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Abstract 

Background: People who exchange sex for money, favors, goods or services, combat higher risk of acquiring sexu-
ally transmitted diseases (STDs) and human immunodeficiency virus (HIV). Understanding barriers to STD and HIV 
related healthcare from the perspective of this stigmatized and marginalized community may improve access to 
sexual health services including pre-exposure prophylaxis (PrEP). 

Methods: We used community-partnered participatory and qualitative methods to conduct anonymous one-on-
one interviews with people who exchange sex to understand their perspectives and experiences related to pre-expo-
sure prophylaxis (PrEP) to prevent HIV acquisition. We conducted twenty-two interviews and coded them to perform 
thematic analysis. 

Results: We identified five themes: (1) Appreciation of HIV risk and prevention strategies grew from information 
accumulated over time. (2) PrEP information came from a variety of sources with mixed messages and uncertain cred-
ibility. (3) Decision-making about use of PrEP was relative to other behavioral decisions regarding exchange sex. (4) 
The multi-step process of obtaining PrEP presented multiple potential barriers. (5) Healthcare providers were seen as 
powerful facilitators to PrEP utilization.

Conclusions: Our findings suggest that PrEP education and care needs to be made more relevant and accessible to 
individuals who exchange sex.

Keywords: Exchange sex, Sex work, HIV risk, Pre-exposure prophylaxis, Qualitative research, Community based 
participatory research
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Background
People who have sex in exchange for money, favors, 
goods or services, face disproportionately high risk for 
acquisition of human immunodeficiency virus (HIV) 
and sexually transmitted diseases (STDs) due to socio-
structural environments and laws that confer ongoing 
risks [1–6]. These individuals also face barriers to exist-
ing strategies for prevention, such as condom use, test-
ing and treatment, or pre-exposure prophylaxis (PrEP) 
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[1, 7–10]. Stigmatization, marginalization, and criminali-
zation further disincentivizes people who exchange sex 
from expressing their opinions on key topics and poli-
cies that can affect them [5, 6, 11]. In order to overcome 
barriers and provide person-centered HIV prevention 
services for people who exchange sex, we need to under-
stand the needs, desires, and experiences of people who 
exchange sex.

Famously, initial pre-exposure prophylaxis efficacy tri-
als among sex workers in Cambodia, Nigeria, Thailand 
and Malawi were halted or were refused IRB approval for 
ethical issues such as lack of community engagement and 
safe-keeping [12, 13]. Later PrEP trials showed efficacy in 
HIV prevention but did not include sex workers [14, 15]. 
A demonstration project among sex workers in India uti-
lized a community-led approach and showed 97.7% (627 
of 647 participants) utilization of PrEP over 15  months 
and no HIV seroconversions [16]. Facilitators of PrEP 
utilization in this study included community leaders 
with consistent and accurate prevention counseling, 
demonstration of PrEP ingestion by community lead-
ers, and access to full resources such as condoms and a 
community bank for all members of the sex worker group 
whether or not they took PrEP [17]. In the United States, 
among female participants of a safe syringe program in 
Philadelphia who initiated PrEP, 71.6% (68 of 95 par-
ticipants) engaged in transactional sex [18]. At 24 weeks 
after initiating PrEP, only 44.2% (42 of 95 participants) 
continued utilizing PrEP [18]. Participants discussed 
complex needs that compete with PrEP utilization such 
as housing or food [18, 19]. Further work is needed to 
understand PrEP interest, access, preferences and expe-
riences in the United States population of people who 
exchange sex, and this work must integrate community 
voices as integral to future HIV prevention efforts.

Our study utilized a community-partnered participa-
tory approach with qualitative methods to understand 
the experiences and perspectives of individuals who 
exchange sex related to PrEP. We used a community part-
nered approach to reduce the risk of re-traumatization 
while interviewing participants, and to combat power 
dynamics that may obscure true feelings and beliefs 
[20]. Using anonymous semi-structured interviews and 
assistance from community partners, we describe the 
experiences and perspectives related to PrEP from the 
perspective of people who exchange sex.

