have greater control over their sexual health.

Finally, our findings suggest that BLTW PrEP users can play a key role in helping to
disseminate information and provide peer education about PrEP to other potential BLTW
consumers. Peer education should occur across a variety of settings, including informal
contexts such as an individual’s home, on the streets with peers who are engaged in sex
work, and at transgender-specific community agencies with PrEP navigators who are also
using PrEP. In addition, PrEP promotional campaigns aimed at BLTW should feature PrEP
users who reflect the population’s gender, race/ethnicity, language, and experiences of sex
work. These dissemination activities may help normalize the use of PrEP and place it within
the context of the unique identities and lives of BLTW. Thus, our findings add further
support to the use of peer education models in disseminating information about PrEP in
transgender communities and other high-risk populations (Golub et al., 2019; Kuhns et al.,
2017; Lelutiu-Weinberger & Golub, 2016).

LIMITATIONS

These results should be interpreted within the context of the study limitations. This study
included a convenience sample of BLTW PrEP users in Los Angeles, who might not reflect
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the experiences of PrEP users in other settings. The sample consisted exclusively of English-
speaking BLTW and might not be generalizable to monolingual Spanish-speaking TW.
However, the findings offer an array of perspectives from BLTW using PrEP, who are
underrepresented in HIV prevention research.

CONCLUSION

BLTW face a variety of challenges in using PrEP. Our findings provide insights to help
develop PrEP interventions tailored for BLTW based on the barriers, information, motivating
factors, and behavioral skills identified by BLTW who are current PrEP users. In general,
BLTW recognize the benefits of PrEP in helping them have control over their sexual health,
especially among sex workers. Nevertheless, they experience a myriad of challenges that
limit uptake, largely due to a lack of culturally appropriate and gender-affirming care. Future
studies should test peer education and navigation approaches to improve PrEP uptake among
BLTW, services that integrate the provision of PrEP with hormones, and communication and
outreach strategies that include BLTW in PrEP marketing materials.

ACKNOWLEDGMENTS

We thank the participants for graciously sharing their views and experiences for this study.
FUNDING INFORMATION

This work was supported by the California Community Foundation under Grant # BA-17-136260 and the National
Institute of Mental Health under Grant # R21MH107339, T32MH109205, and P30MHO058107. Additional support
was provided to the second author by NIH’s Fogarty International Center through a grant to the University of
California Global Health Institute under Grant # D43TW009343. The content is solely the responsibility of the
authors and does not necessarily reflect the official views of the National Institutes of Health or any of the other
funding sources.

REFERENCES

Baral SD, Poteat T, Strdmdahl S, Wirtz AL, Guadamuz TE, & Beyrer C (2013). Worldwide burden of
HIV in transgender women: A systematic review and meta-analysis. The Lancet Infectious
Diseases, 13(3), 214-222. 10.1016/S1473-3099(12)70315-8 [PubMed: 23260128]

Braun V, & Clarke V (2006). Using Thematic Analysis in Psychology. Qualitative Research in
Psychology, 3(2), 77-101. 10.1191/1478088706qp0630a

Brooks RA, Cabral A, Nieto O, Fehrenbacher A, & Landrian A (2019). Experiences of Pre-Exposure
Prophylaxis Stigma, Social Support, and Information Dissemination Among Black and Latina
Transgender Women Who Are Using Pre-Exposure Prophylaxis. Transgender Health, 4(1), 188-
196. 10.1089/trgh.2019.0014 [PubMed: 31482134]

Brooks RA, Kaplan RL, Lieber E, Landovitz RJ, Lee S-J, & Leibowitz AA (2011). Motivators,
concerns, and barriers to adoption of pre-exposure prophylaxis for HIV prevention among gay and
bisexual men in HIV serodiscordant male relationships. AIDS Care, 23(9), 1136-1145.
10.1080/09540121.2011.554528 [PubMed: 21476147]

Buchbinder SP (2018). Maximizing the Benefits of HIV Preexposure Prophylaxis. Topics in Antiviral
Medicine, 25(4), 138-142. [PubMed: 29689539]

Carvalho N. P. de, Mendicino CCP, Candido RCF, Alecrim DJD, & Padua C. A. M.de. (2019). HIV
pre-exposure prophylaxis (PrEP) awareness and acceptability among trans women: A review. AIDS
Care, 31(10), 1234-1240. 10.1080/09540121.2019.1612014 [PubMed: 31043069]

Centers for Disease Control and Prevention. (2019). HIV and Transgender People. HIV and
Transgender People Fact Sheet. https://www.cdc.gov/hiv/pdf/group/gender/transgender/cdc-hiv-
transgender-factsheet.pdf

AIDS Care. Author manuscript; available in PMC 2022 February 01.


https://www.cdc.gov/hiv/pdf/group/gender/transgender/cdc-hiv-transgender-factsheet.pdf
https://www.cdc.gov/hiv/pdf/group/gender/transgender/cdc-hiv-transgender-factsheet.pdf

1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Nieto et al.

