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Abstract

Introduction: The high acquisition rate of HIV infection among women in the United States is concerning. Despite the
FDA approving the first pre-exposure prophylaxis (PrEP) drug in 2012, PrEP utilization remains significantly lower among
women. This literature review aims to analyze the current body of research concerning HIV PrEP usage among women in
the US.
Methods: A search of three medical databases was conducted. After the screening, 19 studies were selected for analysis. A
risk of bias assessment was performed.
Results: A final set of records meeting the inclusion criteria (n=19) was included in the review for data collection and
analysis. The study methodology for these research articles included interview-based designs (semi-structured and brief
formats) in 1-on-1 meetings, focus groups, surveys, and retrospective data analysis. Participants’ HIV risk characteristics
were reported by way of sexual behavior, drug use, combined sexual behavior and drug use, and living in a high HIV rate
neighborhood. Nineteen themes were identified and organized into three categories: (1) Common medication administration
barriers, (2) PrEP-specific barriers, and (3) Situational barriers. The three most common themes reported by participants
included a concern about side effects, low perceived risks of HIV, and lack of PrEP information. The CASP Qualitative
Checklist and risk assessment summary showed acceptable validity among studies.
Discussion: This review identifies significant barriers hindering women’s PrEP utilization, which would benefit from more
prevalent stakeholder communication and education directed to at-risk populations. Inconsistently reported descriptive data
on participants and the low patient populations make it difficult to generalize outcomes.

Introduction

Pre-exposure prophylaxis (PrEP) is a novel biomedi-
cal advancement used in high-risk Human Immun-
odeficiency Virus (HIV) uninfected individuals for
the prevention of HIV (Desai et al., 2017). PrEP can
reduce the risk of acquisition of sexually transmit-
ted HIV infection by more than 90% in HIV-negative
individuals at risk of acquiring the infection (Chan
et al., 2020). Although the prognosis for HIV has
evolved into that of a chronic illness over the past
two decades, the burdens associated with the chronic
condition of HIV and its treatment effects remain
significant, underscoring the heightened importance
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of prevention.

Women can bear a particularly difficult burden
when forced to live with HIV. It has been reported
that this patient population frequently encounters
difficulties in navigating stigma related to gender-
specific roles and identities while facing ongoing
health and psychosocial hurdles. Their health his-
tories from the time of the HIV diagnosis are of-
ten characterized by fluctuating between managing
health issues and coping with the psychosocial bur-
dens of the disease (Herron et al., 2022). Women with
HIV also exhibit a greater prevalence of non-AIDS
comorbidities that continue later into life, such as
psychiatric illness, liver disease, dyslipidemia, bone
disease, chronic kidney disease, and non-acquired
immunodeficiency syndrome (AIDS) related cancer
compared to those without HIV. The magnitude of
disease burdens on women with HIV renders it vi-
tally important for at-risk women to implement a
PrEP treatment for prevention (Collins et al., 2021).
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Although there is significant potential for reducing
the risk of HIV infection, the adoption of PrEP among
women in the US remains substantially lower com-
pared to men (Goparaju et al., 2017).

The burden of HIV on women is not restricted to
any specific race or ethnicity. Data from 2018 concern-
ing the race/ethnicity concerning female PrEP users
reveals that 25.9% were Black, 48.3% were White, and
17.5% were Hispanic (Huang et al., 2018). Among
females diagnosed with HIV, Black women consti-
tuted 58% of the HIV diagnoses, while White women
accounted for 21% and Hispanics 17%. These find-
ings indicate that Black women represent the largest
proportion of HIV diagnoses, yet their utilization of
PrEP lags behind that of White women (Centers for
Disease Control and Prevention, 2018). According to
the same 2018 Centers for Disease Control and Pre-
vention HIV surveillance report, it was observed that
the Southern region of the United States reported the
highest number of HIV infection diagnoses among
female adults and adolescents, with a total of 3,988
cases (Centers for Disease Control and Prevention,
2018). The rates of HIV infection diagnoses were
particularly elevated among Black/African American
females in the South, with a rate of 24.6 per 100,000
population. The data analysis from the same report
revealed that White females in the Southern region
also accounted for a significantly higher rate of HIV
infection diagnoses compared to other regions (Cen-
ters for Disease Control and Prevention, 2018).

The diverse burden of HIV infection among fe-
males in the United States, coupled with the low
uptake of PrEP treatment, calls for a better under-
standing of themes surrounding the barriers to PrEP
uptake. This systematic review aims to identify, or-
ganize, and analyze the current body of research
designed to identify themes and barriers to PrEP use
among women in the US.