Methods
We employed community-partnered participatory meth-
ods to design and conduct this study. A community-part-
nered approach collaborates with community members 
and organizations in order to improve study design, 
recruitment, and data analysis [21]. Partnering with 

community can minimize the risk of harm from medi-
cal research and the risk of re-traumatization when dis-
cussing vulnerable and sensitive topics [22]. Community 
partners were from Pittsburgh and included individual 
members of Sex Workers Outreach Project (SWOP) 
Pittsburgh chapter, New Voices for Reproductive Justice 
(a Pittsburgh and Philadelphia based Reproductive Jus-
tice organization), PERSAD Center and Allies for Sexual 
Health and Well-being (two LGBTQIA oriented health 
clinics), Pittsburgh Action Against Rape (support center 
including legal and mental health services for survivors of 
intimate partner violence), and Positive Pathways (reha-
bilitation services for women who have received prostitu-
tion charges). We invited community partners to review 
the study objectives, study design and qualitative inter-
view materials including the semi-structured interview 
guide. Partners also assisted with recruitment and data 
analysis. Community partners were offered compensa-
tion for their time at $15/hour. The University of Pitts-
burgh IRB approved this study as exempt, given it was 
anonymously conducted and any temporary identifiers 
were kept confidential and deleted permanently at the 
completion of interviews. In order to ensure anonymity 
of participants, community partners agreed with verbal 
informed consent rather than written consent, and our 
verbal consent script was approved by the University of 
Pittsburgh IRB.

We chose qualitative anonymous in-depth inter-
views in order to enhance insight into this poorly 
understood topic. Qualitative methods are ideal for 
understanding the experiences and beliefs of a specific 
population in their own voices and through their own 
narratives without predetermined investigator limi-
tations or assumptions [22, 23]. Due to criminaliza-
tion of exchange sex, we chose anonymous individual 
interviews and obtained a waiver of signed consent to 
reduce potential harm to participants from involve-
ment in the study. While we kept telephone numbers 
or emails of participants in order to schedule and con-
duct interviews, after interviews were completed or 
three failed attempts to schedule an interview, con-
tact information was deleted permanently. Any voice-
mails left on the study voicemail or sent to the study 
email were also deleted permanently, thus our partici-
pants remain anonymous. Our community partners 
reviewed our study materials including semi-struc-
tured interview guide, and recruitment flyers/social 
media messages and provided input and suggestions 
for revisions. (Additional files 1, 2, 3, 4, 5 and 6) Com-
munity partners agreed with the open-ended style of 
semi-structured individual interviews and recom-
mended social-media based recruitment. Recruitment 
was thus multimodal, utilizing twitter profile, flyers, 
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and purposive recruitment by community partners 
who referred personal contacts to the study. We also 
used snowball and respondent driven sampling, where 
participants could refer others to the study and receive 
$5 compensation for up to three referrals [24].

People were eligible for the study if they were English-
speaking, 18 years or older, and had current or history of 
sex in exchange for money, favors, goods or services. Par-
ticipants were not eligible if incarcerated or in jail at the 
time of the interview. We intentionally did not restrict 
participants based on self-identified gender or race in 
order to capture potential thematic similarities despite a 
sample population with heterogeneous gender and racial 
identities [23]. We used telephone calls or Zoom-based 
calls to conduct interviews from March 2020 to Febru-
ary 2021. A single trained interviewer conducted all 
interviews which started with a demographic question-
naire. (Additional file  7) The interviewer is experienced 
with clinical care of marginalized populations and with 
qualitative interviewing. During the demographic ques-
tionnaire which included age, self-described race and 
gender, we also asked an open-ended question, “How 
often in a month do you engage in sex for money, favors, 
or other goods/services?” where participants could indi-
cate if they no longer exchanged sex. Participants self-
described a term for the practice of exchange sex, due to 
the heterogeneity of terms among researchers and com-
munity members [25]. Interview topics included partici-
pant experiences and recommendations regarding health 
care services such as general healthcare, sexual health 
such as STD/HIV prevention, contraception, and preg-
nancy care including abortion services. After completing 
the interview, we provided educational materials about 
STDs, HIV risk, and PrEP. We provided resources to find 
a local PrEP provider, mental health resources, and legal 
resources.

Interviews were recorded and transcribed verbatim. 
Transcripts were edited to remove personal or geo-
graphical identifiers, and interview recordings were 
destroyed after transcription to preserve confidentiality. 
Through iterative feedback from community partners, we 
increased participant compensation from $15 per inter-
view to $50 per interview. Before this feedback suggesting 
higher compensation, we had compensated two partici-
pants with $15. After the feedback, twenty participants 
received $50. Because no contact information is stored 
for participants, we could not contact prior participants 
to give them the additional compensation. All compensa-
tion was provided through gift cards. We planned to stop 
recruitment after achieving thematic saturation, which 
occurs when no new themes are identified during inter-
views and serves as an indicator that the sample size is 
robust to address the research question [22].