Page 9

Coleman E, Bockting W, Botzer M, Cohen-Kettenis P, DeCuypere G, Feldman J, Frasher L, Green J,
Knudson G, Meye WJ, Monstrey S, & Adler RK (2012). Standars of Care for the Health of
Transsexual, Transgender, and Gender-Nonconforming People, Verison 7. Internation Journal of
Transgenderism, 13(4), 165-232. 10.1080/15532739

Deutsch MB (2016, 6 17). Guidelines for the Primary and Gender-Affirming Care of Transgender and
Gender Nonbinary People: Guidelines for the Primary and Gender-Affirming Care of Transgender
and Gender Nonbinary People. http://transhealth.ucsf.edu/trans?page=guidelines-home

Deutsch MB (2018). Pre-Exposure Prophylaxis in Trans Populations: Providing Gender-Affirming
Prevention for Trans People at High Risk of Acquiring HIV. LGBT Health, 5(7), 387-390.
10.1089/1gbt.2018.0086 [PubMed: 30272493]

Deutsch MB, Glidden DV, Sevelius J, Keatley J, McMahan V, Guanira J, Kallas EG, Chariyalertsak S,
& Grant RM (2015). HIV pre-exposure prophylaxis in transgender women: A subgroup analysis of
the iPrEx trial. The Lancet. HIV, 2(12), e512-e519. 10.1016/52352-3018(15)00206-4 [PubMed:
26614965]

Dubov A, Altice FL, & Fraenkel L (2018). An Information—Motivation—Behavioral Skills Model of
PrEP Uptake. AIDS and Behavior, 22(11), 3603-3616. 10.1007/s10461-018-2095-4 [PubMed:
29557540]

Eaton LA, Kalichman SC, Price D, Finneran S, Allen A, & Maksut J (2017). Stigma and Conspiracy
Beliefs Related to Pre-exposure Prophylaxis (PrEP) and Interest in Using PrEP Among Black and
White Men and Transgender Women Who Have Sex with Men. AIDS and Behavior, 21(5), 1236-
1246. 10.1007/s10461-017-1690-0 [PubMed: 28108878]

Escudero DJ, Kerr T, Operario D, Socias ME, Sued O, & Marshall BDL (2015). Inclusion of trans
women in pre-exposure prophylaxis trials: A review. AIDS Care, 27(5), 637-641.
10.1080/09540121.2014.986051 [PubMed: 25430940]

Feldman BJ, Fredericksen RJ, Crane PK, Safren SA, Mugavero MJ, Willig JH, Simoni JM, Wilson IB,
Saag MS, Kitahata MM, & Crane HM (2013). Evaluation of the Single-Item Self-Rating
Adherence Scale for Use in Routine Clinical Care of People Living with HIV. AIDS and Behavior,
17(1), 307-318. 10.1007/s10461-012-0326-7 [PubMed: 23108721]

Golub SA, Fikslin RA, Goldberg MH, Pefia SM, & Radix A (2019). Predictors of PrEP Uptake Among
Patients with Equivalent Access. AIDS and Behavior. 10.1007/s10461-018-2376-y

Grant RM, Anderson PL, McMahan V, Liu A, Amico KR, Mehrotra M, Hosek S, Mosquera C,
Casapia M, Montoya O, Buchbinder S, Veloso VG, Mayer K, Chariyalertsak S, Bekker L-G,
Kallas EG, Schechter M, Guanira J, Bushman L, ... Glidden DV (2014). Uptake of pre-exposure
prophylaxis, sexual practices, and HIV incidence in men and transgender women who have sex
with men: A cohort study. The Lancet Infectious Diseases, 14(9), 820-829. 10.1016/
S1473-3099(14)70847-3 [PubMed: 25065857]

