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1 | INTRODUCTION

Despite great gains in efforts to prevent HIV,! as of 2018, an esti-
mated 1.17 million individuals aged 213 years in the United States
were living with the virus.? In 2018, 37,968 individuals in the United
States were newly diagnosed with HIV, and 69% of those newly
diagnosed were gay or bisexual men.* These figures illustrate that the
burden of HIV is not equally distributed.®> Despite overall declines in
HIV, the rates of new diagnoses continue to increase among men
who have sex with men (MSM).* Although only 7% of men report
having sexual contact with other men, 82.9% of all HIV infections
among men were attributed to male-to-male sexual contact. The
majority of new HIV transmissions are from persons who do not
know they have HIV, highlighting the importance of prophylactic
prevention measures.”

The introduction of pre-exposure prophylaxis (PrEP)® for HIV
prevention in 2012 transformed the fight against the global HIV/
AIDS pandemic.” For the first time, individuals who were
HIV-negative could take a well-tolerated pill once daily and sig-
nificantly reduce their likelihood of seroconversion if exposed to the
virus.2? Best practices now include recommending PrEP for in-
dividuals at high risk for acquiring HIV due to sexual practices or
intravenous substance use. PrEP is recommended by the CDC and
received a Grade A recommendation from the US Preventive Services
Task Force (2019).%°

Despite the great promise of PrEP, uptake has been much slower
than expected.®'" Only 18.1% of the estimated 1.2 million persons in
the United States for whom PrEP is recommended are prescribed a
PrEP medication.’? Although MSM, in comparison to other at-risk
populations, have a higher rate of uptake, the public health benefit of
PrEP has been limited by relatively few individuals taking it.>**

Another challenge is PrEP patients' adherence to medication use
as prescribed, which varies widely from 22% to 90%.™* Because the
public health benefits of PrEP are dependent on taking the medica-
tion daily,® factors impacting PrEP adherence are an important target
for research.’® To fully realize the potential public health benefits of
PrEP, barriers to initiation and adherence must be better understood.
This information is needed to inform subsequent interventions to
improve uptake and effective use.

Individuals with a stigmatized identity (e.g., being LGBTQ) face
unique stressors related to that identity, such as experiences with
discrimination, efforts to conceal one's identity and the internaliza-
tion of negative messages about their identity.'® These stressors,
which represent a concept called minority stress,’” have powerful
impacts on behaviour,'® including engagement in health care ser-
vices, and drive health disparities within LGBTQ communities.'” ?*
Uptake of PrEP for HIV prevention is hindered by minority stress,
particularly within target populations.?>?®> One qualitative study
found that LGBTQ and MSM participants feared rejection from
partners and being labelled as sexually promiscuous as a result of
using PrEP.?* One manifestation of minority stress is the inter-
nalization of stigma.”® For sexual minority individuals, this can

be conceptualized as internalized homophobia.” Internalized

homophobia has been shown to negatively impact PrEP use,>?”

suggesting that multiple manifestations of stigma impact PrEP use.
Another important factor to consider is the practice of health

care providers. Increased utilization is associated with effective

education and messaging about PrEP.?® However, coverage of PrEP

22 and providers' medical

in medical education is highly variable,
decision-making related to PrEP is affected by heterosexism and
racism.>° Disturbingly, medical students are less likely to prescribe
PrEP for patients at highest risk for seroconversion (i.e., less often
prescribing it for patients who do not use condoms and have multiple
partners).>! Provider notions that prescribing PrEP may lead to risk
compensation (i.e., patients taking greater risks with sexual health
once they are prescribed PrEP) also represent a provider-level factor
that has interfered with more widespread PrEP use.®? These issues
have led to the addition and refinement of PrEP-specific training as
part of medical education.”’ Although these studies suggest that
stigma and provider attitudes and behaviour have an important
influence on PrEP usage, previous research (e.g., 28-32) has focused
on provider perspectives on the phenomena. As described in detail
below, we sought to shed light on the patient experiences of these
phenomena. Evaluation of patients' perceptions of provider medical
decision-making and approach to patient communication surrounding
PrEP is a poorly understood but potentially important part of

increasing uptake of PrEP.

