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Abstract
Background Disparities in HIV incidence and PrEP use among Black ciswomen remain. We examine factors associated with
PrEP persistence using mixed methods.
Setting Black ciswomen in Chicago, IL, prescribed PrEP at a federally qualified health center (FQHC).
Methods We used electronic health data to determine PrEP persistence (Proportion of Days Covered ≥86% at 6 months) and
tested demographic and clinical factors in logistic regressions. We interviewed eight Black ciswomen, purposefully selected by
PrEP persistence.
Results Among 112 Black ciswomen, 18% were persistent. In adjusted models, neighborhood, visit reason (at initiation), and
initiation year were significantly associated with persistence. Qualitatively, we found little evidence of cost or adherence as
barriers; participants reported low community awareness, importance of providers, and concerns around stigma, side effects, and
pregnancy while using PrEP.
Conclusion While persistence among Black ciswomen was low, patients were often making decisions based on perceived HIV
risk. We identified real-world barriers to address in future interventions.
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Introduction

HIV incidence remains relatively high among Black ciswomen
in the USA; in 2018, 19% of new HIV infections were in
ciswomen, with more than half of those among Black ciswomen
[1]. However, HIV pre-exposure prophylaxis (PrEP) uptake has
been slow, aswomen are only 6%of PrEP users and the PrEP-to-
need ratio was 1.6 for women compared to 5.7 for men, indicat-
ing fewer users relative to new HIV infections [2, 3].

In preparation for PrEP delivery, many studies examined the
expected barriers and facilitators, as well as PrEP awareness,
among ciswomen in the USA, including specifically among
Black ciswomen [4–16]. These studies revealed barriers that
are now familiar: side effects, low HIV risk perception, costs,
lack of awareness, low provider engagement, medical mistrust,
stigma, fear of disclosure, and concerns about daily pill taking.
Limited data on PrEP use show low rates of continuation or
adherence among ciswomen [17–19], ranging from 37.5% to
41% retention at 6 months among predominantly Black
ciswomen. However, few studies have examined the experiences
of Black ciswomen actually using PrEP in real-world settings
[12, 13, 17]. In this analysis, we look at both patient characteris-
tics and in-depth interviews to understand and characterize the
PrEP experience, particularly PrEP persistence, among Black
ciswomen who have initiated PrEP.

Methods

The study was primarily conducted at Howard Brown Health,
a large, urban federally qualified health center (FQHC) in
Chicago, IL, with a focus on sexual and gender minority
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health. Since 2016, the FQHC has recently expanded into
primarily Black neighborhoods and has increased engagement
with Black ciswomen.We used amixed-methods approach, in
which quantitative and qualitative work iteratively informed
the research questions.

For the quantitative analysis, all self-identified Black
ciswomen who had started PrEP from January 1, 2015
through February 1, 2019 were included; to be able to account
for neighborhood characteristics, we excluded patients resid-
ing outside of Chicago. All data came from electronic health
records (EHRs) and included 6 months of follow-up.
Residential zip codes were linked to zip code level HIV prev-
alence data [20]; we also included neighborhood (South,
West, or North), by zip code, which captures both neighbor-
hood demographics and distance to clinics. Other EHR data
included demographics, PrEP prescriptions, PrEP provider,
HIV/STI tests, and the patient’s reason for scheduling the
visit. In response to information from the qualitative inter-
views, we also matched each patient’s PrEP provider to hu-
man resources (HR) data on race and gender, and determined
whether patients had been to Howard Brown Health prior to
their first PrEP prescription.

Persistence was defined as having proportion of days cov-
ered ≥86% for each of the first 6 months of PrEP use, accord-
ing to prescription data [21]; this translates into having at least
six doses per week for the entire first 6 months of PrEP use.
Logistic regressions were used to model PrEP persistence,
first using each covariate independently and then in an adjust-
ed model, using variables chosen a priori.