We used NVivo software to organize our analysis and 
used an open or “editing” approach to create a codebook 
[22]. While a general sense of thematic saturation was 
assessed by the single researcher conducting interviews, 
the interviewing researcher worked alongside three other 
researchers in order to create the codebook. Of the cod-
ing team, two of the researchers had read the majority of 
the interviews and participated in the transcription work. 
Thus, our coding team had a good understanding of the 
content of all the interviews when coding began. The four 
researchers independently coded 5 interviews, met to 
review independent codes, resolved discrepancies, and 
created a final codebook. A single researcher used this 
codebook to code all twenty-two interviews, and if any 
new codes were felt necessary we planned to review with 
the larger research team for agreement however no new 
codes were needed. We used inductive thematic analysis 
to identify themes, [23, 26]. No inter-rater reliability of 
codes was assessed, instead, coding updates and overall 
themes and subthemes were reviewed in detail with the 
full coding team which discussed the analysis and inter-
pretation of the coding and agreed with the findings [23]. 
Additionally, findings were presented to members from 
our partner organizations who corroborated that the 
findings rang true to their experiences and perspectives 
[21]. Four community partners reviewed themes. We 
provided $50 for community partners who participated 
in thematic analysis review. These community partners 
confirmed that the themes rang true with their own 
experiences and expertise.

Results
Twenty-two people participated in the study (Table  1). 
Most self-identified as non-white race with a median age 
of 26.5 (20–66  years). Participants had a variety of self-
described genders, nine (40.9%) identified as female, nine 
(40.9%) identified as male and four (18.18%) identified 
as non-binary. While we did not ask for HIV serostatus 
in our demographic questionnaire, one participant dis-
closed HIV positive serostatus during their semi-struc-
tured interview. We achieved thematic saturation after 17 
interviews and continued completing an additional five 
interviews out of a desire to respect participant’s inter-
est in joining the study and avoid any trauma from per-
ceived rejection or exclusion [22]. During our analysis of 
the data, we identified five themes which are discussed 
below.

1. Appreciation of HIV risk and prevention strategies 
grew from information accumulated over time.

HIV risk was commonly acknowledged among partici-
pants; as one participant articulated: “HIV is one of my 
biggest concerns and one of the biggest risks when you 
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engage in this business. (Participant #7)” Participants 
often described that as they got older, gained more expe-
riences, and learned more from others, their appreciation 
of HIV risk grew more serious over time. They described 
themselves as having been “impulsive (Participant #2)” 
and relatively naïve or ignorant of the risks when younger. 
They attributed some of this to a lack of education about 
STDs including HIV while in school. They discussed that 
with time they were able to learn more about STDs and 
HIV from non-school sources such as sexual health clin-
ics. One participant described,

When I was younger I didn’t learn about how it’s 
transmitted. I didn’t learn about what happens if you 
do get it. I didn’t learn about prevention. It was at 
one of the clinics. I just popped in and they were like, 
oh, due to your history, you should consider taking 
PrEP. (Participant #3)

Many participants also explained that they felt more 
shame when they were younger related to exchange 
sex and thus would not acknowledge risk of HIV. They 
described how they learned from their experiences and 
the experiences of others. One participant explained that 
after having a friend acquire HIV, they became more 
aware of the risk and the risk itself felt severe, “I felt like 
I could get it, like it hits close to home… We slept with 

some of the same people. (Participant #9)” Another par-
ticipant discussed that after being diagnosed with an 
STD they became aware of the risk of HIV acquisition 
(Participant #1).

Participants also shared that their growing awareness 
of HIV risk was not only related to their personal health 
but also the risk to their income. Participants feared that 
acquiring HIV would negatively impact their ability to 
perform their work. Indeed, many noted that acquiring 
any STD, including HIV, may compromise their ability 
to perform their job and receive financial compensation. 
This fear of losing work enhanced STD and HIV aware-
ness and risk perception.