1.1 | Present study

To elucidate the role of stigma and provider behaviour in individuals'
PrEP initiation and adherence, we conducted a qualitative study using
semistructured interviews. Participants were patients already on
PrEP and recruited from a Family Medicine clinic at an academic
medical centre in the Midwest urban setting. We sought to explore
the perception of PrEP use among MSM and its impact on one's
decision to pursue PrEP, the impact of internalized homonegativity or
stigma of PrEP use and aimed to gain a better understanding of the
experience of communicating with providers about sexual health in

relation to HIV prevention.

2 | METHODS

Fifteen men (N =15) receiving medical care for PrEP in a Family
Medicine clinic were recruited for participation. One individual did
not follow up with participation after initial contact; therefore, the
sample size was 14 self-identified cisgender gay or bisexual men
(N = 14). A qualitative methodological approach was utilized to allow
for a depth of understanding into individuals' experiences. Generally,
qualitative research allows for an understanding into the complex
factors contributing to a particular construct(s). This is often gained
through individual interviews, as is the case with the current study.

This sample size is consistent with the CQR Methodology as
outlined by Hill (2012), which recommends including 12-15
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participants. Within CQR, this sample size generally allows for
consistency in response, given a relatively homogeneous sample,
which is appropriate for this study. Table 1 presents a description
of participants' relevant demographic information including age,
race/ethnicity, sexual orientation, HIV status and relationship
status.

The study was subjected to IRB review, with approval. Before the
medical appointment, the clinical nurse coordinator identified eligible
patients. Initial criteria included patients who were currently receiv-
ing medical care in the clinic for PrEP. If identified by the nurse
coordinator, information on participation in the study was presented
by the nurse coordinator during the medical appointment. After re-
viewing a consent form, eligible patients who opted to participate
provided written consent. Participants were informed that their
participation would not impact their medical care. Signed consent
forms, including preferred contact method, were then provided to the
principal investigator (Pl), who initiated scheduling. The PI then
scheduled the interview with consenting participants. No financial
compensation was provided.

Participants took part in a semistructured interview with the PI.
The interview took place on a private phone line in a private room
where confidentiality could be maintained and was recorded using a
digital recorder with participants' consent. The Pl reviewed the
consent form with the participant and allowed any questions or
clarifications. The purpose of the study was summarized, and de-
mographic information, including sexual orientation, was reviewed
to ensure eligibility. Participants could stop the interview at any
time, and the PI checked in on any levels of distress during
the interview. Recorded interviews were transcribed verbatim by

the research team.

TABLE 1 Demographics Participant Age
1 27
2 57
3 27
4 42
5 55
6 42
7 26
8 37
9 53
10 28
11 23
12 32
13 27
14 23
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2.1 | Consensual Qualitative Research (CQR)
Methodology

Analysis of the data closely followed the CQR Methodology, as
described by Hill.>® Transcriptions were first reviewed to identify
broad topic areas to help establish the domains. The Pl completed
an initial review of transcripts. All transcripts were then reviewed
by team members, and data were ‘blocked’ into relevant
domains®® until consensus was achieved. The established domain
list was reviewed by the external auditor, with relevant changes
made accordingly.

A similar review process took place in the summarization of
domains into core ideas (workable descriptions of the data) as well as
categories/subcategories (common themes across the interviews and
that help define the content of the domains and core ideas). Finally,
the frequency or representativeness of the categories/subcategories
was determined. Categories/subcategories were labelled as general,
typical or variant. General indicates categories in all or all but one of
the interviews. Typical is found in more than half and up to all but one
of the interviews. Variant categories are found to be in at least two
and up to half of the interviews. No frequency label was assigned to
any categories/subcategories that were found in less than two of the

interviews.

3 | RESULTS
No participant expressed distress during the interviews. Four primary
domains emerged from the data: Pursuit of PrEP; Adherence and

Care; Perception and Stigma; and Interaction with Medical Providers.