Materials and Methods

Despite the fact that this was not a full Systematic
Review and Meta-Analysis, the Preferred Reporting
Items for Systematic Reviews and Meta-Analyses
(PRISMA) guidelines were used to guide this liter-
ature review process (Page et al., 2021). A search
of literature databases included PubMed, Cumula-
tive Index to Nursing and Allied Health Literature
(CINAHL), and Cochrane, which covered studies
published from 2018 to February 2024. A combina-
tion of thesaurus and MeSH terms relating to the
three primary concepts of the research (thematic bar-
riers to adherence or implementation of a medica-
tion, PrEP treatment for HIV prevention, and women)
were developed to identify relevant articles. The fol-
lowing research question was generated to serve as

the reference for search syntax development and pri-
mary analysis: What are the (1) thematic barriers to
(2) PrEP use among (3) women in the United States?

The primary aim of this study was to investigate
themes and barriers impeding the utilization of
Pre-Exposure Prophylaxis (PrEP) among women. To
achieve this, the research relied on peer-reviewed
publications reporting on studies investigating
barriers to PrEP use authored by independent
researchers. Descriptive statistics and data specific to
the research question were systematically identified
and organized from these peer-reviewed studies in
a process that best aligned with relevant guidelines
outlined in the (PRISMA) framework (Page et al.,
2021). A protocol for this review was not registered
with PROSPERO.

Eligibility Criteria

Full-text English language qualitative studies in the
form of one-on-one structured interviews, focus
groups, or surveys with participant populations of
10 subjects or more were included in this review.
Eligible studies included articles published in the
United States between 2018 and February 5, 2024. Ar-
ticles investigating thematic barriers to either initial
or continued use of PrEP for adults, age 18 years or
older, and females assigned at birth population were
the primary focus for inclusion during the title and
abstract review process. Studies reporting on pop-
ulations relating to men or transgender women or
investigating populations outside the United States
were excluded from the review. Studies reporting
mixed populations of women, men, transgender
women, or ages less than 18 were excluded if the
results did not delineate outcomes from the group
included in this research. Studies with a mixed
method approach to reporting barriers were included
only if methods and results reported focused on
participant data derived from the intended or actual
PrEP user. This research did not include assump-
tions or perspectives of stakeholders, including
interviewers, health care providers, or social workers.

Search Strategy and Study Selection

Health sciences literature databases, including
PubMed, CINAHL, and Cochrane, were searched for
studies that met the eligibility criteria. Search syntax
included a combination of Medical Subject Heading
(MeSH) Terms and keywords that defined PrEP, the
patient population, and barriers. The search syntax
was as follows:
1: PrEP OR pre-exposure prophylaxis OR
emtricitabine-tenofovir disoproxil fumarate OR
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tenofovir disoproxil fumarate OR tenofovir or TDF
2: Women or females OR ciswomen
3: Search #1 AND Search #2
4: Barriers OR motivation OR decision-making
5: Search #3 AND Search #4

Review Protocol

All identified literature meeting the predefined
search criteria underwent initial processing in End-
Note to eliminate duplicates, and two authors from
the research team reviewed the titles and abstracts
for inclusion and exclusion criteria.

Following the title and abstract screening, the
authors reviewed discrepancies in the included
articles as a team and agreed on a final selection
of full-text articles for review. Subsequently, a
comprehensive full-text review of selected studies
was conducted by the three-member research team.
This process aimed to assess the alignment of each
study to the research topic. The data extraction for
this study was organized using an Excel spreadsheet.
Data related to risk factors associated with PrEP
uptake were documented on study characteristics,
participant characteristics, study outcomes, and risk
of bias.

Data Collection

Two authors were involved in the data collection
process. The first reviewed the identified articles,
extracting descriptive data encompassing study
characteristics, which included data on methods
and descriptive data on the study parameters,
participant demographics, and barriers to PrEP
utilization—the second validated the data collected
after the completion of data extracted. The data was
categorized into four tables: Study Characteristics,
Participant Characteristics, and Barriers to PrEP. This
was designed to ensure a cross-verification process
was conducted to enhance accuracy and reliability.

Data Analysis

Once the standardized data set was collected
from each study, including authors, title, year of
publication, region, location, study design, study
description methods, patient characteristics (total
number of patients, average age, diversity of study
participants, and the ethnicity of study participants).
A descriptive analysis of the findings was conducted.
Key findings were related to the identification of
barriers to PrEP use.