Participants described obtaining information about 
HIV in a fragmented process from varied sources. One 
participant discussed learning of testing, treatment, 
and barrier methods while attending a gay pride festi-
val. Another described how, during prior imprisonment, 
they learned from other inmates to use latex gloves for 
barrier protection given the lack of condoms. Partici-
pants also described learning about HIV and preven-
tion from clients, augmenting this information with their 
own research, “when I would have a client even if he was 
older than me, if he said things that didn’t sound right, I 
would go research it. (Participant #5)” Many participants 
described using the internet but fearing that the infor-
mation may not be reliable. One participant explained 
that they preferred to find information that came from 
“a trusted facility, a place of higher learning like a medi-
cal facility. (Participant #10)” Many participants utilized 
community resources such as the library to find books on 
the subject. One individual discussed that a local busi-
ness advocated for HIV awareness which helped them 
understand more about the disease. A few participants 
identified that celebrities and television resources were 
useful, and others used informational social media plat-
forms. Others learned about HIV risk and mitigation 
strategies from in-person or on social media-based peer 
networks. Some participants served as a source of knowl-
edge for their peers, one individual described that,

Most of the guys who do the same thing that I do 
are chancing on luck, maybe they are crossing their 
fingers that they won’t contract the disease. They 
don’t take the same precautions as much as I do. 
And that’s a big risk. I try to talk to these guys. 
(Participant #15)

2. PrEP information came from a variety of sources 
with mixed messages and uncertain credibility.

Participants had heterogeneous perceptions of and 
experiences with PrEP. One participant had never heard 
of PrEP (Participant #17). A few participants were taking 

Table 1 Demographic characteristics

a N = 18, four participants did not endorse current exchange sex at the time of 
interview

Characteristic Median (Range)

Age 26.5 (20–66)

Frequency of exchange sex in one  montha 11.5 (2–60)

Race, self-described N (%)

 Gender, self-described

 Black 15 (68.18%)

  Female/nonbinary – 1 1 (6.67%)

  Female 8 (53.33%)

  Male 6 (40%)

 Multiracial 3 (13.63%)

  Non-binary 2 (66.67%)

   Human/feminine 1 (33.33%)

   Transman 1 (33.33%)

   Male 1 (33.33%)

 White 3 (13.63%)

  Non-binary/transmasculine 1 (33.33%)

  Female 1 (33.33%)

  Male 1 (33.33%)

 Pacific Islander 1 (0.05%)

  Male 1 (100%)

HIV positive, self-disclosed 1 (0.05%)
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PrEP at the time of the interview. Like their information 
regarding HIV risk, knowledge of PrEP also came from a 
variety of sources. Some discussed that information came 
from health care providers, either being counseled about 
PrEP after treatment for frequent STDs, or after disclos-
ing sexual minority or exchange sex status. Several par-
ticipants described learning about PrEP from flyers and 
brochures in emergency room or outpatient settings, 
saying that brochures were factually helpful because they 
could “…seek more information about it, and how do 
you take it, how many days do you take it. (Participant 
#14)” Other participants discussed learning of PrEP from 
peers, friends, or other colleagues. Other participants 
discussed learning about PrEP from bus signs, television 
commercials, or internet and social media avenues. Tel-
evision commercials that included diverse racial, gender 
or sexual identities created a positive sense of inclusion 
and access to PrEP.

Participants described some mixed messages they 
received regarding PrEP. For example, many participants 
interpreted advertisements and media messaging to indi-
cate that PrEP was “only for gay men, (Participant #22)” 
or people in same sex relationships. There was also confu-
sion between PrEP and post-exposure prophylaxis (PEP) 
with several participants revealing during the course of 
the interview that they were describing PEP rather than 
PrEP and admitted that they may not have understood 
what PrEP was and how it differed from PEP. Others 
described hearing about various risks and side effects 
and voiced concerns about possible infertility, nausea, 
or uncertain long-term side effects given the newness 
of the medication. As one participant noted, “There are 
so many myths surrounding it. And because I don’t have 
the correct information, I don’t think I’m gonna use PrEP. 
(Participant #13)” Several also expressed mistrust in sci-
ence and the medical system: One participant explained, 
“You know, science, I can’t trust what these people are 
telling me. (Participant #10)”.