Race/ethnicity Sexual orientation Relationship status

White/Caucasian Gay Single
Black/African American Gay Single
White/Caucasian Gay Partnered
Hispanic and Latino Gay Partnered
White/Caucasian Gay Single
White/Caucasian Gay Single
Black/African American Bisexual Single
White/Caucasian Bisexual Single
Hispanic and Latino Gay Partnered
White/Caucasian Gay Single
Black/African American Gay Single
White/Caucasian Gay Single
White/Caucasian Gay Single
White/Caucasian Gay Single

Note: This table includes demographic information as self-reported by participants. All participants
endorsed HIV status as negative, and thus not included in this table.
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TABLE 2

Domain/category/subcategory

1.

a.

Pursuit of PrEP

Motivation for use: HIV prevention

. Information source

i. Media

ii. Social contact

iii. Medical team
Length of use

i. Less than a year

ii. More than a year

. Adherence and Care

No difficulty adhering

. Issues with clinic appointments

i. No barriers

ii. Scheduling difficulty

staff

Challenges with insurance and financial resources

. Perception and Stigma

Social perception of PrEP use

ii. PrEP use seen as excuse for risky sexual
behaviour

. Disclosure of PrEP use

i. Fully open with others
ii. Not open with others
iii. Open to some

Social stigma experienced
i. No negative stigma

ii. Some stigma around use and high-risk
behaviour

iii. Assumption PrEP is only for gay men

. No influence of stigma on PrEP use

Past experiences of internalized homophobia
Internalized homophobia and initiating PrEP
i. Not associated with decision to pursue PrEP
ii. Partial factor in decision to pursue PrEP

iii. Significant factor in decision to pursue PrEP

ALT ET AL
Domains, categories, subcategories and frequency TABLE 2 (Continued)
Frequency Domain/category/subcategory Frequency
i. Uncomfortable but willing to disclose for Typical
General appropriate medical care
ii. Comfortable and willing to disclose for Variant
appropriate medical care
Typical ) .
iii. Not fully open about sexual practice Variant
Typical
b. Important to share sexual and gender identity, not Variant
Variant sexual preferences
c. Things that impact comfort level with providers
Variant i. Nothing would make it less comfortable Variant
Typical ii. Paper forms Variant
iii. Acceptance and approachability Typical
Typical d. Initiating conversations on sexual health
i. Better for physicians to initiate discussion Variant
Typical ii. More information about PrEP needed Variant
Variant iii. Patient often initiates discussion Variant
iii. Communication access to provider and support Variant e. Medical providers need growth in providing care Typical
to LGBTQ patients
Typical Abbreviation: PrEP, pre-exposure prophylaxis.
i. PrEP allows for safer sex by decreasing HIV risk Variant
Typical Table 2 presents an organized overview of the data. The following
section offers a description of each of the domains and narrative
examples illustrating the categories/subcategories that arose from
Variant the data.
Variant
Variant 3.1 | Pursuit of PrEP
e — The Pursuit of PrEP domain focused on motivation to initiate
Ve PrEP. Participants described having good knowledge of PrEP
arian
as a form of HIV prevention before starting. One participant
stated:
Variant
Typical To be honest, the reason that | wanted to pursue PrEP
Variant is because | don't want HIV. | know that me, being a
gay guy and having sex with men, puts me at higher
. risk for HIV.
Typical
Variant Messaging of PrEP use appeared to be prevalent in multiple
Variant sources, including media (i.e., internet blogs and TV commercials):
Variant

PrEP use encouraged in social groups

. Interaction with Medical Providers

Feelings on sharing personal information with
medical team

| think when | saw it on Facebook from one of those
gay news outlets. They were covering a story on a new
drug that it definitely helps you not get HIV. So that

was definitely a selling point.
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Within social contacts and peer groups:

Yeah and | was also like just kind of playing volleyball
that was a lot of med students that talked about it and
so it just kind of sparked my interest.

As well as from their medical team directly:

A doctor brought it up. We were having discussions at
my annual physical...|I talked about that | am bi, so he
suggested that this would be a good thing to be on
because it is a preventative measure more than any-
thing else.

