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Abstract
Pre-exposure prophylaxis (PrEP) uptake among women in the United States has been low. To increase uptake, we developed 
a peer outreach and navigation PrEP intervention. Semi-structured qualitative interviews with 32 cisgender women and 3 
transgender women were conducted to assess the intervention. We used a thematic approach to identify barriers to, and 
facilitators of the intervention. Facilitators included interest in PrEP, offer of health and social services, the intervention’s 
women-focused approach, and peer outreach and navigation. Barriers were perceived HIV risk, concerns about medication 
side effects or interactions, housing insecurity and travel, co-occurring health-related conditions, and caregiving respon-
sibilities. We recommend that future interventions consider packaging PrEP in local community settings, such as syringe 
exchange programs; include services such as food and housing assistance; use peers to recruit and educate women; integrate 
a culturally appropriate women’s focus; and consider providing same-day PrEP.

Keywords  Cisgender women · Transgender women · Pre-exposure prophylaxis · HIV · Syringe service program · Drug 
use · Exchange sex

Introduction

Research indicates that exchange sex (i.e., sex in exchange 
for money, drugs, or other goods or services) increases HIV 
risk among women [1–4]. Among women in the United 
States (U.S.) who engage in exchange sex, HIV prevalence 
among cisgender women is estimated to be 23% [5] and 
as high as 27% among transgender women [6]. Compared 
with white women, women of color, particularly African 

American/Black and Latina women, have higher HIV prev-
alence [5]. In addition to sexual contact, substance use, 
including injection drug use, is an additional HIV risk fac-
tor for cisgender and transgender women [7]. Injection drug 
use accounts for 5.6% of new HIV diagnoses in the U.S., and 
there are indications that rates of new HIV diagnoses may 
be increasing among persons who inject drugs, as there have 
been several recent outbreaks of HIV in the US attributed to 
injection drug use [8–10].

Difficulties experienced by women who use drugs include 
negotiating sterile injecting equipment with a partner (i.e., 
receptive syringe sharing) [26] and negotiating condom 
use during sex with partners [7] due to power relations and 
social conditions [11]. Many women who engage in street-
based exchange sex and/or injection drug use experience 
poverty, gender-based power dynamics, social isolation, 
and violence which serve to undermine safety negotiations 
[12–17]. Barriers to health care, including social stigma, fear 
of arrest, and fear of discrimination by health care providers, 
further elevate risk of HIV acquisition by increasing avoid-
ance and limiting access to comprehensive HIV prevention 
services [18, 19].
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Pre-exposure prophylaxis (PrEP) is effective in reducing 
the risk of HIV acquisition for women at high risk for HIV 
infection when taken regularly [20–24]. As a user-controlled 
HIV prevention method, PrEP may be particularly important 
for women who engage in exchange sex and/or use drugs, 
especially those who inject drugs who may be at risk for 
HIV and struggle in negotiating condoms or drug use equip-
ment [25, 26]. However, despite PrEP’s potential benefit, 
PrEP uptake in the U.S. have been persistently low among 
women [27–31].

One of the main barriers to PrEP for women is lack of 
PrEP awareness [7, 25, 32, 33]. Without being aware that 
PrEP exists, women are unlikely to be able to acquire the 
medication and take it. Other barriers include perceived low 
risk of HIV [34] and misinformation about PrEP eligibility 
and appropriateness [35]. Importantly, women who perceive 
their risk as low have reported behaviors, such as condom-
less sex and sharing injection equipment, indicating they 
may be at greater risk than perceived [34, 36], thus high-
lighting the importance of HIV prevention education includ-
ing information about PrEP. Concerns about side effects and 
cost of PrEP [35, 37–39], reduced efficacy if not taken daily 
[31], PrEP-related stigma [39–41], and medical mistrust 
[37], including mistrust due to transphobia experienced by 
women of trans experience [42], have also been identified 
in previous studies. Along with barriers some studies have 
identified facilitators to PrEP uptake, such as learning about 
PrEP from a trusted source [43] and having a welcoming, 
client-centered, culturally appropriate environment that is 
stigma free allowing for positive interactions with PrEP pre-
scribers [35, 43, 44].

Women have also indicated a preference for acquiring 
PrEP information and PrEP itself through peer educators 
and community-based organizations [45, 46]. Peer outreach 
and navigation has been successful in the context of HIV 
medical care to engage with and connect individuals (often 
from marginalized and underserved populations) to health 
care and social services [47–49]. Peer workers have also 
been associated with improved outcomes for people in men-
tal health [50, 51] and substance use care [52] as well as 
harm reduction [53]. Peers help women navigate healthcare 
systems, overcome system barriers, advocate for women 
who need help, and are able to restore trust in the healthcare 
system [54]. A successful peer is someone who has shared 
experiences with the target population, is sociable, reliable, 
respectful, open-minded, and good at listening [54]. To our 
knowledge there have been no published peer-based PrEP 
interventions focused on increasing PrEP uptake among 
cisgender and transgender women and persons with other 
transfeminine identities.