For the qualitative analysis, we included only active pa-
tients, from both Howard Brown Health and the University
of Chicago’s Infectious Disease Clinic and Sexual Wellness
Clinic, and purposefully selected Black ciswomen who did
and did not achieve PrEP persistence at 6 months to gather a
range of experiences; patients are described in the text by their
age, PrEP persistence at 6 months, and whether they were still
using PrEP at the time of the interview. Sixty-one patients
were included in the sampling frame. A total of 29 participants
were successfully contacted to assess interest in participating
in the qualitative interview. Of those who were successfully
contacted, 16 agreed to participate and 8 were eligible,
consented, and completed informant interviews; of note, the
COVID-19 pandemic began in the middle of the study, which
impacted recruitment and availability for interviews. A semi-
structured interview guide was developed and used to capture
information on PrEP awareness in their community, percep-
tion of HIV risk, and experience starting and using PrEP.
Interviews were conducted either in-person or via phone by
trained research assistants; all interviews were recorded and
then transcribed. Transcripts were uploaded into Dedoose, a
cloud-based mixed-methods software, for analysis. Interviews
were analyzed using a deductive thematic content analysis
approach. A preliminary code book was created based on

the interview guide and a transcript selected at random; all
coders (N = 3) reviewed and revised the preliminary codes.
Next, the codebook was applied by the primary coder to two
transcripts, secondary coders coded a subset of excerpts se-
lected at random and achieved reliability at >0.80. Most di-
vergences occurred due to omission and upon review were
quickly rectified to 100% agreement. Codes were then applied
to all eight transcripts and were reviewed by all three coders
for consensus of code application. Finally, themes were creat-
ed based on clustering of code application.

This study was approved by the IRBs at the University of
Chicago, Lurie Children’s Hospital, and Howard Brown
Health. All participants in the qualitative interviews gave in-
formed verbal consent; consent was waived for the quantita-
tive analysis. Quantitative analysis was conducted in SAS 9.4;
qualitative analysis was conducted in Dedoose.

Results

Among 112 Black ciswomen who initiated PrEP during the
study period, 73% were 35 years old or younger and 58%
identified as straight (Table 1). More than half used public
insurance. At half of PrEP initiation visits, the visit reason
was specifically PrEP or post-exposure prophylaxis (PEP) to
PrEP; 28% were for PEP/STI/HIV testing visits. Most partic-
ipants were from the Southside of Chicago, with an average
zip code-level HIV prevalence of 1.2%.

Overall, total time on PrEP (including gaps) was 8.1
months on average and PrEP persistence at 6 months was
18% (Table 2). Persistence was highest among those age
26–35 years (27%), with private insurance (29%), from the
Northside (35%) or where HIV prevalence was <1.0% (27%).
In the final adjusted model, neighborhood was significant,
with the odds of persistence lower in West and Southside
residents compared to Northside; visit reason was also signif-
icant, with PrEP visits significantly associated with higher
odds of persistence compared to “other” visit reasons, al-
though the CIs were wide. Year of PrEP initiation was also
associated with persistence; each recent year had lower odds
of persistence, although the trend may not be strictly linear.
Age, orientation, and insurance were not associated with
persistence.

Introduction to PrEP

Black ciswomen in this study learned about PrEP in a variety
of ways, often recalling more than one “introduction” to PrEP.
Some were motivated to learn about PrEP because a partner or
relative had HIV.

Because of my—a sibling. He ended up being positive,
my little brother. So, that’s how I researched, because I
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got scared and I was, like—yeah, it has to be something
out here. Then I saw a commercial on… the web. I think
Facebook. (34, persisted & on PrEP)

Others learned about it through their work (usually in HIV)
or from others who worked in HIV.

I started taking PrEP—a friend of mine—well, some-
body that I know at Howard Brown, came to me and
they told me about PrEP. They gave me information on
it and I told them I wasn’t sure. So, three weeks later I
went back to the clinic and I made—I had an appoint-
ment, and I… talking to somebody and that’s when I
started PrEP. (40, persisted & on PrEP)

Three ciswomen reported learning about PrEP from a pro-
vider and agreed to try it; one case was specifically related to
her own STI test, one was related to a partner’s HIV care, and
one was part of a youth program at Howard Brown. This
supports the finding in the quantitative analysis, where we
found that 28% of initiation visits had PEP, STI, or HIV test-
ing listed as the original visit reason.