3.2 | Adherence and Care
Participants discussed the barriers associated with adherence to
PrEP. They described few obstacles with maintaining the required

daily dosage:

| haven't really had any trouble sticking to it. It has

become a part of my morning routine.

Further, participants described ease of access to the medical
team to help address any concerns around prescriptions and

appointments:

| have felt that there has been very easy and quick
access to physician staff. | use the web portal to leave

messages for (doctor) or his staff.

Despite these, several participants described financial and in-
surance issues. Due to inconsistencies in coverage for PrEP, alter-
native financial support became the only option for some:

Like if you don't apply for at least the assistance or get
the co-pay card through Gilead. | don't know how
people afford it.

3.3 | Perception and Stigma

Participants were also asked about how PrEP use is seen
within and outside of the LGBTQ community. Broadly, participants
addressed topics related to the perception of PrEP use and also
how experiences of internalized homophobia and related stigma
may impact one's decision to pursue PrEP. Individuals stated
that some see PrEP as ‘permission’ to engage in risky sexual be-
haviour and misunderstand it as being protection from all STls.

For example:

Amongst my more mature friends—it is perceived as a
great way to add a layer of protection during sex my
more immature friends take it as a carte blanche.
Some people do think that it protects you from ev-
erything, which | think is obviously stupid and
incorrect.

Additionally, some described stigma that those who take PrEP

engage in risky sexual behaviour:

| feel like there may be some kind of small stigma
for people to use it mainly because | feel like there
are people who view it as just a way for people to
have condomless sex and that is not why | take it at

least.

Participants described PrEP being seen as a ‘gay’ drug, even
though it is beneficial for all. This leads to an opportunity for provi-
ders to engage in more open conversation and education of HIV

prevention for all patient populations. For example:

It almost feels like if you are on PrEP then it is a gay
stigma, but it is just important for heterosexuals to be
on it. | think that is the stigma that is on it, like ‘l don't

have to be on it because I'm straight versus gay.’

Despite this, PrEP was widely encouraged within their own social
circles. Participants described it as being the ‘standard’ and ex-
pectation in the MSM community:

It's basically a standard. Like if you want to engage in
sexual activity, you need to have PrEP if you are not
then you are a higher risk person to have sex with. It's
like, ‘Are you on PrEP or not? Yes? Okay good.’

Lastly, although some participants described experiencing inter-
nalized homophobia during their life, they generally did not feel that

it impacted their decision to pursue PrEP.

| wouldn't really say that the negative experiences that
| have had, hasn't led me to take PrEP. | felt like | just
needed to do it...and | wanna protect myself.

There was acknowledgement of the potential impact of inter-
nalized homophobia on PrEP use, despite it not being a factor in their

own decision:

| think it could be a barrier for some people even if it
wasn't for me. It's like saying that if | am on PrEP, then
| am confirming that | am gay or bisexual. | think part
of the identity process is coming to terms with who

you are is different than taking a prescription med.
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3.4 | Interactions with Medical Providers

The final domain, Interactions with Medical Providers, centered around
discussion of sexual orientation, sexual activity and other relevant in-
formation with medical providers. There was also focus on how providers
can be more effective in their care. Participants described discomfort in
having conversations with medical providers about their sexual activity.
Some specifically spoke about being asked about their sexual role pre-
ference and related discomfort:

| was nervous to tell him my sexual orientation and tell
him what | like. He is asking me, ‘Are you the giver or the

receiver?' | was embarrassed to answer those questions.

Despite the discomfort and personal nature of these questions,
the importance of being open and honest with their providers to gain
the best care was emphasized:

There (are) risks with certain sexual behaviors. | be-
lieve that doctors need to know about that so they can
first educate the person to the possibilities, the risks,
and let us know what we can do to minimize those

risks. Especially with what we can get as a gay guy.

Some participants found it difficult to find a doctor whom they
felt understood the unique needs of LGBTQ individuals and HIV
prevention. This impacted their comfort level in opening up. Partici-
pants emphasized the importance of acknowledging sexuality across
cultures to help with patient comfort level:

You know, if you go to someone that feels LGBTQ
friendly or someone who has specifically worked with
the PrEP program, | would feel very comfortable. But
if | have someone who | don't know Who doesn't
really stand out as being LGBTQ friendly | don't feel as
comfortable.