3. Decision-making about use of PrEP was relative to 
other behavioral decisions regarding exchange sex.

Our study participants described how much of their 
decision-making regarding whether to take or continue 
PrEP related to choices they made regarding exchange 
sex. This is demonstrated in one participant’s explana-
tion of PrEP after describing it as “life-saving,” going 
on to say, “when I deal with these clients who want to 
have sex without condoms—they might actually pay 
you less if you use condoms, or pay you more when you 
are not using them… it’s kind of tempting. I feel like 
the drug has really saved me in such scenarios because 
when I took the drug, I felt safe even though I wasn’t 
using condoms. (Participant #14)” Participants of all 

genders discussed risks with condom negotiation with 
clients such as physical violence or decreased compen-
sation. Some participants valued PrEP because it gave 
them freedom not to use condoms, preferring to get 
frequently tested and take medication if diagnosed with 
other STDs. Others had used PrEP and discontinued 
the medication when they stopped practicing exchange 
sex, for example entering a monogamous relationship 
or transitioning to non-contact based sexual services 
(e.g. pornography or selling paraphernalia of sex such 
as undergarments).

Participants also discussed how their uncertainty, and 
associated lack of confidence, on how PrEP worked to 
prevent HIV influenced their willingness to use it. Given 
the cost of the medication and the work of taking a daily 
pill, participants considered the value of PrEP in light of 
their uncertainty of its benefit. To explain this, many par-
ticipants contrasted their perception of PrEP with their 
views and use of condoms.

Many participants described that they preferred male 
or female condoms to PrEP, because condoms avoided 
some of the unpleasant features of PrEP (e.g. daily pill 
administration, cost concerns). They also believed the 
physical barrier of condoms to be more reliable or “sure.” 
This is demonstrated in this participant’s reasoning: “I 
don’t believe that it [PrEP] will protect me, so I don’t use 
them. It’s just a feeling, I find it difficult to trust drugs. 
I’d rather use one protection that I’m very sure—con-
doms. (Participant #11)” The uncertainty regarding how 
PrEP works is reflected in the following quote: “By nature 
of disease theory, you get infected or it’s transmitted… 
a drug will protect you from that? It’s not a sure thing. I 
don’t understand how that would work ensure I don’t get 
the disease. (Participant #11)” Others noted that while 
they understood the concept of PEP—taking medications 
to prevent HIV transmission in the context of an unpro-
tected exposure—they did not perceive the benefit when 
risk was already mitigated with other protective meas-
ures such as condom use. As one participant explained 
the perceived difference between PEP and PrEP:

Because you take PEP after. Where PrEP is taken 
before. So when you take PEP you are sure there is 
something it is preventing. You only take PEP after 
you have messed up and you have to correct the situ-
ation. You can take PrEP and then you fail to mess 
up and you have loaded your body with unnecessary 
drugs. (Participant #16)

Other participants echoed this sentiment, indicating 
that they did not want to take medications “for no reason. 
(Participant #2)”.

4. The multi-step process of obtaining PrEP pre-
sented multiple potential barriers.
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Participants described the multiple steps needed to 
obtain PrEP: getting an appointment with a health pro-
vider who prescribes PrEP, feeling comfortable at the 
appointment to discuss PrEP, having the funds or insur-
ance coverage to fill the prescription, and facing various 
challenges at the pharmacy when picking up the pre-
scription. Access to care was a concern and cost con-
cerns were key barriers for both accessing health care 
and filling a prescription. Some participants described 
not being able to see a provider due to limited avail-
ability during the pandemic. Some described not using 
care due to lack of health insurance and thus not being 
able to initiate the process to obtain PrEP. One partici-
pant expressed appreciation that a clinic providing low-
cost care to people without insurance allowed them to 
obtain PrEP (Participant #10). Another participant dis-
closed that cost and insurance coverage are also barriers 
to filling the prescription, “I know a lot of people tell me 
that their health insurance won’t cover it, or that they 
cover it, but the copay is so high that it’s cost prohibi-
tive. (Participant #12)”.

In addition to the cost of PrEP, participants discussed 
the challenge of overcoming stigma, bias, and racism 
when interacting with both medical clinics and pharma-
cies. They described stigma faced when disclosing their 
experiences with transactional sex. For example, a par-
ticipant described,

I had an encounter with a nurse because I had gone 
for an HIV test. I told her I’m a sex worker. Imme-
diately she assumed that I’m HIV positive, and she 
didn’t ask me why I’m there, she just told me I’m 
going to have to get on the ART. I felt her assumption 
affected me, she just assumed rather than asking me. 
(Participant #14)

Other participants described the compounded impact 
of this stigma with racism. As the above participant 
shared, “When you are going to get tested for STDs or 
at the pharmacist when I buy condoms, at times they 
look at you in a certain manner. They can discriminate 
because I’m a black person, they don’t want to give you 
the service that you are seeking. (Participant #14)” This 
participant explained that they would not restart PrEP 
because they feared experiencing racism again, stating 
they are, “still worried about this… they are not going to 
give me PrEP because of my skin color. (Participant #14)” 
Another participant shared a similar experience of feel-
ing discrimination at a pharmacy when picking up PrEP: 
“…people know my skin color… at times I will go there 
to pick up a tablet before meeting a client, and they will 
tell me they are out of stock. But probably some quiet guy 
comes in and gets the medicine. So I feel they could be 
discriminating against me. (Participant #19)”.