We developed, and pilot tested a peer outreach and 
navigation intervention called PrEP-UP to increase access 
to PrEP for women at high risk for HIV. PrEP-UP was 

delivered in collaboration with an established community-
based organization serving women who engage in drugs use 
and/or exchange sex. The intervention and outcomes from 
the pilot study are described elsewhere [55]. It is impor-
tant to note is that no women started PrEP. This analysis 
focuses on follow-up qualitative interviews conducted with 
intervention participants to understand their experiences 
with PrEP-UP including what aspects of the intervention 
were well-received and what modifications would help to 
increase engagement in the intervention, and, ultimately, 
PrEP uptake. Thus, this paper focuses on why women did 
not ultimately start PrEP and how future interventions might 
be able to better engage women.

Methods

Setting and Design

The peer outreach and navigation intervention was delivered 
at a community-based organization (CBO) located in two 
regions of New York City with high HIV prevalence: East 
Harlem and the Bronx, NY [56]. The CBO had nine mobile 
syringe exchange sites as well as two fixed locations, which 
included a drop-in center specifically for women involved in 
sex work. The CBO provided harm reduction services and 
tools, such as condoms, pipes for smoking drugs such as 
crack cocaine and/or methamphetamines, opioid overdose 
prevention services, and syringe exchange; HIV and hepa-
titis C testing; case management; mental health care; refer-
rals to substance use treatment programs; housing placement 
assistance, and benefits assistance. Most services were deliv-
ered by peer outreach workers (i.e., peers), which helped 
facilitate the integration of peers for this study.

Guided by the Information-Motivation-Behavioral 
Skills model of HIV preventive behavior [57], we designed 
PrEP-UP, which focused on (1) PrEP education, (2) PrEP 
counseling, and (3) navigation to PrEP care. PrEP-UP was 
integrated into the CBOs existing peer-facilitated service 
delivery model. The intervention was delivered by one 
of two peers (one transgender one cisgender woman) 
who shared a history of drug use and/or sex work with 
the participants. The training that the peers received 
involved content and messaging tailored for cisgender 
and transgender women which included framing PrEP 
as a tool to allow women to take control of their sexual 
health and addressing concerns about interactions with 
gender-affirming hormone therapy. Peers would approach 
women who used the CBOs services to offer PrEP UP’s 
services. Education and counseling were delivered in the 
initial encounter, which lasted approximately 10–15 min. 
The education component consisted of providing the basic 
facts about PrEP (i.e., what PrEP is, how it works, what 
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PrEP does not do, side effects, and what is involved in 
taking PrEP). The counseling component utilized motiva-
tional interviewing techniques to address attitudes about 
and behavioral intentions towards initiating and engaging 
in PrEP care and taking PrEP. PrEP information was tai-
lored for women (i.e., PrEP as a tool to empower women 
to take control of their sexual health), which included 
information about potential interactions between PrEP and 
gender-affirming hormone therapy for transgender women 
[39, 42, 58]. After education and counseling, participants 
were asked if they were interested in learning more about 
PrEP. If they expressed interest in PrEP, participants were 
offered a PrEP care appointment at a nearby clinic in the 
South Bronx where physicians specialized in PrEP care. 
The clinic was accessible via public transportation and 
offered primary and subspecialty care; buprenorphine 
treatment; HIV and Hepatitis C Virus treatment; gender-
affirming care and services, and referrals to outpatient and 
inpatient substance use treatment. In addition to the peer 
navigators in this study, the clinic had a dedicated PrEP 
patient navigator who called patients with appointment 
reminders; followed up with patients after missed visits; 
linked patients to relevant social services in the commu-
nity and assisted with insurance coverage issues. At that 
time, peers also addressed additional health concerns that 
women expressed (e.g., primary care, obstetrics/gynecol-
ogy) and social service needs (e.g., housing, mental health 
services, substance use treatment, case management) by 
providing referrals. Throughout the PrEP-UP interven-
tion peers assisted with appointment scheduling, provided 
appointment reminders, transportation to appointments, 
and accompaniment to PrEP care appointments. More 
detailed information on the PrEP-UP intervention has pre-
viously been published [55]. This study reports the find-
ings from semi-structured qualitative interviews that were 
conducted with women to assess their experiences with the 
PrEP-UP intervention. The study was approved by Albert 
Einstein College of Medicine’s Institutional Review Board 
Institutional Review Board (IRB).

Participants

Eligibility requirements included being self-identified as 
a woman (including trans women and other trans femi-
nine identities), 18 years or older, proficient in English, 
and receiving services from the partner CBO. We kept 
the eligibility criteria broad given that women using these 
services were likely to be at high risk of HIV acquisition 
due to related activities (e.g., condomless sex, sex work, 
drug use) and because we wanted to minimize the likeli-
hood of potential participants providing socially desirable 
responses to meet study eligibility. Women who reported 

being HIV-positive in the baseline survey were offered the 
CBOs usual services which included linkage and naviga-
tion to any needed healthcare or social services, including 
HIV care.