I went to a doctor’s appointment with my then boyfriend….
Actually he, you know, well, we wanted to see how to, you
know, move about the relationship…. The provider—told
us about it. (35, persisted & on PrEP)
I heard about PrEP when I went to get a checkup... So,
once I got to Howard Brown, Howard Brown educated
me on what PrEP was and, you know, the exposure and
everything to it. So, yeah, I opted right in at the moment
I heard about it. (35, persisted & no longer on PrEP)

Regardless of how they learned of PrEP, many ciswomen
researched PrEP themselves and brought it up to their provid-
er. This finding echoes the quantitative results, where we
found that 51% of ciswomen initiating PrEP had PrEP listed
as their visit reason.

So, then, I went on of course Google… I found out that
there was the medication that was called PrEP, and there
was like different brands, but Truvadawas like the one that
was like sticking out at that time. So then, I researched
physicians who I felt comfortable going to and like saying,
‘Hey, I want to get on this medication because my partner
is positive, and I wanna make sure that I remain negative.’
So, researched doctors… and he was like, ‘You know
what? No problem,’ so he just explained to me what some
of the options were… so I chose to start with PrEP…. I had
plenty of questions. So, definitely my biggest
questions—because I like to research items, I wanted to
knowwhat were the side effects of PrEP? Iwanted to know
how long should a person take PrEP?How long did it take
for it to be active in your system after you started taking it,
like how long should I wait before [we] were intimate?
Let’s see; I also wanted to knowwhat were any side effects
or any precautionary measures I should take if we wanted
to start having kids, like you know, what should I do? So,
there were plenty of questions that I had when I went in.
(39, persisted & no longer on PrEP)

Table 1 Characteristics of Black ciswomen at PrEP initiation

Total
% (N)

N 112

Age

18–25 40.2 (45)

26–35 33.0 (37)

36–45 14.3 (16)

46+ 12.5 (14)

Orientation

Straight 58.0 (65)

Bisexual 23.2 (26)

Lesbian/queer 7.1 (8)

Other 11.6 (13)

Insurance

Private 18.8 (21)

Public 61.6 (69)

Self-pay/uninsured 19.6 (22)

Provider gender

Female 59.8 (67)

Male 25.0 (23)

Genderqueer 13.0 (12)

Provider race

Black 31.3 (35)

White 57.1 (64)

Latinx 6.3 (7)

Other 5.4 (6)

Patient prior to PrEP initiation 50.9 (57)

Chicago region (by zip code)

North 23.2 (26)

West 19.6 (22)

South 57.1 (64)

Mean HIV prevalence (by zip code) 1.2 (0.6)

Visit reason at PrEP initiation

PrEP/PEP to PrEP 50.9 (57)

PEP/STI/HIV 27.7 (31)

Other 21.4 (24)

Year of PrEP initiation

2015 7.1 (8)

2016 7.1 (8)

2017 32.1 (36)

2018 47.3 (53)

2019 6.3 (7)
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Unfortunately, such efforts were not always successful (al-
though this participant did eventually initiate PrEP at a differ-
ent clinic).

I’m—well, my doctor at the time—physician at the time,
I was like I’m going to start dating and I—I think PrEP
is an option for me. And they were like no, PrEP is not
an option for you because you’re not considered high
risk. (25, did not persist)

Provider and Clinic Interactions

Most ciswomen did not have providers of the same race and/
or gender. While some suggested race and gender

concordance would improve trust with their provider, most
said it was not a barrier and that their providers found other
ways to develop trust. This was reflected in the quantitative
analysis, where neither provider race nor gender were associ-
ated with persistence (Table 2).

So, he was not the same ethnicity as me, and I was—and
I’m African American, I was looking for a doctor who
was African American. But for me, he made me feel so
comfortable when I came in; it wasn’t judgmental; he
even invited me to—ask me to invite my husband to
come in so that he could ask questions, as well. So, I
think that that kinda broke down that uneasiness, and it
wasn’t challenging for me. But I think that if that would
not have happened initially, I probably would have

Table 2 PrEP persistence at first 6 months

% Persistent (N) OR (95% CI)
p value

aOR (95% CI)
p value

Age p = 0.26 p = 0.07
18–25 13.3 (6) 0.56 (0.12, 2.63) 0.20 (0.02, 1.86)
26–35 27.0 (10) 1.36 (0.31, 5.90) 1.08 (0.15, 7.68)
36–45 6.3 (1) 0.24 (0.02, 2.68) 0.09 (0.006, 1.54)
46+ 21.4 (3) ref ref