Grant RM, Sevelius JM, Guanira JV, Aguilar JV, Chariyalertsak S, & Deutsch MB (2016). Transgender
Women in Clinical Trials of Pre-Exposure Prophylaxis. Journal of Acquired Immune Deficiency
Syndromes (1999), 72(Suppl 3), S226-S229. 10.1097/QAI.0000000000001090 [PubMed:
27429187]

Herbst JH, Jacobs ED, Finlayson TJ, McKleroy VS, Neumann MS, Crepaz N, & for the HIVV/AIDS
Prevention Research Synthesis Team. (2008). Estimating HIV Prevalence and Risk Behaviors of
Transgender Persons in the United States: A Systematic Review. AIDS and Behavior, 12(1), 1-17.
10.1007/s10461-007-9299-3 [PubMed: 17694429]

Klein A (2018). Increasing Access to Pre-Exposure Prophylaxis (PrEP) Among Transgender Women
and Trans Feminine Non-Binary Individuals in New York City. 207.

Kuhns LM, Hotton AL, Schneider J, Garofalo R, & Fujimoto K (2017). Use of Pre-exposure
Prophylaxis (PrEP) in Young Men Who Have Sex with Men is Associated with Race, Sexual Risk
Behavior and Peer Network Size. AIDS and Behavior, 21(5), 1376-1382. 10.1007/
$10461-017-1739-0 [PubMed: 28238119]

Lelutiu-Weinberger C, & Golub SA (2016). Enhancing PrEP Access for Black and Latino Men Who
Have Sex With Men: JAIDS Journal of Acquired Immune Deficiency Syndromes, 73(5), 547-555.
10.1097/QA1.0000000000001140 [PubMed: 27454250]

Marshall BDL, & Mimiaga MJ (2015). Uptake and effectiveness of PrEP for transgender women. The
Lancet. HIV, 2(12), e502-e503. 10.1016/S2352-3018(15)00224-6 [PubMed: 26614960]

AIDS Care. Author manuscript; available in PMC 2022 February 01.


http://transhealth.ucsf.edu/trans?page=guidelines-home

1duosnue Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Nieto et al.

Page 10

Poteat T, Wirtz AL, Radix A, Borquez A, Silva-Santisteban A, Deutsch MB, Khan S, Winter S, &
Operario D (2015). HIV risk and preventive interventions in transgender women sex workers. The
Lancet, 385(9964), 274-286. 10.1016/S0140-6736(14)60833-3

Rael CT, Martinez M, Giguere R, Bockting W, MacCrate C, Mellman W, Valente P, Greene GJ,
Sherman S, Footer KHA, D’Aquila RT, & Carballo-Diéguez A (2018). Barriers and Facilitators to
Oral PrEP Use Among Transgender Women in New York City. AIDS and Behavior, 22(11), 3627—
3636. 10.1007/s10461-018-2102-9 [PubMed: 29589137]

Reback CJ, Clark K, Holloway IW, & Fletcher JB (2018). Health Disparities, Risk Behaviors and
Healthcare Utilization Among Transgender Women in Los Angeles County: A Comparison from
1998-1999 to 2015-2016. AIDS and Behavior, 22(8), 2524-2533. 10.1007/s10461-018-2165-7
[PubMed: 29804273]

Sevelius JM, Keatley J, Calma N, & Arnold E (2016). ‘I am not a man’: Trans-specific barriers and
facilitators to PrEP acceptability among transgender women. Global Public Health, 11(7-8), 1060—
1075. 10.1080/17441692.2016.1154085 [PubMed: 26963756]

Spinner CD, Boesecke C, Zink A, Jessen H, Stellbrink H-J, Rockstroh JK, & Esser S (2016). HIV pre-
exposure prophylaxis (PrEP): A review of current knowledge of oral systemic HIV PrEP in
humans. Infection, 44(2), 151-158. 10.1007/s15010-015-0850-2 [PubMed: 26471511]

Walsh JL (2019). Applying the Information—Motivation—Behavioral Skills Model to Understand PrEP
Intentions and Use Among Men Who Have Sex with Men. AIDS and Behavior, 23(7), 1904-1916.
10.1007/s10461-018-2371-3 [PubMed: 30554396]

Wood SM, Lee S, Barg FK, Castillo M, & Dowshen N (2017). Young Transgender Women’s Attitudes
Toward HIV Pre-exposure Prophylaxis. Journal of Adolescent Health, 60(5), 549-555. 10.1016/
j.jadohealth.2016.12.004

AIDS Care. Author manuscript; available in PMC 2022 February 01.