People frequently described that these experiences of 
racism and stigma prevented them from seeking care in 
the future or from disclosing their practice of exchange 
sex. One participant explained that.

When you get that from a healthcare provider it is 
kind of hurtful because you don’t know where you’re 
supposed to run to. You feel isolated and neglected 
because this is a place you have gone to feel safe 
when society has already judged you. You want to 
be able to share information about what you are 
doing, but when you visit any other hospital setting 
the bad experience keeps coming back to your mind. 
(Participant #21)

There were also multiple pharmacy-related barriers 
to PrEP use. Many participants discussed that they had 
interruptions in their PrEP use because the pharmacy 
was out of stock, and one participant noted they were 
not able to obtain PEP because a hospital pharmacy was 
out of stock. One participant noted that interruptions in 
PrEP use are, “heartbreaking (Participant #7)”. For this 
participant, PrEP provided a way to overcome HIV risk, 
and without PrEP clients were too risky. The participant 
declined clients when not using PrEP, thus suffering a 
loss of income when already struggling with financial 
insecurity. Some participants described that if they were 
travelling to a rural area, for example to the town of their 
family of origin, they would find the pharmacy in their 
hometown did not carry PrEP. They worried that the 
pharmacy didn’t carry PrEP due to the stigma associated 
with its use. The participant explained that they would 
have to, “stock-up (Participant #3)” when visiting home.

5. Healthcare providers were seen as powerful facili-
tators to PrEP utilization.

Several participants described their relationship with 
their providers as facilitators to PrEP utilization. One 
participant discussed that they had been able to obtain 
PrEP easily due to reliable providers, “Surprisingly, I’ve 
had no barriers… My doctor writes prescription every 
three months that I can refill every month. (Participant 
#12)” Other participants noted that a trusting relation-
ship with their physician or nurse was a facilitator to 
PrEP utilization. One participant described feeling medi-
cal mistrust of the overall medical system, but that he 
was willing to learn about PrEP from a provider with 
whom he had developed a trusting relationship and over 
time. This participant explained the features that made 
this provider trustworthy,

I will say this. I’ve never had a doctor before this one 
that I can email in the middle of the night, if need 
be, if something happened. And know that I’m going 
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to get response within 24 hours. Okay, that’s num-
ber one. It’s the type of personal interaction that you 
have with somebody that allows you to feel trustwor-
thy. She really, in my opinion, hand-held me, walked 
me through, took the time out of her day. There 
were times when I didn’t even have an appointment 
however I would be able to have her personal email 
address, have her social media account. I can talk 
with her at any time, I have her phone number. That 
for me was the decision making in regards to, you 
know, being able to trust her. (Participant #10)

The participant explained that within this trusting 
relationship with their doctor, they were able to have 
repeated discussions about PrEP and ultimately chose to 
take PrEP while in a serodiscordant relationship.

Participants recommended that healthcare providers 
use their position to adjust the care continuum for PrEP, 
including enhancing awareness among people who have 
exchange sex and improving comprehensive sex educa-
tion. Several participants voiced a preference to hear 
information about PrEP from their health care providers 
and noted that increased awareness was needed. As one 
participant stated, “…that is a gap that health providers 
have to fill in and give this information to sex workers 
in order to keep the number of HIV patients low. (Par-
ticipant #7)” Another participant suggested that all clinic 
staff can provide PrEP information to increase aware-
ness—“not only the doctors but also the nurses. (Partici-
pant #14)” Another participant suggested that holistic sex 
education should be a part of PrEP care in sexual health 
clinics. They described that this comprehensive sex edu-
cation is critical to sexual health including PrEP use,

There should be a big push for us to be talking about 
relationships and sexual safety and sexual habits. 
A lot of people just get the PrEP without educa-
tion. So that’s my issue. You got to give them both. 
...education based on healthy relationships...what 
you are willing to do, what you are not willing to do. 
How you can talk to your partner and address them 
safely... and in a way that gets your voice heard so 
you feel like you matter. (Participant #5)