Orientation p = 0.86 p = 0.69
Straight 16.9 (11) ref ref
Bisexual 23.1 (6) 1.47 (0.48, 4.51) 2.31 (0.51, 10.5)
Lesbian/queer 12.5 (1) 0.70 (0.08, 6.29) 1.85 (0.15, 23.6)
Other 15.4 (2) 0.89 (0.17, 4.60) 0.77 (0.09, 6.45)

Insurance p = 0.34 p = 0.89
Private 28.6 (6) ref ref
Public 14.5 (10) 0.42 (0.13, 1.35) 0.87 (0.19, 4.04)
Self-pay/uninsured 18.2 (4) 0.56 (0.13, 2.34) 1.27 (0.21, 7.65)

Provider gender p = 0.40
Female 14.9 (10) ref
Male 25.8 (8) 1.98 (0.70, 5.66)
Genderqueer 14.3 (2) 0.95 (0.18, 4.90)

Provider race p = 0.62
Black 14.3 (5) ref
White 17.2 (11) 1.25 (0.40, 3.93)
Latinx 28.6 (2) 2.40 (0.36, 15.9)
Other 33.3 (2) 3.0 (0.43, 21)

Prior patient p = 0.16
New patient 22.8 (13) 2.03 (0.74, 5.54)

Region (by zip code) p = 0.04 p = 0.02
North 34.6 (9) ref ref
West 13.6 (3) 0.30 (0.07, 1.29) 0.12 (0.02, 0.82)
South 12.5 (8) 0.27 (0.09, 0.81) 0.17 (0.04, 0.71)

HIV prevalence p = 0.11
<1.0 27.3 (12) ref
<2.0 13.5 (7) 0.42 (0.15, 1.17)
≥2.0 6.3 (1) 0.18 (0.02, 1.50)
Chief complaint p = 0.17 p = 0.02
PrEP/PEP to PrEP 24.6 (14) 2.28 (0.59, 8.81) 8.34 (1.27, 54.9)
PEP/STI/HIV 9.7 (3) 0.75 (0.14, 4.10) 1.32 (0.14, 12.1)
Other 12.5 (3) ref ref

First PrEP year 0.50 (0.31, 0.81), p = 0.004 0.34 (0.17, 0.68) p = 0.002
2015 62.5 (5)
2016 0 (0)
2017 29.4 (27)
2018 51.1 (47)
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either looked for another doctor who was of the same
nationality or probably had a more understanding for
people of color. (39, persisted & no longer on PrEP)

However, one ciswoman felt her race led to a provider to
treat her differently.

I’m thinking, ‘Well, probably because I’m black, a black
woman, he probably thought I was a prostitute because
I had a STD and I was coming to the emergency room.’
But that wasn’t unusual to me, for a person to think. You
know, and then they took me to a private area and stuff
like that. (49, did not persist)

This participant further described the lack of rapport with
her provider.

You know, because I didn’t really have no sexual part-
ner. It was something that I did with the ex, and that was
that. And I explained that to [the doctor]; I did explain
that to him… but I didn’t understand why he was giving
it to me… I didn’t ask for it…. That’s why he gave me
[PrEP]; he didn’t believe. (49, did not persist)

Ciswomen also discussed the other types of support they
got through the clinic (see the section on costs below). One
ciswoman in particular mentioned the support she and her
husband received as a serodiscordant couple.

One of the things that I really loved when I started was
that myself and my husband had a social worker…. You
know, so she would, you know, call and check up even
we didn’t have those appointments and even, you know,
doctors, they’re busy.… But I think it makes a big dif-
ference when somebody’s just checking in on you. (35,
persisted & on PrEP)

One ciswoman reported needing help remembering refills and
appreciating the flexibility of the clinic in accommodating her
and describes the ways in which barriers to access are lowered:

You know, like whereas Howard Brown, I could literally
call and even if I have an appointment coming up or I
need an appointment, they’re like, ‘Hey, I’ll put this one
refill through, but you have to come in, get your blood
work.’ Even during the pandemic they’re like, ‘All right,
we’re closed, but,’ you know, ‘Hey, we’re closed this
week, but I’m putting your prescription through. Go
pick it up.’ (35, persisted & on PrEP)

Throughout the interviews, ciswomen commented on the
similarities between PrEP and birth control—and some felt it
should be approached in a similar way by clinicians:

I think that when it comes to those questionnaires and it
says how many sexual partners have you had… I think
there needs to be more of a conversation like if you’re
having sex and you don’t know maybe what the other
partner is doing—or you may know but just another way
of protecting yourself, we have this medication that’s for
you. And then, explain what it’s—what it’s for. I think it
should be—I think it should be brought up like any other
medicine. Even I think it should be—like I don’t use
birth control. It should be brought up like birth con-
trol…. And if you offer birth—doctors offer birth control
all of the time. (25, did not persist)

Costs of PrEP

Payment and insurance, including job changes, were inconve-
niences for some, but never a reason for stopping; while wom-
en with private insurance were more likely to be persistent,
this was not significant in the adjusted models. Most
ciswomen felt they were supported by the clinic and pharmacy
to get affordable medication.

It was a gap only because my insurance wouldn’t pay for
it…. But the social worker here helped me get a prescrip-
tion, helped me get a discount card—Because at first, I
was going to have to pay a lot of money out of
pocket—and I wouldn’t be able to do that. (34, persisted
& on PrEP)
You wait for your insurance to kick in. As soon as it
kicked in, you know, they’re like, ‘Hey, we don’t have
a appointment for two, three weeks.’ And I literally had
to call and have the nurse like have the doctor call me,
and I literally like almost had to beg. Like I understand,
you know, you need to see me first, but, you know, I need
this medication [laughs]. (35, persisted & on PrEP, in
regard to changing jobs)

Motivations for Using PrEP

Ciswomen articulated a variety of reasons for what motivated
their PrEP use, both as explanations to themselves and to
others. One ciswoman, explaining how she would disclose
to a partner, focused on her own health and well-being.

‘But I wanna be here for you and for us, for me. And I
wanna be the best means of—the best version of me, and
that’s why I chose to take this,’ so I think it needs to
come from that standpoint. (39, persisted & no longer
on PrEP)
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Many ciswomen related their PrEP use to trust with their
partner.

But even if—I feel like and maybe I’m wrong for this but
I feel like even if I’m having sex with one partner—and if
I don’t know what my partner is doing then, why can’t I
take the medicine? (25, did not persist)

Related to trust, ciswomen expressed that PrEP made them
feel safe, one participant explaining that this alone should be
enough to motivate adherence.

The fact that, the fact that you feel safe when you take
the pill should be enough. I’m just being honest. (35,
persisted & not on PrEP)

Finally, one ciswoman explained how sexual risk can be
hard to predict and can decrease motivation to stay on PrEP:

I think when you’re not active it kinda makes it hard
because you probably think like, ‘Okay, I’m not doing
anything—’‘—I don’t need to take it.’ But the reality is,
life happens and you don’t know, you might feel one way
one day and the next day you might see somebody, ‘Oh,
I know that person,’ and fling happens, whatever. (34,
persisted & on PrEP)

Stopping PrEP

Five ciswomen had stopped taking PrEP, some after years on
PrEP. Most decisions to stop were multifactorial, often a com-
bination of changes in relationships, side effects, and pregnan-
cy concerns. For instance, one ciswoman (with a partner living
with controlled HIV) made the decision to stop based on side
effects and concerns about PrEP use during pregnancy:

I think the biggest thing—well, the biggest deciding fac-
tor for me was we were trying to start a family, and no
one really had any research on how it affected someone
who was pregnant. So, I think that was the biggest de-
termining factor of why I stopped. (39, persisted & no
longer on PrEP)

Another ciswoman was also concerned about side effects
and pregnancy; however, conversations with her partner led to
a monogamous relationship where she felt PrEPwas no longer
needed. Other ciswomen reported relationships becoming ex-
clusive as reasons to stop PrEP as well.

And by me being in my 30s and trying to conceive, I
didn’t know the side effects when it came to, um, trying
to have a baby with taking PrEP will… So, if I’m trying

to build a family and I’m taking PrEP, I don’t know, you
know, the outcome. There’s not a lot of information out
there as far as having a baby. (35, persisted & no longer
on PrEP)

In combination with severe side effects that she felt unpre-
pared for, one ciswoman reported that not knowing others on
PrEP led to her decision to stop.