Risk of Bias

The identified studies were analyzed according to
their quality standards by nine questions in the Criti-
cal Appraisal Skills Programme (CASP) qualitative
checklist (Ma et al., 2020). One author answered
each of the questions for each article independently
and recorded answers in an Excel table as either "N"
(No), "Y" (Yes), "M" (Maybe/unclear), or "NA" (not
applicable). Two authors reviewed responses and re-
ported inconsistencies, which were resolved through
a discussion with the three authors reviewing the
responses.

Results

Search Results

The initial database search identified 911 records
for title abstract review. Five duplicate articles were
removed, resulting in 906 records for screening.
After conducting a title and abstract screening,
860 records were excluded from the initial search.
The remaining 46 records were sought for full-text
retrieval to be assessed for eligibility. An additional
27 articles were excluded due to access limitations
or inability to meet inclusion criteria. A final set of
records meeting the inclusion criteria (n=19) was
included in this systematic review for data collection
and analysis to answer the research question (Figure
1 for PRISMA Flow Diagram).

Study Characteristics

Eligible articles (n=19) included 18 studies with 1754
participants across 11 different states; 2 studies noted
it was online without any states involved, and 1 study
denotes the New England region. Two of the 19 stud-
ies were collected as independent records. However,
their data were merged and reported as one because
they were articles that reported results from the same
research and participant population but reported re-
sponses that occurred six months apart. (Nydegger,
2021a; Nydegger, 2021b). For this reason, the total
count of studies is 18, while the records identified
are 19.

Methodologies across studies included interview-
based designs such as semi-structured and brief
formats in either 1-on-1 meetings and focus group
settings (n=14), surveys (n=3, and retrospective
data (n=2). The mixed method study included a
semi-structured interview and a survey, both in
the individual counts (Amico et al., 2019). Semi-
structured interview timeframes (n=10) ranged from
30-120 minutes, whereas the brief format interview
(n=1) lasted 5-10 minutes. The interview-based
designs were reported to be implemented between
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Figure 1: PRISMA Flowchart of the article selection process.

2013 and 2019. Survey, interview, and focus
group participants were recruited from high-risk
community-based organizations (n=6); family
planning clinics (n=2), drug treatment centers (n=2),
judicial programs (n=2), intimate partner violence
organizations (n=2), and previous PrEP research
participants (n=2). The retrospective data research
was found through a national survey (n=1) and
Facebook comments data (n=1), (Table 1 - Study
Characteristics).

Participant Characteristics

Participant characteristics were generally inconsis-
tent across studies. All studies included a female
assigned at birth-only population (n=19). While vari-
ous descriptive statistics on participants were listed
in a percentage of the studies, none were represented.
Participant characteristics included categories such
as Age Range (n=13), Age Average (n=15), ethnic-
ity (Hispanic/Latino, Non-Hispanic) (n=12), Race
(Black, White, Asian, Native American) (n=14), Edu-
cational Status (n=10), HIV Risk Factor (n=18), and
PrEP uptake or prescription status (n=16). One study
included mixed methods, using both a survey and
semi-structured interviews. Data reported from this
study was inconsistent, where descriptive statistics

excluded 3 of the 133 participants because they only
participated in the interviews and not the surveys
(Amico et al., 2019), (Table 2 - Participant Character-
istics).

All participants were 18 and older across studies
reporting age range. Two reported studies focused
on younger women, requiring an age limit of 26 years
old for inclusion (Bond et al., 2022; Pratt et al., 2022).
The average age across studies reporting this statis-
tic was as young as 22 and as old as 44. Ethnicity
was reported in 12 studies, where a Hispanic/Latino
population was represented in 8 of them. Of the 14
studies reporting on race, Blacks were represented
in 100% of them (n=14); Whites were represented
in 50% (n=7); Multiracial groups were represented
in 28.5% (n=4); Native Americans and Asians were
represented in 21.4% (n=3) for both; the category
for "other" was represented in 28.5% (n=4). Studies
reporting educational backgrounds (n9) for the par-
ticipants include categories such as less than high
school, high school graduate, some college, bache-
lor’s, or graduate degree.

Participants HIV risk characteristics were included
in studies (n=18) by way of sexual behavior alone
(n=9), drug use alone (n=2), both sexual behavior
and drug use (n=3), and high HIV rate neighborhood
(n=3). PrEP uptake status was reported in studies
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Table 1: Study Characteristics.

(n=16) between 2 categories: those who have taken
or been prescribed PrEP (n=3) and those who have
not taken or been prescribed PrEP (n=13).