1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuen Joyiny

Nieto et al.

Table 1.

Page 11

Demographic and PrEP Use Characteristics among Black and Latina Transgender Women PrEP Users (N=18)

Variable

N (%) or M, SD

Demographic Characteristics

Age (in years)

M=31.67, SD=10.36

Racial/Ethnic Identity

Black/African-American 9 (50.0)

Hispanic/Latina 9 (50.0)
Sexual orientation

Straight or heterosexual 12 (66.7)

Gay/homosexual/queer/same gender loving 4(22.2)

Bisexual 2(111)
Highest level of education completed

Less than high school degree 4(22.2)

High school graduate or received GED 7 (38.9)

Some college or more 7(38.9)
Employment status

Working full or part-time 7(36.8)

On permanent disability 2(11.1)

Unemployed 9 (50.0)
Annual income

$0-9,999 11 (61.1)

$10,000 or more 7 (38.9)
Health insurance

Medi-Cal/Medicaid or Medicare 11 (61.1)

Private or employer-provided insurance 4(22.2)

Does not have health insurance 3(16.7)

PrEP Use Characteristics

Length of time using PrEP (in months)

M=6.46, SD=10.06

Adherence to PrEP medication past monthl

Fair 1(5.6)
Good 4(22.2)
Very good 6 (33.3)
Excellent 7 (38.9)
Sexual Behaviors
Number of M_air12 male sex partners past 6 mos. (N=10) M=3.1,5D=26
Number of times receptive anal (RA) sex past 6 mos. (N=10) M=27.4, SD=36.6
Last RA sex encounter condoms used
Yes 6 (60.0)
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No 4 (40.0)
Number of times insertive anal (1A) sex past 6 mos. (N=10) M=6.6, SD=11.2
Last 1A sex encounter condoms used (N=5)3
Yes 4 (80.0)
No 1(20.0)

Number of Cawal4male sex partners past 6 mos. (N=13)

M=11.9, SD=13.2

Number of times receptive anal (RA) sex past 6 mos. (N=13) M=14.2, SD=13.9
Last RA sex encounter condoms used (N:12)3

Yes 9 (75.0)

No 3(25.0)
Number of times insertive anal (IA) sex past 6 mos. (N=13) M=4.7, SD=6.2
Last 1A sex encounter condoms used (N:10)3

Yes 6 (60.0)

No 4 (40.0)
Number of Exchange5 male sex partners past 6 mos. (N=8) M=18.6, SD=12.3
Number of times receptive anal (RA) sex past 6 mos. (N=8) M=11.3, SD=6.7
Last RA sex encounter condoms used

Yes 6 (62.5)

No 3(37.5)
Number of times insertive anal (IA) sex past 6 mos. (N=8) M=6.9, SD=6.7
Last IA sex encounter condoms used (N=6)3

Yes 4 (66.7)

No 2(33.3)

1 . . . . . .
PrEP adherence was measured via self-report using a single-item validated Likert scale (Feldman et al., 2013)

Main partner refers to someone with whom the participant has a close, ongoing, intimate relationship with.

3 -, - . .
Excludes participants who indicated never using a condom in the past 6 months.

4 . - A . .
Casual partner refers to someone with whom the participant has sex with, but do not consider a main or steady partner.

Page 12

5 . . - .
Exchange partner refers to someone with whom the participant has sex with in exchange for things they need such as money, drugs, shelter, or

food, and who are not considered main or casual partners.

AIDS Care. Author manuscript; available in PMC 2022 February 01.