Data Collection

Qualitative interviews took place at the partner CBOs 
mobile syringe exchange sites and fixed street-side locations. 
Quantitative data, which included socio-demographic infor-
mation, were collected using surveys and peer activity logs. 
Between four and twelve weeks after enrollment (December 
2017–May 2018), we conducted semi-structured qualita-
tive interviews with participants. The qualitative interviews 
elicited barriers to and facilitators of engagement in the 
PrEP-UP intervention as well as participants’ impressions 
of PrEP-UP and reasons for participation. We asked partici-
pants why they participated in PrEP-UP, as well as pointed 
questions about their interest, or lack of, in PrEP. If women 
declined the offer of referral for PrEP or did not attend an 
initial PrEP care appointment, we explored why, depending 
on where each woman fell on the continuum. After asking 
those questions, we asked “What could we have done to 
increase your interest in PrEP?” We asked questions about 
their experience with PrEP-UP. For example, we asked, 
“What did you think about interactions with your peer?” and 
“What changes would you suggest be made to the program?” 
All qualitative interviews were conducted either in-person or 
over the phone using a mobile recording application. Phone 
interviews were available to participants who were unable 
to meet the study staff in-person. Interviews were profes-
sionally transcribed. Participants received a $25 gift card for 
their participation in the follow-up semi-structured qualita-
tive interview along with a roundtrip MetroCard (value $5) 
for those that attended the follow-up interview in-person. 
We offered financial incentives because past research has 
shown increased participation when incentives were offered 
[59, 60]. In addition, incentives can build trust with partici-
pants by demonstrating a respect for the participants time 
and effort [61].

Analysis

Interviews were audio-recorded and professionally tran-
scribed. After transcription they were read for accuracy and 
uploaded to Dedoose software for data management. At that 
time three coders independently coded 10 interviews using 
a deductive coding approach [62]. Coders first familiarizing 
themselves with the data, then generating initial codes, and 
finally grouped codes into themes [63]. This approach was 
taken to achieve saturation of major themes and to iden-
tify any emergent themes. After coding the first ten tran-
scripts separately, the coding team reconciled codes through 
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discussion that aligned and diverged across all the interviews 
to create a consolidated and finalized code book. The con-
solidated code book, which included the code, description 
of the code and when to use the code [64], was used to re-
code the initial ten transcripts and the remaining transcripts. 
Discrepancies in coding were resolved through consensus 
[62, 65, 66].

Results

Of the 35 HIV-negative women we interviewed, 18 (51%) 
had previously heard about PrEP. After receiving the inter-
vention, 24 (69%) expressed interest in PrEP, 16 (46%) 
accepted an offer to schedule a PrEP care appointment, 12 
(34%) received a scheduled appointment, and none attended 
a PrEP appointment. Three (9%) were transgender women 
and 32 (91%) were cisgender women (Table 1). Almost half 
(46%) were age 50 or older. The racial/ethnic breakdown 
of the women was 46% Latina and 46% non-Latina Black. 
Over half (63%) identified as bisexual, lesbian, gay or other. 
Despite 34% reporting a high school diploma or GED and 
31% reporting some college or more, 40% were housing 
insecure (i.e., not having their own apartment or house). 
Many women reported behaviors that might put them at 
risk for HIV, such as condomless vaginal sex (40%), con-
domless anal sex (14%), exchange sex (23%), and substance 
use (71%). We found that 11% of women reported injecting 
drugs in the last 30 days and 76% of women reported having 
a main sex partner who injected drugs.

Facilitators to PrEP‑UP Intervention Engagement

Several aspects of the intervention were well-received by 
participants. The themes that emerged were (1) interest in 
PrEP, (2) offering health and social services other than PrEP 
care, (3) the women-focused approach, and (4) peer outreach 
and navigation.

PrEP Interest

Many women we encountered were either unaware of PrEP 
or heard about PrEP but did not have a full understanding of 
what PrEP was. For example, Aliyah, a 47-year-old African 
American cisgender women, told us “I did hear of PrEP, but 
I had never learned anything about it. So, I wanted to learn 
exactly what it was.” Like Aliyah, women were motivated 
to learn more about PrEP because they understood PrEP as 
a potential resource that could benefit their health.

For example, Elois, a 52-year-old cisgender African 
American woman, who did not know what PrEP was prior 
to participating in the study, expressed her desire to gain 

more knowledge about PrEP in order to protect herself. She 
described how being sexually active influenced her decision 
to enroll in the study. Elois said,

Because I needed to know those things, especially 
when she was explaining to me about the HIV test-
ing. She said, “Have you ever heard of PrEP?” She 
had told me, and I said, “No, what is that?” She 
started telling me. I wanted to find out what’s going 

Table 1   Participant Characteristics (n = 35)

a Indicates missing data due to skip patterns in the quantitative survey

Characteristic n (%)

Sociodemographic
Gender
 Cisgender woman 32 (91)
 Transgender woman 3 (9)

Age
 25–35 8 (23)
 36–50 11 (31)
 50 + 16 (46)

Race/ethnicity
 Hispanic/Latina 16 (46)
 Non-Hispanic Black 16 (46)
 Non-Hispanic white 3 (9)

Sexual orientation
 Heterosexual 13 (37)
 Bisexual, lesbian, gay, or other 22 (63)

Education
 Some high school 12 (34)
 High school diploma or GED 12 (34)
 Some college or more 11 (31)
 Housing insecure 14 (40)