Study Outcomes

Study outcomes focused on two approaches to un-
derstanding barriers to PrEP: themes relating to per-
ceived barriers by potential PrEP users (n=15) and
actual barriers for PrEP users (n=3). Nineteen dif-
ferent "barrier to PrEP" themes were identified and
organized into three categories: (1) Common medi-
cation administration barrier themes (n=5), (2) PrEP-
specific barrier themes (n=7), and (3) Situational
barrier themes (n=7). Common medication admin-
istration barriers focus on barriers consistent with
common medication administration (cost of medica-
tion/no insurance, side effects, competing demands,
lack of established routine, and missed dosing); PrEP-
specific barriers relate to circumstances that connect
to either HIV or the risk factors that would lead to
uptake (low perceived risk of HIV, uncertainty about
access and efficacy of PrEP, stigma, lack of PrEP in-
formation or awareness, medical mistrust, fear of
partner rejection, and HIV, not a priority). Finally, sit-
uational barriers address the personal experiences of
the participant that may affect PrEP uptake (Drug ad-
diction needs, homelessness, need for money, lack of
institutional support, a belief in untested alternative
treatments, actual peer influence, and community
violence).

Nearly all the studies in this review provided
limited data from the semi-structured interviews.
Alternatively, they opted to list barriers identified
and quotes from the interviews to support such bar-

riers. For this reason, barrier counts were reported if
the barrier was identified in a study. The count is
not related to how many participants identified the
barrier within the study. PrEP-specific barriers were
the category with the most barriers identified across
studies (n=35). Common medication administration
barriers ranked second in identification across
studies (n=23). Situational barriers rank last in
barrier identification (n=13). The three most common
themes reported by participants included a concern
about side effects (n=9), low perceived risks of
HIV (n=8), and lack of PrEP information (n=7).
Approximately 27% of the studies reported the
following barriers: stigma (n=5, ), medical mistrust
(n=5), missed dosing (n=5), and fear of partner
rejection (n=5). Less than 25% of the studies reported
the following barriers: (1) Lack of institutional
support by either drug clinic, health clinic, or jail
(n=4, 22.2%); (2) Drug addiction needs (n=3, 16.6%);
(3) Uncertainty about PrEP access and efficacy (n=3,
16.6%); (4) Competing demands (n=2, 11.1%). The
remaining themes represented 11% or less of the
studies (Table 3 - Study Outcomes).

Risk of Bias

The Critical Appraisal Skills Program (CASP) Check-
list was used to assess the validity of the qualita-
tive methods among the included studies. Studies
were evaluated against the ten questions identified
from the CASP checklist. Responses to 9 of the
10 questions were evaluated as yes - "Y," no - "N,"
maybe(uncertain) - "M," or not applicable – "NA." All
but 2 studies had at least 6 of the 10 questions on
the checklist answered in the affirmative "Y" showing
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Table 2: Participant Characteristics.

Table 3: Study Outcomes: Barriers to PrEp Identified Across Studies.
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Table 4: Risk of Bias - Critical Appraisal Skills Programme - CASP Checklist for Qualitative Research.

acceptable validity for the methods. Five of the 18
studies showed high quality, with all questions an-
swered "Y". The remaining studies had at least one
or more questions answered with "N" or "M". Three
studies (Hill et al., 2018; Amico et al., 2019; Willie
et al., 2020) had more than 1 question answered in
the negative. The final question evaluated the value
of the results as either local or generalizable. It was
determined that study outcomes across all studies
had local value rather than generalizable. Validity
of methods was generally observed across studies.
The question challenging the validity of the studies
by way of a negative "N" or uncertain response "M"
was: "Was the data analysis sufficiently rigorous?".
Since most studies focused on small groups of partic-
ipants looking to identify themes, the data reported
was generally descriptive and included participant
quotes (Table 4 - Risk of Bias).

Discussion

It is important to note that the common objective
of these studies was to conduct interviews among
small participant populations to identify themes for
barriers to PrEP use. While the research allows us
to understand and descriptively identify common
barriers to PrEP use, it limits a more comprehensive
statistical approach regarding presenting results.

The study findings unveiled various barriers to
PrEP uptake, contributing to participants’ hindrances.
The fact that 2 of the 3 the study outcomes categories
fell into common medication administration barriers
or situational barriers and had nothing to do with

the specifics of PrEP indicates that uptake may
be improved with a general focus on medication
adherence strategies. PrEP-specific barriers require
an improved outreach that should focus on destigma-
tizing this intervention and providing informational
sessions that emphasize higher HIV risk behaviors
rather than relationship status or gender identity.
Such approaches could address the analysis of the
consistently identified side effects, low perceived risk
of HIV, and lack of PrEP awareness as the top three
risk factors across studies for low PrEP utilization.