1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuen Joyiny

Nieto et al. Page 13

Table 2:
Barriers to PrEP Uptake
Language and Cultural Barriersto Medical Engagement
1 I think having to go speak to a physician or doctor just to get [PrEP] who probably, in most cases, are White — I think that scares

them... I’ve met a lot of trans Latina women who, yeah, their English isn’t completely on point, and I feel like that
embarrassment gets to them in regards to not wanting to go to a facility to get prescribed something. I think there’s a lot of
underlining fears that go behind that: not being able to read the application form, not being able to understand the full question,
walking into a facility and having a lot of medical professionals judge you based off your appearance... It might be deportation
or [a fear of being] treated horribly or to be assaulted. (Latina, age 21, 44 months on PrEP)

2 I just believe that people are a little fearful from past experiences of being used. Black people, at one point, were used as
experiment projects like Tuskegee... Black people are afraid and still a lot of Black communities see AIDS and HIV as a gay
man’s disease, because it was gay men that we know, initially, in America and here in Los Angeles that had contracted the virus.
So people are always still kind of seeing it as a White person’s problem. (Black, age 48, 2.5 months on PrEP)

Lack of Transgender Competent Medical Care

3 Doctors need to be more educated on not only PrEP, but trans people, period. | was so pleased with my doctor being so aware of
me and my body, and being able to tell me what | needed to do and what tests | needed to take for my body — my #ransbody —
and not giving me some rigmarole about a man. And that helped me in my experience. Does every trans person get that type of
knowledge in their medical appointments? | don’t know... | think so many of them in their transitions aren’t in a space of
comfort where they are able to be in situations and deal with what they might receive at the doctor’s office from the security, to
the front desk clerk, to the people in the waiting room. (Black, age 48, 6 months on PrEP)

4 | feel like a lot of the providers that are prescribing hormones should be more of an advocate about PrEP... Because as their
provider, you should have the comfort to talk about their sexual history. As long as you know they’re sexually active with
[someone] assigned male at birth, that should already be on your radar and maybe just bring it up just in case they might want to
get on it. (Latina, age 27, 2 months on PrEP)

Prioritization of Hormones over PrEP

5 | found that some Latina trans women are Latina trans women without that medication. And they’re like, ‘I don’t need the
hormones, but I need my PrEP.” And I’ve also met other Latina trans women, especially in the modeling industry, where they’re
like, ‘I don’t need PrEP. | just need my hormones and I’m fine.” So it goes both ways; it just depends on what you value more.
(Latina, age 21, 44 months on PrEP)

6 The Black trannies that | know are just all over the place. They have no priorities or focus. | don’t even think they go see a doctor
for their pills. They buy it off the streets. | don’t know why they don’t go to see a doctor since it’s free. So all this street shit...
It’s not a priority for them. 1t’s more like, ‘I want a bigger ass and | want a thigh gap.” But none of them are concerned about
internal health — it’s more outer. (Black, age 31, 2 months on PrEP)
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Table 3:

Information for PrEP Uptake

1

3

Disseminating Accurate PrEP Information

Disseminating PrEP Information through Multiple Methods

| feel like it will keep you safe from HIV, but it won’t keep you safe from everything else. So | think always understanding that is
definitely important. Because | also think that misinformation is something that could happen a lot... It’s not a miracle drug; it’s
not going to solve all your problems. (Latina, age 21, 44 months on PrEP)

Of course with any drug, there’s side effects, but you have to educate people in a way that it’s presented to them that even though
there are side effects, the benefits outweigh those. (Black, age 27, 0.75 months PrEP)

| feel like there’s still not enough information out there in all areas for PrEP. Because | come on this side of town and you see
stuff, but over in the hood where | live, they’re not getting that information. So | think there needs to be areas that are
strategically picked to kind of penetrate that information in, so that way, they can saturate it and get it and be more mindful of it.
(Black, age 48, 6 months on PrEP)

Meet them where they’re at. If they’re on the boulevard [sex work stroll], get someone out there with PrEP information and have
that conversation wherever and however you can do it. Do some party or fashion show and invite them, and allow them to be
centered and feel glamorous. But at the same time, educated and informed. (Black, age 48, 2.5 months on PrEP)

A lot of Black trannies are homeless, on the street, drug addicts, prostitutes or whatever — not a// of them, but a majority of them.
The only places that | can see that they really would have a chance of getting the information... would probably just be places
like this [research clinics] because a lot of them do studies and go to clinics and stuff like that even if they choose to or not to take
the medication or whatever. (Black, age 45, 2 months on PrEP)
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Table 4:
Motivation for PrEP Uptake
The Role of Peer Education
1 You should have people who are Black and they’re trans speaking to Black, trans, because it’s easier when you have someone

who is like you. Because when you have people who go to school and get a degree and they try to tell you about your life or how
you’re living, you don’t receive it the same way. (Black, age 29, 7.5 months on PrEP)