But when I did take the PrEP, okay, I took it—yeah, I
took it maybe three times, for three days in a row. And
by the third day, I got so sick I knew exactly what it was
because it was the only thing that—that I was using in
my body that was—that was foreign…. And that kinda
scared me too because it was something that nobody
that I knew personally or unpersonally, because I asked
about it. And I know gay people that was not taking it, so
it kinda concerns—that kinda concerns me too. (49, did
not persist)

No ciswomen reported daily adherence as a reason to stop
PrEP, although one woman stated a preference for a weekly or
monthly product, underscoring the importance of options in
HIV prevention strategies. In general, women did not report
adherence as a problem, often referring to their experience
taking birth control pills.

So, it was kinda like my college days when I was taking
birth control pills, and I was like, ‘Hey,’ and I popped at
night before I went to bed, and that’s how I remember, it
was part of my nighttime routine: before you go bed, it
was next to my bed, take it, and that’s it. So, it wasn’t
hard at all. (39, persisted & not on PrEP)

Community Perspectives on PrEP

Consistently, the interviewees thought other ciswomen in their
community were at high risk for HIV but uneducated about
PrEP. Some ciswomen mentioned PrEP awareness through
commercials, which could be in a positive light.

I mean, TV, social media, I’ve seen it, you know, I’ve
seen quite a few, even celebrities, you know, come out
about it a couple of years ago. There was like a big
PrEP movement, well, what I thought was a big PrEP
movement. I wanna say like two years ago or something
like that where I was seeing it a lot, you know, a whole
lot. And I was like really happy. (35, persisted & on
PrEP)

However, some commercials were related to malpractice
lawsuits and may have led to negative views toward PrEP.
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The ad that I seen on TV—I can tell you about the first
one that I seen. It was advertisement special PrEP and
they were talking about how it’s to prevent HIV and if
you have, like, any health problems, like, diabetes, then
they were saying, like there’s risk factors if you have
health problems. At then the second commercial I’ve
see about PrEP was they were talking about where peo-
ple who took PrEP have liver failure. (40, persisted &
on PrEP)

Most ciswomen felt that advertising was focused on other
demographics and not on ciswomen. Again, the importance of
safe conception came up as a suggestion for commercials.

Even in the commercials, you see trans, you see, you know,
you see gay men. I don’t think that women—I—I don't
know how to explain it. Like I don’t think that they realize
that it’s not just a—especially in the black community, like
HIV is such a gay thing. Like me and my husband literally
like shut down in the middle of conversations because
people like, ‘No, it’s a men, gay,’ you know. It’s—it’s liter-
ally is like if a man or woman got it, you know, one of them
is gay. Like it’s such a—it’s such a stigma, whereas I feel
like if there was like, you know, a—and I mean, it’s hard to
explain it in a commercial. But it’s like, ‘Oh, we had a
healthy,’ you hear ‘em saying, ‘a marriage and a baby,’
like even a flash of like them on a date, them getting mar-
ried, them having a baby, and then it’s like thanks to PrEP.
You know, or something like that, I know that sounds kinda
silly, but I don’t think people look at it that way. (35,
persisted & on PrEP)

As the quote above also describes, there was also stigma
around HIV and PrEP. Another ciswoman described confu-
sion from others about PrEP meaning that she had HIV.

So, I don’t think it’s the fear of PrEP, it’s just a fear of
those—you know, ‘Why you on it? Are you sure don’t
have it,’ (34, persisted & on PrEP)

Importantly, almost none of the ciswomen reported know-
ing other ciswomen on PrEP. Ciswomen saw a need not only
for PrEP education but also for engagement with each other:

I think that if we had someplace where we had cisgender
or women—he terosexua l women tha t ’s not
positive—that can come to ask these questions and feel
comfortable with asking these questions then, that
would help close some of these gaps. Right now, all of
these locations are so far—or it’s such stigmas around
these clinics—that people don’t want to go. We’re trying
to break those barriers. But if I had a place I can go to,
walk in, people know that this is not a place for HIV.