Sexual behaviors
 Main partner has other sex partner(s)a 11 (52)
 Condomless vaginal sex 14 (40)
 Condomless anal sex 5 (14)
 Sex with exchange partner 8 (23)

Substance and drug use
 Any substance use (past 30 days) 25 (71)
 Injected drugs (past 30 days) 4 (11)
 Main partner injects drugsa 16 (76)

Psychosocial conditions
 Depression 16 (46)
 Anxiety 20 (57)
 Intimate partner violence 8 (23)

PrEP
 Heard of PrEP 18 (51)
 PrEP interest 24 (69)
 Previously prescribed PrEPa 2 (11)
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on. And I’m sexually active. I’m at the age too now 
there’s a lot of things I don’t know. I definitely liked 
that women helping women. That’s what I need.

Another participant, Barbara, a 52-year-old cisgender 
Latina woman, felt that the PrEP-UP intervention was 
something she needed as a woman who engaged in sex 
work and injection drug use. She expressed that the study 
could be helpful for her and for other women she knew. 
When we asked about why she participated in the study, 
she commented about her desire to not only educate her-
self, but also other women, saying:

Because it’s something that I needed for myself. It’s 
something that I want to make sure that I’m good 
about. And I could talk to other women that are 
going through the same thing I’m going through. 
And not even other women. I know a lot of girls out 
there that still use, I know a lot of girls that still, they 
be out there, selling their body. So, I try to talk to 
them a little bit about it.

Whether participants were interfacing with our CBOs 
mobile syringe unit or drop-in centers, many expressed 
that they enrolled in the study because they were curious 
about PrEP.

Offer of health and social services  Although many of the 
participants initially participated in the study to receive 
the financial incentive, the incentive often served as a 
gateway to obtain other needed health or social services 
and/or obtain sexual health education for themselves, or to 
share with other women in their lives, and women noted 
these services as a draw for them. For example, Cari, a 
50-year-old, Black, cisgender woman who was currently 
living in a shelter commented on how her participation in 
the study served as a gateway to those resources:

I participated in it [PrEP-UP] because I heard from 
one of my roommates that she learned a lot from it, 
and she don’t know what she’s gonna do as far as 
her doctor. She has a different doctor than I did. So, 
when she told me, I said too, "I wonder if these peo-
ple can help me get that OBGYN doctor or diabetic 
stuff." Because I have diabetes it’s under control, but 
I still need to see a doctor that only deals with diabe-
tes. And I’m yet to find one because my doctor hasn’t 
found any for me. So, all of those things …So this is 
why I said what I said that you guys most likely can 
help me get those help. So yeah, I’m happy with it. 
And for me it’s good I have no problem.

When we asked Cari if she followed up on the services 
that we referred her to she said “No, I haven’t been active 
… Because I don’t remember much…All I know is that 

I needed that OBGYN and the colonoscopy.” After the 
interview we had the peer follow up again about the refer-
rals, but to our knowledge Cari did not use any of them.

Like Cari, many women in our study were living in 
unstable housing and reported food and housing insecurity. 
As such, a lot of the additional services requested related 
to these basic needs. For example, Donna, a 43-year-old 
cisgender Black and Latina woman requested help with 
food and housing. When we asked her about the PrEP-UP 
intervention she told us how the additional services piqued 
her interest. When Donna came to the CBOs site, she was 
pleasantly surprised when she “realized there’s more than 
just one program here. It’s a multi-service building.”

However, when we gave Donna referrals that required 
follow up outside of the CBO for housing and food, she 
was not able to access them. She told us that she had 
started a new job and was “overwhelmed”.

Since many women had co-occurring conditions and 
competing priorities, which included housing and food 
insecurity, interest in additional services was common. 
In addition to providing referrals to such services, women 
reported liking PrEP-UP because it was focused on 
women.

Women‑focused approach  The study was framed as 
“women helping women,” which was an appeal for partici-
pants. In fact, the exclusivity of only women being able to 
participate (and that the peers were women) was a factor 
that led some women to participate in the study. As Brenda, 
a cisgender woman said, “I like the idea of Women Helping 
Women.”

Other women noted the importance of a woman-focused 
program. Florencia a 50-year-old, Latina, cisgender woman 
who participated in PrEP-UP was interested in participating 
because she was yearning for comradery with other women. 
After talking with Florencia, we learned that she was not 
interested in PrEP care specifically, she was interested in 
other social services being offered. She expressed a desire 
to take classes in order to learn new skills and share her 
acquired knowledge with other women. She commented on 
the significance of being in community comprised of other 
women, saying:

When they said $40, of course, it did attract me. But 
when they said women and women, that’s another 
thing. If they would have said $40 men and women, I 
would have said no. I don’t like to be involved in coed. 
No coed for me, just strictly women.

Participating in a women-focused intervention that 
included access to gender affirming care was highly valued 
by transgender women participants. Although only three 
transgender women were interviewed, two out of three noted 
the importance for transgender women to be referred to by 
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their correct pronoun and treated as a woman. For example, 
when asked what she liked about the program, Natasha, a 
57-year-old Black transgender woman said,

I like everything that—Everybody’s so welcoming. 
They don’t judge. They call you she, they call you her 
despite what you look like. They respect you, and treat 
you like a human.