Discussion
People who have exchange sex constitute a highly stig-
matized group that experiences barriers to potentially 
beneficial STD/HIV prevention services such as PrEP. 
Participants described that understanding their HIV risk 
was a complex, fragmented, cumulative process over 
time. They shared that obtaining knowledge about PrEP 
was also complex, informed by mixed-messages from 
varying sources and medical mistrust. When making 

decisions regarding use of PrEP, participants considered 
the impact of PrEP use on income from exchange sex and 
their understanding of disease prevention through medi-
cations or through condoms. Participants also perceived 
the process to obtain PrEP to be overly complex with bar-
riers such as stigma, racism, prohibitive cost of medica-
tion, and poor access to healthcare. They recommended 
that healthcare providers streamline this process and 
increase access to PrEP and holistic sex education.

Our participants’ description of variable and cumula-
tive understanding of HIV risk corroborates other studies 
examining HIV risk awareness among populations that 
face higher risk of HIV acquisition. A qualitative meta-
synthesis of studies investigating HIV risk awareness 
and testing among at-risk groups including people who 
exchange sex, people who are incarcerated, or men who 
have sex with men, similarly identified lack of awareness 
regarding HIV testing, diagnosis or treatment as a barrier 
to HIV prevention [27]. Surveys among men who have 
sex with men in Toronto with objective criteria for high 
HIV risk showed correlation between low self-perceived 
HIV risk and reduced awareness of, interest in, or access 
to PrEP [28]. Our participants similarly described how 
perception of their HIV risks influenced decisions about 
PrEP. A study in Baltimore, MD identified that “female 
sex workers” (FSW) have limited awareness of prevention 
strategies and would be interested in PrEP [29]. Our par-
ticipants’ interest and consideration of PrEP was nuanced 
and influenced by other risk and logistical considerations.

Our study illustrates decision-making regarding PrEP 
utilization accommodates personal preferences for 
broader risk/benefit considerations (e.g. higher income 
from sex without a condom) and includes concerns 
such as medical mistrust, and avoidance of medication 
side effects. A PrEP intervention trial among female 
sex workers (FSW) in Baltimore, MD described simi-
lar barriers such as medication side effects and medical 
mistrust [30]. While those researchers also described 
barriers such as difficulty obtaining venipuncture for 
recommended testing before initiation of PrEP, our 
study did not capture these barriers, which may be due 
to the heterogeneity of our participants while the Bal-
timore study included FSW with a high proportion of 
prior or current injection drug use [30]. Another study 
showing similar results to our study involved women 
who use drugs in a safe syringe program. Among women 
seeking care at a safe syringe program, while initial PrEP 
use was high at 66.3% (63 of 95 women), after 24 weeks 
only 42 women utilized PrEP (44.2%) [18]. Similar to our 
findings, this study’s participants had nuanced decision 
making around PrEP influenced by individual daily risk 
assessment regarding housing security and drug mis-
use with fluctuating levels of HIV risk perception [19]. 
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Different from our study, participants of the safe syringe 
program revealed that they could sell their PrEP pre-
scription obtained through the study to local predatory 
pharmacies to address their financial insecurity [19]. 
While our study participants discussed pharmacy barri-
ers such as stigma, racism and lack of access, our par-
ticipants did not discuss competing financial interests 
between keeping the PrEP for personal use or selling it 
to local pharmacies for income generation. In our study, 
participants discussed dislike for daily oral pills, thus the 
long-acting injectable formulation of PrEP using cabo-
tegravir may be a promising avenue for HIV prevention 
among sex workers in the future, but at the time of our 
study it was not approved and no study participant men-
tioned non-oral formulations of PrEP [31].

Similar to prior qualitative work among people who 
have exchange sex, our study participants described 
troubling experiences of stigma and racism in health-
care settings that were barriers to PrEP use [32]. Differ-
ent from our study, recent survey data among men who 
exchange sex identified that transportation difficulties 
and challenges discussing sex practices with a provider 
are also barriers to PrEP [33]. Our participants discussed 
that mistrust with healthcare provider was a barrier to 
PrEP but did not specifically identify transportation as 
an issue. Yet our findings provided a more comprehen-
sive list of barriers, including access to healthcare, cost 
of medication with or without insurance coverage, issues 
with pharmacy, and lack of confidence in PrEP disease 
prevention. Our study may differ as it employed a com-
munity-partnered approach for recruitment, and it rep-
resents views of people who exchange sex with a variety 
of gender identities. Our study’s use of open-ended ques-
tions may account for participant’s expanded discussion 
of barriers to PrEP. One study among Canadian male sex 
workers who participated in a nurse-led PrEP program, 
described similar features of HIV risk awareness.