Lastly, expression of support for the LGBTQ community would

help some participants feel more comfortable in clinic:

| think it would be important to have your medical
staff, not necessarily identify as an ally for an LGBT
community, and not even asking that they feel forced
to. But if there are any members—maybe like a pin or

something or on their nametag.

4 | DISCUSSION

PrEP has dramatically changed how we prevent HIV and is a key pillar
in our fight to end the HIV epidemic.? In this qualitative analysis of
sexual minority men, we aimed to investigate the factors impacting

PrEP initiation, adherence, perceptions and stigma and interaction
with medical providers within a primary care clinic. Given the stigma
associated with sexual health and HIV, understanding these factors is
vital to ensuring that patients have a positive experience that en-
courages them to continue engagement in care over time. The goal of
our study was to better understand the experiences of those re-
ceiving PrEP and communicate that information to medical providers
so that they can provide high-quality PrEP care.

Many participants stated that they were aware and motivated to
start PrEP even before their clinic appointment. They initiated PrEP
through a variety of methods including independently seeking PrEP
care, being referred by a peer or being counselled by their physician
to begin PrEP.

Participants described valuing the PrEP-related experiences of their
social groups. They reported a friend recommending PrEP, or having a
good experience with PrEP care, as a major motivator for PrEP initiation.
This encourages providers to ask their PrEP patients to share their clinic
information within social networks as a method to attract new PrEP
patients. All PrEP prescribing clinics and providers would benefit from
registering themselves on the PrEP Locator website so that they can be
easily found by patients (https://preplocator.org).

Participants also reported being more likely to start PrEP if re-
commended directly by their doctor. This highlights that it is im-
portant that all primary care providers learn about PrEP care,
understand indications for initiation, how to prescribe PrEP and
strongly recommend it to patients, when indicated. Lastly, patients
who arrive at their appointment with existing knowledge of HIV risk
and PrEP were more likely to initiate PrEP. This lends support to
public health efforts to provide education on HIV risk and PrEP.

Fortunately, participants had little difficulty with adherence and
accessing care. This was enabled by access to physicians with ap-
propriate PrEP training in our research study setting and availability
of direct communication with the medical team through an electronic
medical record. One physician in this practice championed PrEP ef-
forts beginning in 2017 and conducted regular PrEP training and
education for fellow providers and clinic staff. A ‘PrEP Quick Re-
ference Guide' (see Supporting Information Appendix 1) was also
created, regularly updated by the physician champion, and laminated
at multiple locations in the clinic for easy reference. Other clinics
aiming to increase PrEP prescribing would benefit from nominating a
PrEP champion within their practice to help lead efforts and stay up
to date with PrEP guidelines.

In addition to a physician champion, the clinic designated a nurse
within the clinic to serve as the PrEP Nurse Care Coordinator. This
individual was the initial point person for all nursing staff and patient
questions. She completed Prior Authorizations and payment assis-
tance programmes requests, removing this time-consuming burden
from the prescriber. She also built and maintained a PrEP patient
database, contacted patients when they had missed appointments,
and developed a follow-up programme where patients saw the
physician every 6 months and completed PrEP labs on the alternating
3 months without an appointment. Without a designated nurse who

was knowledgeable about PrEP, many study participants expressed
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that they would have likely not continued the medication due to
barriers with insurance, cost and the need for regular lab monitoring
and follow-up. Pharmacy colleagues, when available, can also serve
as a crucial PrEP team member to assist with these barriers.

Stigma played a role in the initiation of PrEP, with some study
participants commenting that it was thought of as a ‘gay’ drug. This
points to the importance of educating providers and patients that
PrEP is indicated for anyone at risk of HIV, regardless of their sexual
orientation. Some participants believed that PrEP use would make
others assume that they participated in riskier sexual behaviours,
encouraging the medical community to destigmatize and normalize
sexual health care, especially as it relates to PrEP. Others commented
that friends viewed PrEP as universal protection against all sexually
transmitted infections (STls), emphasizing the importance of pre-
scribers clearly stating that PrEP only protects against HIV and
continued condom use is an important strategy to protect against
HIV and other STls.