2 I think we have to have a lot more Latino people out here being spokespeople for PrEP. We can’t have Becky from Michigan who
took a Spanish course for four years, you know? [...] I’'m not disqualifying that individual, and I’m not saying their Spanish isn’t
up to par. I’m just saying that’s just not the same... That’s not the person that we need speaking for us. Like, we need an actual
person who knows what it’s like to be Mexican, who knows what it’s like to speak Spanish. (Latina, age 21, 44 months on PrEP)

3 You believe in a person like myself that’s been out there and has done sex work and isn’t employed... Because the person at
[trans-specific community agency], she told me about it. She’s like, ‘Well, I’m taking it.” So that kind of turned on a lightbulb
because she had my life style before and now she has a job. She doesn’t do what she has to do for money. That turned me like,
‘Okay, maybe I’ll try.” (Latina, age 50, 1 month on PrEP)

Personal Testimonials from other Trans PrEP Users

4 It’s going to take more of us to get out here and be faces. It’s going to take more of us to be seen in some of these campaigns that
are being featured. They’re going to have to connect with people that they know in order to make them see it as a benefit for
them. (Black, age 48, 6 months on PrEP)

5 With trans girls, you go to your friends for everything: you go to them for hormones or you go to them not just to get [hormones],
but for advice. Like, ‘ Gurl, what are you on? Where do you get this? For surgeries, where did you get that?’ [...] Being on PrEP,
it would be another thing they could talk to them about like, ‘Gurl, where do you get it? How did you feel? What are the side
effects?” (Latina, age 27, 2 months on PrEP)

Relationship and Sexual Health Benefits Associated with PrEP Use

6 I think it’s really important to be on PrEP because a lot of us, like I said, you either have people that you’ve had sex with or like
myself a partner that told me he was not positive and then ended up being positive... So better yet just prevent it. Just take care of
yourself. You can only trust one person: it’s yourself. (Latina, age 50, 1 month on PrEP)

7 You could still be with your main partner and still have unprotected sex and not think that you’re going to catch anything. And
most of the transgender women that have become HIV-positive, it’s not because of their clients — it’s because of their main
partner. (Latina, age 42, 6 months on PrEP)

8 I’ll be a fool not to [take PrEP]. I’'m sexually active and with being a Black trans femme person — the dating pool or the people
that I’m sleeping with is very small. And being negative, I’m at high risk because | was told that over 50% of trans women in Los
Angeles, alone, are HIV-positive. So at some point, we’re going to be sleeping with the same person whether | know it or not
because the dating pool is so small and nobody’s committed to anybody. (Black, age 48, 2.5 months on PrEP)

Benefits to Sex Workers

9 Some guys like to slip and take the condom off. And some guys will force you to — this is why | don’t have sex with anonymous
people — they will force you to [have sex without a condom], especially if you’re at their home and they say all these nice
things... They would try to force you to have sex — they may potentially even fight you if you don’t let them have sex without the
condom because they think it feels better without the condom, and you will have to worry for 6 months if you might have HIV or
be at risk. So | think PrEP is the best solution to prevent you from getting the infection at all. (Black, age 29, 2 months on PrEP)

10 A lot of my girls are into sex work. They make more money without the condom than with condoms. So for them, it’s really like,
“Yes, it’s for you. You need to be on it so that way you can be protecting yourself because it” not like sex work is all that we can
do now.” And | don’t want to take anything away from anyone who does sex work — they got to make their money too — but if
you’re going to be out there making your money, at least make it in a way that you can sleep good at night and know that you
have some form of protection in your body against these people that you know nothing about. (Black, age 48, 6 months on PrEP)
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Table 5:
Behavioral Skills for PrEP Adoption & Continuation

Developing Effective Patient-Provider Communication

1 The doctors will be like, “You sound like you’re a perfect candidate for PrEP. So by you telling me that you have this many
people you have sex with — not only do you have casuals, but you have a main, you might have anonymous, and you also have
exchange — you’re very high risk for contracting HIV.” (Latina, age 42, 6 months on PrEP)

2 Be honest with the doctors and go to doctors that do care for us, because there is a lot of doctors that do care for us... Because a
lot of us are ashamed to say that we were on drugs or that we are on drugs, because they’ll believe, in their heads, ‘Well, if | tell
the doctor, he’s going to take me off the hormones.” They don’t. They encourage you to take it because of what you’re doing.
(Latina, age 50, 1 month on PrEP)
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