Participants that we interviewed for this study dis-
cussed experiences of violence and assault by clients and 
police officers. This is critical to understanding barriers to 
STD/HIV prevention among people who exchange sex, 
given that modeling has shown that elimination of police 
violence coupled with support to address long term 
effects of violence could prevent 24% (95% CI 8–45%) of 
HIV infections among female sex workers (FSW) over a 
decade [34]. Work among Black men who have sex with 
men in the Los Angeles area using a syndemic model 
shows that there is a synergistic effect of experiences of 
violence and increased risk of exchange sex practice, and 
additional work is needed to understand the intersec-
tion of violence, exchange sex and increased HIV risk 
[35]. Our study objective was to understand healthcare 
experiences among people who exchange sex, and while 

violence and intersection with police and carceral sys-
tems are also a crucial area to investigate, that was not 
the focus of our work. Through our community part-
nered approach, we discussed our findings and reviewed 
themes with community partners, and our team felt the 
area of violence and policing was not adequately investi-
gated in our data and so we are not disseminating those 
comments from participants.

Limitations of our work include age range repre-
sented, lack of sexual identity reporting, and low com-
pensation. Mandatory reporting laws in Pennsylvania 
require reporting of minors involved in exchange sex to 
state child services, and revealing a participant’s identity 
would not be ethical. Thus, we did not interview par-
ticipants less than 18  years old. We recognize that this 
misses the perspectives and experiences of this key popu-
lation as one in fourteen high school aged adolescents in 
Washington DC are estimated to participate in exchange 
sex [36]. Additionally, although an argument can be made 
that asking about sexual identity is valuable and may add 
insight to the data [37], our community partners, includ-
ing LGBTQIA sexual health groups, did not recommend 
asking about sexual identity either in the interview or the 
demographic questionnaire. While some participants 
did discuss their sexual identity at times, not all partici-
pants reported this in their interviews, so we are not able 
to comprehensively report about sexual identity and its 
intersection with healthcare and exchange sex. Finally, 
as mentioned in the methods, our initial compensation 
was too low at $15 per interview, and although we did 
increase compensation to $50 it is likely that this com-
pensation may also have been too low to attract a broader 
sample of individuals who engage in exchange sex. While 
studies suggest that community-advisory boards should 
determine reasonable compensation for studies among 
marginalized populations, and our study did employ 
community-partnered methods, COVID19 impacts may 
have altered what is deemed reasonable during our study 
and future work may benefit from increased compensa-
tion amounts [38]. Research activities were also halted for 
two months at the start of the COVID19 pandemic, and 
social distancing requirements prevented any in-person 
recruitment. This may have enhanced social media and 
flyer-based recruitment, and may have overall limited our 
ability to recruit from a wide variety of potential partici-
pants. Strengths of this work include its heterogeneous 
population and community-partnered approach. Despite 
the limitations, our work was able to identify common 
themes among a very diverse group of participants that 
include a wide age range, and a variety of gender and race 
identities. Commonality despite these differing identi-
ties may strengthen our findings as potential avenues for 
future prevention efforts.
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Conclusions
Our findings have important clinical, policy, research 
and educational implications. Our work provides a 
variety of strategies that are potential avenues to effect 
change. Participants recommended that healthcare 
providers should create personal relationships with 
patients to establish trust, and should promote aware-
ness of PrEP. Counseling approaches may also wish to 
acknowledge and address the balancing of various risk/
benefit considerations that include exploring individu-
al’s prioritization of concerns and brainstorming sup-
ports and mitigation strategies for other risks including 
interpersonal violence and stigma/bias. As suggested by 
participants, messaging regarding HIV risk prevention 
strategies including PrEP should use multiple commu-
nication platforms and modes such as social media out-
lets and use of peer networks. Additionally, messaging 
should be inclusive of a variety of gender identities and 
sexual orientations. And, as participants of our study 
described receiving healthcare in the emergency room 
for PEP, embedding preventive and sexual education 
services integrated into emergency department services 
and resources, including a stronger PEP to PrEP path-
way, may facilitate entry and engagement in these pre-
ventative services.
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