Natasha told us that other people she encountered did not 
treat her this way and that she sometimes would refrain from 
services because they were not gender affirming. Specifi-
cally, she said people might talk nicely to her “but their eyes 
say something different” when she accessed services not 
related to the PrEP-UP intervention. Natasha was grateful 
for the PrEP-UP staff who treated her like any other woman.

Peer navigation  Participants expressed overall favorable 
experiences with the PrEP-UP intervention and found that 
the peers’ involvement had a significant and positive impact. 
The peers were viewed as personable, knowledgeable and a 
key aspect of the PrEP-UP intervention. Donna, a 43-year-
old cisgender Black and Latina participant commented on 
how her peer’s engaging personality enhanced her comfort 
as a participant in the study:

She’s very informative. She knows a lot of stuff, pre-
ventive care, and she knows how to speak to people. 
It’s like somebody where you come from in your own 
neighborhood. It’s a familiar face. You probably listen 
more. It catches the attention of the person listening.

While peers provided the PrEP education and counseling, 
participants often discussed other aspects of their lives. 
Participants noted how the peers facilitated a safe space 
whereby they could share their stories, particularly those 
related to trauma. Natasha, a 57-year-old Black transgender 
woman, commented on the emotional significance of having 
someone listen to her, saying:

I learned to love myself a little more. [Peer], I cried 
with them. I told them my father raped me. To be so 
supportive like that showed me a lot. I never get that. 
I’m usually the one doing that. I’m usually the one 
taking care of, and it’s really hard for me.

Peer navigation was a critical part of the PrEP-UP interven-
tion that motivated women to participate. Peers familiarized 
participants with the study and helped them understand the 
processes of being in a research study, they informed women 
about PrEP and other services, and they followed up with 
women to remind them about their appointments as well 
as offered to attend appointments with them. Following up 
was not always an easy task because not all women had cell 
phones. Given that peers had lived experience and were part 
of the community they were often able to use their insider 

knowledge and social networks to find women. The fact that 
peers had shared life experiences with the participants of this 
study not only benefited retention for the intervention in that 
we were able to locate hard to reach participants, but it also 
made participants feel comfortable and respected.

Barriers to PrEP‑UP Intervention Engagement

Our qualitative analysis identified a number of themes 
related to barriers to engaging in the PrEP-UP intervention. 
The barriers identified were (1) perceived HIV risk, (2) 
concerns about medication side effects or interactions, (3) 
housing insecurity and travel, (4) co-occurring health-related 
conditions and appointments, and (5) caregiving responsi-
bilities. We chose not to focus on caregiving as that has 
already been established in the literature [67–70].

Perceived HIV Risk

Regarding the proximal stages of the PrEP-UP intervention 
(i.e., PrEP interest and acceptance of a PrEP appointment), 
the main barrier identified was lack of perceived HIV risk. 
For the most part, the higher the perceived HIV risk, the 
more likely participants were to accept a PrEP appointment 
offer. Monogamy, or not being currently sexually active, 
were common reasons that women felt they were not at risk 
for HIV, and, therefore, they felt they did not need PrEP. 
For example, when asked about PrEP, Patrice, a Black, cis-
gender woman, age 56, said, “I’m not sexually active, so I 
didn’t feel the need to do that right now.” Patrice originally 
expressed interest in PrEP but did not accept a PrEP appoint-
ment because of her perceived low risk for HIV.

Importantly, women often spoke about their HIV risk in 
solely sexual terms, like Patrice above. Another participant, 
Jada, a 53-year-old Black, cisgender woman, told us that she 
was not interested in PrEP.

Because I’m back to being monogamous. I am not 
sexually active. That’s why I did not really need that 
because I am not sexually active. I can save that for 
somebody who needs it.

Overall, women who felt that their risk for HIV was low 
were less interested in PrEP. Along with lack of perceived 
HIV risk, participants discussed concerns with how their 
bodies might react to PrEP. Below we discuss how some 
women had concerns about medication side effects.

Concerns about Medication Side Effects or Interactions

Even though part of our intervention was to discuss poten-
tial side effects to PrEP and inform participants about the 
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processes of taking PrEP, some women were concerned 
about medication side effects. For example, some women 
expressed concerned about interactions with other medica-
tions that they were taking for chronic illnesses. Aliya, a 
47-year-old Black, cisgender woman felt she might benefit 
from PrEP, and was interested in PrEP, but did not accept 
a PrEP appointment offer said:

I didn’t want to mix up—I’m taking a lot of medica-
tions. I was asking what the aftereffects from that 
medication are, and she actually couldn’t tell me 
what the aftereffects were. I didn’t want to mix all 
that medication together. I told her I was interested 
in that because I’m on the inside and my old man is 
outside, and I don’t know what the hell he’s doing. I 
want to take that pill just in case he is acting stupid.