Internalized homophobia and minority stress were also evaluated
as potential barriers to PrEP initiation. Several participants noted
previous experiences with internalized homophobia and recognized
how this might be a barrier to initiation of PrEP, but generally did not
view this as a personal barrier.

Participants reported discomfort in discussing sexual health with
medical providers. Some participants were afraid that they would be
judged and felt embarrassed discussing these topics in a medical setting.
This discomfort was lessened by seeing the same provider on a regular
basis and developing a relationship with that person. The continuity of
care and longitudinal relationships developed within a primary care clinic
serve as the ideal setting to discuss sexual health and PrEP.

Participants also expressed a desire for their provider to more
openly state that they were ‘LGBTQ friendly’. Suggestions from
participants included providers directly expressing this to patients
while discussing PrEP, by wearing LBGTQ pins on name tags, or
LGBTQ-supportive signage. Clinics are encouraged to have staff
undergo Safe Zone (https://thesafezoneproject.com/) or other similar
training programmes to help educate all staff about how to best care
for LGBTQ patients. More broadly, this study encourages medical
schools and residency programmes to conduct more training on
sexual health, LGBTQ care, stigma and PrEP. This includes early
education about the benefits of PrEP, how to prescribe PrEP and how
to take a sexual history for the LGBTQ community in a patient-
centred manner.

There are many previous studies that have used qualitative
analysis to better understand PrEP care. A recent meta-synthesis on
qualitative PrEP research among MSM highlights six of the highest-
quality studies published between 2010 and 2018.>* Our metho-
dology was similar to these studies; however, none were conducted
in the Midwest and only one was conducted within a primary care
clinic. Our research helps provide more qualitative PrEP data for the
Midwest region of the United States and patient experiences within a
primary care clinic.

In addition, our study is unique because it was conducted while

the primary care clinic was working to build a new PrEP programme.

There is a lack of qualitative data highlighting patient perspectives on
new PrEP programmes within primary care clinics. Given that primary
care clinics are the first point of contact for patients interacting with
the health care system, a better understanding of these perspectives
is key to successful implementation of PrEP programmes.

The PrEP Nurse Care Coordinator in this study is also an im-
portant contributor to the literature. Other previous research has
evaluated nurse-led PrEP initiatives, but the duties of the PrEP Nurse
Care Coordinator in our study setting are unique.®® Barriers to PrEP
initiation, adherence and follow-up are well documented.*® Our pa-
tients noted few barriers in their care as a result of there being a
dedicated PrEP programme with a PrEP Nurse Care Coordinator.
Other clinics looking to start a new or improve an existing PrEP
programme can benefit from these lessons learned on how to provide

high-quality, patient-centred PrEP care.

4.1 | Limitations & future directions

All subjects in this study received care from the same provider in a
single clinic setting, potentially limiting the generalization of these
results to all patients. However, this does provide greater consistency
of the data to evaluate the impact of specific programmes, like the
PrEP Nurse Care Coordinator, on patient care. The study in-
tentionally included only sexually minority men; however, the ma-
jority of participants were non-Hispanic, White and all had insurance.
This may limit the applicability of the research to other genders,
sexual orientations, races and those without insurance.

Future research could be conducted using a similar methodology
at a clinic without a designated PrEP programme and PrEP Nurse
Care Coordinator to evaluate the impact of these factors on care.
Given the importance of perception, stigma and interaction with
medical providers, a similar qualitative study could also focus on the
perspective of medical providers as they progress through their
training. Questions include level of comfort taking a sexual history,
views on PrEP, previous sexual health and PrEP training, and comfort
prescribing PrEP.

5 | CONCLUSION

Understanding factors that impact initiation and adherence is key to
ensure that patients get started on the medication, when indicated,
and continue therapy while their risk of HIV is still present. A better
understanding of these factors, as learned from this qualitative study,
has the potential to improve the quality of PrEP care provided in

primary care clinics.
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