Side Effects

Patients often base their decisions about taking
medication on how they feel about possible side
effects. Many patients who do not adhere to their
medication regimens report a concern about side
effects. This research shows that a concern for side
effects is a prevalent barrier to PrEP uptake for those
at risk not yet taking it (n=8) and PrEP adherence
for those prescribed or already taking it (n=2). The
implication of side effects as a significant barrier
to PrEP suggests it could be helpful for healthcare
providers or social workers to prepare patients for
side effects when recommending or prescribing PrEP
(Brown et al., 2011).

Low Perceived Risk for HIV Infection

HIV infections continue to affect individuals across
all adult and adolescent age groups, regardless of
marital status, gender orientation, sex, or sexual
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orientation. Risk factors for HIV transmission
include engaging in unprotected vaginal or anal sex
within the past 6 months, remarkably when unaware
of the HIV status of sexual partners. Individuals
using drugs can lead to behaviors that put them at
risk for HIV infection. Individuals with a diagnosis
of a bacterial sexually transmitted infection such as
chlamydia, syphilis, or gonorrhea within 6 months
suggest participation in behaviors that put them
at risk for HIV infection. When these behaviors
are reported in individuals living in communities
with high rates of HIV, they have an increased risk
than those with the same behaviors in a community
with a low rate of HIV (Centers for Disease Control
and Prevention, 2021). Nearly all the studies (n=17)
recruited individuals because of their higher HIV
risk behavior (n=14) or because they live in a
higher HIV risk environment (n=3). However, the
perception that participants were at low risk for
HIV infection was identified as a barrier in nearly
half of the studies (n=8). The decision to identify
barriers to PrEP for only women assigned female at
birth also revealed through the structured interviews
that some of this population only considered men
having sex with men or the transgender identity as
a risk factor for HIV rather than actual HIV-at-risk
behavior (Pyra et al., 2022; Willie et al. 2022). This
suggests there may be a disconnect with under-
standing HIV risk factors. The most likely pathway
to overcome this barrier would be through education.

Lack of PrEP information

Similar to concerns about side effects, a lack of
information about PrEP emerged as a significant
barrier (n=7) to its uptake and adherence in this
research. Among the studies identified, a lack
of awareness or understanding about PrEP was
reported as the third most prevalent barrier but
plays a role in both "side effects" and "low perceived
risk of HIV infection." This finding underscores the
importance of healthcare providers or social workers
in presenting comprehensive education about
PrEP, including its purpose, effectiveness, potential
side effects, and how to access it. By addressing
this knowledge gap, healthcare professionals can
empower individuals to make informed decisions
about PrEP and overcome barriers to its use.

Remaining Barriers

Further analysis of the studies revealed that among
the common medication administration barriers, the
sub-categories of side effects, followed by the cost
of medication and missed doses, were the promi-

nent barriers, while in the PrEP-specific barriers, low
perceived risk of HIV, followed by lack of PrEP aware-
ness, stigma, and medical mistrust were most preva-
lent. Within the situational barriers, lack of institu-
tional support and drug addiction surfaced as the
most relevant.

The data from the studies could not demonstrate
that these risk factors are influenced by various pa-
tient characteristics such as race and ethnicity. The
existing analytical approach highlights the necessity
of presenting research that includes increased patient
populations and detailed sub-categories. Disaggre-
gated data may improve the understanding of race,
age, and ethnicity in such findings.

Considering the multi-layered risk factors associ-
ated with PrEP use and the disproportionately higher
lifetime risk of HIV infection among black women
compared to other racial/ethnic groups (Centers for
Disease Control and Prevention, 2018), it is important
to include the data related to race and ethnicity in
the analysis.

In addition to focusing on race and ethnicity, the
presence of empirical evidence pointing to elevated
rates of HIV acquisition among Southern women,
in comparison to other regions within the United
States, underscores the need to address geograph-
ical disparity as well (Centers for Disease Control
and Prevention, 2018). The studies in this paper
were predominately focused in the Northeast (n=9),
with limited studies in the needed South (n=2) and
Southeast (n=2). The unequal distribution of regional
research attention has the potential to inadvertently
perpetuate health disparities, hindering the creation
of effective interventions for those most affected.

Conclusion

This review identifies significant barriers hindering
women’s PrEP utilization. Addressing these chal-
lenges through further research will enable the devel-
opment of targeted interventions for equitable PrEP
access, particularly for underrepresented populations.
To ensure a comprehensive understanding and to
capture the nuances associated with diverse popu-
lations, future research should address these factors
of PrEP uptake as they relate to race and ethnicity.
This approach will enable the development of more
tailored interventions that acknowledge the multi-
faceted nature of PrEP uptake barriers and their po-
tential disparities across different racial and ethnic
groups.
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