While the fear of a “monogamous” partner not actually 
being monogamous was a theme that emerged from the 
data, Aliya and others were not willing to pursue PrEP, 
even though she was concerned about her partner’s 
behaviors. Another participant, Frances, a Black, cisgen-
der woman, age 40, said something similar when asked 
why she did not accept a PrEP appointment offer. Frances 
described being concerned about medication interactions, 
but also worrying about how safe PrEP was to take while 
pregnant. Frances said,

Because I was telling them that I need to consult with 
my doctor regarding what medications did, and I’m 
more about the benefits and the risks of the medica-
tion…. I thought I was pregnant. Because I’m on, 
already on, like certain medications that I would 
want to make sure that it wouldn’t interfere with the 
rest of the medications I’m taking.

After Frances told us how she felt and described her con-
cerns, the interviewer asked if Frances would like to talk to 
one of the primary care prescribers for this study. Frances 
declined, saying:

I would like seeing my own doctor. I’m not too par-
ticular about seeing other doctors right now. I have 
my own private doctor. He takes care of most of my 
medical. Put it like this, I’m on psychiatric medica-
tions. A lot of other things scare me. I don’t jump 
right into it.

Concerns about PrEP side effects (including medication 
interactions), and the desire to have one prescribing phy-
sician who handled all of their medical needs kept some 
women from accepting a PrEP appointment, and from 
ultimately taking PrEP. Given concerns about interac-
tions with other medications, and the fact that other physi-
cians had prescribed those medications, women seemed to 

display more comfort in working with their regular doctor, 
as Frances explained above.

Housing Insecurity and Travel

Prioritizing stable permanent housing was a recurring theme 
which seemed to limit women’s interest in PrEP, as well as 
their ability to attend a PrEP care appointment. For exam-
ple, when peers talked about PrEP with women, participants 
would often redirect the conversation to housing because 
they wanted, and needed, housing referrals more than they 
felt they needed PrEP referrals.

These participants were trying to secure housing (e.g., 
a homeless shelter, single-room occupancy, etc.), and/or 
dealing with the residual mental, physical, and/or emotional 
effects of being homeless. Brenda, A 64-year-old cisgender, 
Black woman who was living in a nearby homeless shelter 
expressed that she was not interested in learning more about 
PrEP because identifying more stable housing was her pri-
mary concern. She said,

Right now, I know you don’t want to hear all this, but 
right now, my focus is on getting me a place to stay, to 
live. That’s my alternative main goal is trying to get 
out of the shelter system and trying to find me some-
place.

While some participants’ desire to secure more stable hous-
ing took precedence over learning about PrEP, for other 
housing insecure participants, their housing status made 
attending their PrEP appointments challenging. In fact, all 
of the participants who reported housing insecurity and 
expressed interest in receiving a PrEP appointment were 
unable to attend their scheduled PrEP appointment. April, a 
59-year-old cisgender, Black woman was interested in PrEP 
and scheduled a PrEP appointment; however, she was unable 
to attend her appointments because she was sleeping on the 
streets at the time of her scheduled appointment. Unable to 
secure housing in a homeless shelter at night, the participant 
slept during the daytime. When she was asked to elaborate 
on how her lack of secure housing impacted her appointment 
attendance, she said the following:

My problem is being where I’m supposed to be at 
the right time, and that has a lot to do with being late 
with some things. In other words, like if I knew I have 
appointment, I’ll be somewhere maybe getting some 
sleep, because I didn’t sleep at all the night before, 
because I have nowhere to sleep.

While some women spoke about housing insecurity being an 
obstacle to traveling to appoints other women talked explic-
itly about difficulties traveling to appointments in relation 
to distance and time constraints. For example, Cari, a Black 
cisgender woman, age 50 said,
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It’s way too far the distance for me...for me to get there 
it would take me two buses and a bit of walking. So, 
I told her that I can’t do that because it’s too much on 
my body with my legs to travel that far.

Donna, a 43-year-old Black and Latina, cisgender woman 
had an appointment scheduled, but did not attend her 
appointment. She said,

It’s just I prefer not [location of the study]. That’s too 
far for me. I need something local. I’m not going to 
go far.

When we asked if Donna would go to a PrEP appointment 
near her, she said she would. Donna, like many others, had 
conflicting needs, such as housing and food insecurity. We 
had referred her to services for both, but at the time of the 
follow up qualitative interview she had not accessed those 
services. She told us that she had started a new job and that 
she felt “overwhelmed”.

Feelings of being overwhelmed were common, Patricia a 
55-year-old white cisgender women said,

I’m overwhelmed half the time with everything that’s 
going on. It seems like it keeps getting shoveled on 
my shoulders and nothing’s getting taken off. I’m a 
mess right now.

Feelings of being overwhelmed often reflected larger ine-
qualities such as housing insecurity, which also impacted 
ability to travel to PrEP appointments. In the next section 
we discuss how co-existing health conditions impeded par-
ticipants ability to attend PrEP appointments.