This is a place I’m going to ask questions about STIs or
just, you know, PrEP—around PrEP. (25, did not
persist)

One ciswoman clearly laid out the barriers, both individual
and systemic, to PrEP use for ciswomen in her community and
highlighted the ways she was able to overcome them, recog-
nizing that this may not be possible for everyone:

… I’m like, ‘There were no commercials when I was
researching five years ago,’ no one really knew about
this, it was like a hush-hush. So, I think for women, it
needs to be: No. 1, they need to know about, and know
that it’s out there, and knowwhy you use it. It’s not just a
magic pill that you take that gives you free rein, you still
gotta protect yourself. So, definitely, them having the
knowledge and the options, and then too having access
to healthcare. I’m very fortunate that I was able to have
access to healthcare, even when I wasn’t working dur-
ing an expanse at that time, I was able to go and—I
knew how to go and try to find healthcare for myself
so that I could continue with the PrEP. So, it’s like you
know having that access to healthcare. And then, having
people who are compassionate and not judgmental, be-
cause for whatever reason, doctors need to know,
nurses need to know that women need to protect them-
selves, period. It doesn’t matter what their lifestyle is or
what they’re doing; we just want them to be well and
want them to be safe. But I think that message needs to
get out there without it being judgmental.… So, for me,
it was just being understanding that I wanna protect
myself, I wanna protect my kids and my family, you
know, the future of my family, and I’m just thankful that
I had options and means, and I just wish that all women
had that, as well. (39, persisted & not on PrEP)

Discussion

In the present study, we found that Black ciswomen’s experi-
ence using PrEP echoed the initial PrEP literature in many
ways, including low awareness of PrEP, the importance of
providers in PrEP decision-making, and barriers like HIV/
PrEP stigma and side effects. However, there were several
unique findings, especially concerns around safety during
pregnancy, the active role ciswomen took in protecting them-
selves, and the lack of peer support. In addition, we did not
find that potential barriers, like cost or daily regimens, were
concerns among those who started PrEP. Finally, while PrEP
persistence was low in our study population, the qualitative
interviews suggest that ciswomen were often making PrEP
decisions based on their HIV risk perception.
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Most studies report that fewer than 40% of Black
ciswomen are aware of PrEP [10–14]; diffusion of knowledge
has been slow. Most participants interviewed in our study had
learned about PrEP outside of the clinic, although some did
have providers initially bring it up. Most of this knowledge
was positive, but some lawsuit-related commercials may have
led to negative perceptions [22, 23]. We also saw in the quan-
titative results that having PrEP as the primary visit reason
was associated with increased persistence; one interpretation
is that ciswomen who have learned about PrEP and are inter-
nally motivated are more likely to stick with PrEP. Finally, we
found that Black ciswomen were very engaged in the PrEP
decision-making process. Together this suggests that increas-
ing community awareness of PrEP among Black ciswomen,
as well as non-judgmental PrEP education in the clinic, could
improve uptake and persistence [13, 14, 24].

Our work also highlighted the role of providers in PrEP
initiation and persistence [13]. Even without racial or gender
congruency, ciswomen described how providers were able to
develop rapport with them, which seemed to support their
PrEP practice; this is an important skill given historical
traumas and current medical mistrust among many minority
groups [16]. However, one participant had a counter experi-
ence, feeling judged and unheard by her provider and quickly
stopping PrEP. This also highlights the tension between de-
veloping internal versus external motivation to use PrEP and
allowing ciswomen time and agency to ask questions about
PrEP. However, as awareness of PrEP was low, ciswomen
suggested that providers discuss PrEP more often, especially
during other conversations around sex and contraception, a
strategy that could improve access [9, 25, 26].

Two other important areas for providers to consider are
side effects and pregnancy. Almost all the participants de-
scribed experiencing side effects; preparing ciswomen with
anticipatory counseling around side effects and how to deal
with side effects may improve persistence. Pregnancy also
came up as a concern among Black ciswomen and sometimes
as a reason for stopping PrEP. Pregnancy is a time of increased
risk of HIV acquisition [27]. The effects of tenofovir-based
oral PrEP, as well as among women living with HIV, on
pregnancy and offspring have been studied [28–31]. The
CDC guidelines find no evidence of increased risk and the
WHO states “Based on the available safety data, WHO con-
siders that PrEP should not be discontinued during pregnancy
and breastfeeding for womenwho continue to be at substantial
risk of HIV infection. PrEP can also be considered as an ad-
ditional prevention choice for HIV-negative pregnant women
who are at substantial risk of HIV infection, as part of a com-
prehensive PMTCT package” [32, 33]. Providers can help
ciswomen make informed decisions around their fertility
plans and HIV risks by providing evidence-based information
about the safety and benefits of PrEP during conception, preg-
nancy, and post partum.