Co‑occurring Health‑Related Conditions and Appointments

Many participants reported being unable to engage in PrEP 
care because they had to address other issues related to their 
physical, behavioral, and/or psychological health, and they 
did not have additional time to take on appointments for 
PrEP. Participants’ primary health concerns mainly related 
to chronic medical and psychiatric conditions, as well as 
substance use. Related to mental health concerns, par-
ticipants often recounted experiences of childhood and/or 
adolescent trauma and residual psychological distress into 
adulthood including in the context of their interpersonal 
relationships. Participants expressed that other appointments 
for health-related issues often prevented them from attend-
ing scheduled PrEP care appointments or took priority over 
PrEP appointments.

For example, Jamie, a 37-year-old cisgender Latina 
woman who had sustained injuries in a prior car accident, 
was unable to attend her scheduled PrEP appointment 
because of the many appointments she had related to her 

injuries, as well as with challenges related to caregiving 
responsibilities.

Oh, it’s just so much going on right now, like I don’t 
have babysitters and all these appointments. I have 
physical therapy. We were in a car accident, so they 
just got me going to the doctors. It’s so many doctors’ 
appointments I couldn’t keep up.

Another participant, Linda, a 51-year-old cisgender Latina 
woman, was unable to attend her PrEP appointment due to 
multiple co-existing health conditions. In addition to hav-
ing asthma, the participant experienced memory loss due 
to previous strokes that impacted her ability to remember 
when she had appointments. Due to her memory loss, she 
specifically requested that her peer provide her multiple 
appointment reminders prior to and the day of her appoint-
ment. Although Linda’s peer provided her the reminders she 
requested, she ultimately did not attend her PrEP appoint-
ment because she forgot about it:

I forget things...I have like a memory loss, I got two 
minor strokes and I have a memory loss so I was tell-
ing [peer] that if she can help me out… I was in the 
hospital, I caught an asthma attack, I was in, I went to 
that mobile on [location] and when I got there, they 
took me to Urgent Care because I couldn’t breathe, 
right. And then, the next day I ended up over here on 
[location] at another, at like a hospital, like a clinic or 
something. And then they also, they give me a treat-
ment for my asthma, right. And then that day I had an 
appointment for welfare, for food stamps and I missed 
it. So, those are the things that happen to me.

Linda articulates the complexities of her life and how she 
struggles to survive. She is preoccupied with basic needs 
(e.g.., food stamps) but her health conditions (e.g., memory 
loss and asthma) prevent her from following the require-
ments to access basic services that could improve her situa-
tion. Like Linda, several participants reported being unable 
to attend their PrEP appointments due to conflicts with 
appointments for mental health and substance use treatment, 
as well as not being able to remember things because they 
had so much going on. Ebony, 36-year-old cisgender Black 
woman who did not attend her PrEP appointment explained:

I’m too busy. I had to reset up my psych appointment 
and my therapist appointment and my … I had to go 
see my other doc. I’ve been running around and going 
to my program [substance use program] five times a 
week, so I’ve just been a little busy.

Women in this study told study described juggling life cir-
cumstances, which included maintaining their own physical 
and mental health. Many women had chronic conditions that 
needed to be maintained and they felt that PrEP would not be 



3995AIDS and Behavior (2021) 25:3987–3999	

1 3

feasible for them because of those commitments. Along with 
taking care of their own health, women also told us that they 
had others to care for, such as children or elderly parents and 
grandparents, which took up their time and would prevent 
them from attending PrEP appointments.

Discussion

Our qualitative study explored participants’ perceptions 
of PrEP-UP, a novel PrEP peer outreach and navigation 
intervention for women based at mobile syringe exchange 
sites and sex worker and syringe exchange drop-in centers. 
Facilitators to PrEP-UP engagement were interest in PrEP, 
offering health and social services other than PrEP care, the 
women-focused approach, and peer outreach and naviga-
tion. Barriers to engaging in the PrEP-UP intervention were 
perceived HIV risk, concerns about medication side effects 
or interactions, housing insecurity and travel, co-occurring 
health-related conditions and appointments, and caregiving 
responsibilities.

Our study contributes to the very limited literature on 
PrEP interventions for cis and trans women. Recognizing 
that cis and trans women at risk for HIV face a number 
of competing health and social services needs due to the 
structural barriers they face, the intervention offered PrEP 
care referral along with referral to a number of other health 
and social services that women might need. We found that 
this aspect of the intervention was positively received by 
women, and many accepted the offer of non-PrEP health and 
social service referrals, however, not all women were able 
to access these services. This finding highlights the need to 
treat women holistically, acknowledging their varied life cir-
cumstances, many of which may be prioritized before PrEP. 
For example, women who are focused on finding a safe place 
to sleep at night or obtaining food for themselves and their 
families, may not have time to devote to PrEP appointments. 
Therefore, it is important to offer other needed resources 
along with PrEP in order to engage women throughout the 
PrEP care continuum [71, 72]. Importantly, our findings 
suggest that providing referrals to PrEP and other services 
are not enough. We recommend bundling PrEP care with 
other services in locations that are familiar and friendly to 
women who use drugs and/or exchange sex, such as syringe 
exchange programs (SEPs) or other community-based organ-
izations, so that women can access numerous points of care 
in one place. For example, researchers in Philadelphia, PA 
have partnered with a local SEP and offered PrEP care on-
site. They attribute the success of the PrEP intervention to 
it being offered at a local SEP where women were com-
fortable and already seeking care [73, 74]. In addition to 
embedding PrEP at familiar and often frequented locations, 

such as SEPs, providing same day PrEP is another important 
factor. Research has shown that same-day PrEP initiation is 
feasible and may engage more women throughout the PrEP 
care continuum. [75, 76].