While some ciswomen had become advocates within their
social circles, many had not disclosed their PrEP use and few
knew of other ciswomen on PrEP, similar to other work [12];
the participants also saw other ciswomen in their community
as at risk for HIV but generally unaware of PrEP. This finding
echoes the need for increased PrEP awareness—especially, as
the participants pointed out, featuring and using messages
relating to Black ciswomen. Participants frequently reported
that PrEP was seen as something only for MSM or transgen-
der individuals. Themes of trust, safety, and family frequently
came up regarding PrEP and should be further explored to
develop culturally appropriate and inclusive messages [6,
34]. In addition, one participant clearly outlined the need to
provide support groups for ciswomen to discuss their experi-
ence, preferably outside of an HIV clinic, also reflected in the
literature [24]. As peers have often been used in HIV treat-
ment, this may be an effective strategy for HIV prevention as
well [24, 35, 36].

We did not find that costs associated with PrEP were a
barrier to persistence, in either the qualitative or quantitative
results, contrary to some previous studies [9, 26]. However,
this may be related to the PrEP navigation team and pharmacy
partners, who are well-versed in PrEP discount and coverage
programs. We did find that ciswomen on the Northside of
Chicago, a somewhat higher income and racially mixed area,
had higher persistence, compared to those from the Southside
(a lower income and predominantly Black area). This may
suggest that distance to clinics and/or socioeconomic factors
are structural barriers to PrEP access [13].

Contrary to concerns in the previous literature, most
ciswomen in the qualitative analysis did not report concerns
about adherence; one study found similar expectations around
pill taking [8]. Many of the ciswomen had experience with
oral birth control pills and saw PrEP as a similar product that
they already knew how to use. However, some ciswomen did
express an interest in other regimens; as injectable and vaginal
ring PrEP may be available soon, there is a need to prepare
community and providers in order to improve PrEP uptake
and awareness of these new methods.

Finally, we saw evidence of prevention-effective adher-
ence among the ciswomen interviewed [37]. Some ciswomen
started PrEP explicitly due to a partner living with HIV, dating
frequently, or being in a non-monogamous relationship. Some
participants also stopped when relationships became monog-
amous or a partner was virally suppressed (usually along with
other concerns). And ciswomen recognized the difficulty of
assessing their risk, as not all sex is planned in advance.
Providers can empower ciswomen to make choices and re-
duce HIV acquisition risk, even though they may not meet
strict PrEP criteria [38].

The strengths of this study include the recruitment of PrEP-
experienced ciswomen in real-world clinical settings and the
integration of qualitative and quantitative results. However,

827J. Racial and Ethnic Health Disparities  (2022) 9:820–829



study results need to be interpreted considering some limita-
tions. The study recruited from a large urban jurisdiction, pri-
marily from a sexual-health focused clinic system with exten-
sive PrEP navigation and support services; results may not be
generalizable to other settings, such as rural locales or clinics
with less PrEP support services. Only 48% of our sampling
frame was contacted and 50% of those enrolled, due in part to
the COVID-19 pandemic; it is unknown how the patients who
did not participate differ from those who did. The study was
conducted to ensure rigor and reproducibility by recording
data objectively through audio and professional transcription,
and using a documented coding scheme in data analysis and
interpretation [39].

Conclusions

While only 18% of Black ciswomen persisted on PrEP at
protective levels for 6 months, qualitative results suggest
women were often making decisions based on their changing
HIV risk perception. Actual experience with PrEP among our
participants overlaps in some ways with the expected facilita-
tors and barriers but there were important differences—
especially concerns around PrEP use and pregnancy. At the
community level, developing culturally appropriate PrEP
messages to increase awareness and finding ways for
ciswomen to connect with peers could lead to improved
PrEP uptake and persistence. Within clinics, PrEP navigators
can play an important role in supporting both patients and
providers in PrEP delivery. Finally, there are important ways
in which providers can better deliver PrEP to ciswomen in
high prevalence areas, including developing rapport,
discussing side effects and pregnancy, and integrating PrEP
discussions into standard sexual/reproductive health practices.
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