There are few, if any, published women-focused PrEP 
interventions, so the finding that the women focus was 
favorable among our participants is a helpful insight for 
the design of future interventions to increase PrEP uptake 
among women. This approach may be particularly important 
as healthcare and drug treatment sites can be inhospitable to 
women, especially women who use drugs [77, 78]. Women 
are not always comfortable talking to their doctors about 
their HIV risk [79] and medical distrust is a barrier to PrEP 
[43]. Although our study did not unearth issues between cis 
and trans women past research has highlighted potential dis-
comfort between the groups [80]. We likely did not find this 
in our study because we had a cisgender peer for cisgender 
women and a transgender peer for transgender women.

Along with the woman focus, participants noted they 
especially liked the peer aspect of PrEP-UP. Peer outreach 
and navigation have been successful tools to engage people 
in HIV care [47–49] and our study suggests peer navigation 
could be an important tool for future interventions aimed at 
engaging women in PrEP care.

Given that no women started PrEP, focusing on remedy-
ing the identified barriers to PrEP-UP will likely be critical 
for future interventions. Although past research with cis-
gender and transgender women has highlighted the need for 
gender affirming care, bundling referrals to other needed 
health and social services [80] along with the importance of 
peers [54], these are not sufficient; ultimately, women faced 
barriers that made attending PrEP appointments challeng-
ing. Barriers, such as competing priorities, travel, and other 
health-related conditions were significant [70]. The norm 
in healthcare of referring patients to services is a subopti-
mal approach to engaging women at risk. Indeed, Martinez 
et al. found that the average space people who injected drugs 
traveled daily in San Francisco, California was 1.5 miles 
[81]. Like New York, San Francisco has public transit, but 
still people did not move far. Engaging women in care at 
one location (e.g., one-stop shop location) where they are 
already are (in this case, for harm reduction services), rather 
than simply referring them to different locations, may be 
more beneficial, and could be a way to address the barri-
ers that women described in this study. Research on HCV 
has found on-site testing and treatment at programs for sub-
stance use disorder to be effective [82–85]. On site testing 
and treatment for PrEP would directly address many of the 
travel and logistic barriers and the obligation of attending 
other health-related appointments and could mitigate other 
barriers. For example, if a trusting environment is estab-
lished where women create community and are comfortable, 
and perhaps other services are offered, PrEP may be more 
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successful. One potential space to embed PrEP is at SEPs 
[77, 86, 87]. In addition, the possibility of using mobile HIV 
testing units for PrEP provision should be explored. We also 
suggest offering childcare so women with children who do 
not have assistance with childcare can engage in PrEP care. 
Finally, given the prevalence of structural barriers, multi-
level interventions to engage women in PrEP care would be 
beneficial [72, 88].

Despite its strengths, our study has several limitations. 
First, the PrEP-UP intervention was only offered in Eng-
lish which limited the inclusion of monolingual Spanish-
speaking participants and other women who do not speak 
English. Second, we sampled women in NYC who actively 
engaged with a local CBO and therefore our findings may 
not be generalizable to other populations of women, includ-
ing women in NYC who were not engaged with our partner 
CBO. Third, we were unable to sample a larger amount of 
trans women and we were only able to include the three 
trans women who participated in follow up interviews in 
this analysis. Given the small number of trans women we 
were unable to make meaningful comparisons between cis 
and trans women. It may be necessary to develop differ-
ent interventions for cisgender versus transgender women. 
Creating a specific space for transgender women may be a 
culturally responsive way to foster community and comfort 
for the transgender women. Future studies should explore 
the differences in PrEP experiences between cisgender and 
transgender women. Fourth, data was collected prior to the 
COVID-19 pandemic. Prior to the pandemic, the New York 
City Department of Health and Mental Hygiene released 
a statement warning that persons who inject drugs are at 
risk for acquiring HIV due to structural, community, and 
behavioral factors [89], and there is reason to believe that the 
pandemic may exacerbate structural and community issues 
that place women at risk [90]. Therefore, future research 
should explore how the pandemic may have impacted HIV 
risk among cisgender and transgender women.

Conclusion

Our qualitative study identified barriers to and facilita-
tors of a novel PrEP intervention for women at high risk 
for HIV infection. Women who were interested in PrEP-UP 
expressed an interest in learning about PrEP as well as other 
health and social services that we offered. Other facilita-
tors include the intervention’s women’s focused approach 
as well as peer outreach and navigation component. Future 
interventions should also address identified barriers. Results 
from this study suggest that future PrEP interventions target-
ing women should be (1) offered in settings women already 
frequent and at which they are comfortable, (2) offer other 

services at that location that can holistically address wom-
en’s needs, (3) utilize peers to recruit and educate women, 
(4) have a women’s focus that incudes gender-affirming care, 
and (5) consider offering same-day PrEP.
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