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ABSTRACT

Populations at highest risk for acquiring HIV are more likely to pass through criminal justice (CJ)
settings, and Cl-involved individuals are often at the intersection of multiple overlapping risk
factors. The present study explored interest in, knowledge of, and barriers to PrEP uptake among
gay, bisexual, and other men who have sex with men involved in the criminal justice system.
Using semi-structured interviews, 26 participants who identified as MSM were asked about PrEP
knowledge and interest, HIV risk, and incarceration experience. One theme that emerged across
interviews was how institutional distrust in CJ settings may instill lack of trust in medical care
after perceived mistreatment. Participants explained how lack of privacy fostered feelings that
medical care was not confidential, care received was tied to status as an incarcerated person,
and feelings of dehumanization led to distrust. Findings explore how distrust may hinder PrEP
uptake and other HIV prevention efforts in CJ settings as well as after release. They highlight the
need for greater privacy efforts and cultural humility, and explore how medical settings may
function as spaces for people who are incarcerated to disclose HIV risk status. Few studies to our
knowledge have examined the role of institutional distrust on men who have sex with men
(MSM) in the context of pre-exposure prophylaxis (PrEP) interventions. The present study has
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implications for creating best practices to structure HIV prevention interventions in CJ settings.

Introduction

HIV rates are three times higher among CJ (criminal jus-
tice) involved populations (Maruschak, 2012; Spaulding
et al., 2009). People at risk for acquiring HIV are dispro-
portionally likely to be incarcerated, including sexual
minorities such as men who have sex with men (MSM)
(Adimora, Schoenbach, & Doherty, 2006; Brinkley-
Rubinstein et al., 2016; Meyer et al., 2017). During com-
munity re-entry individuals often engage in HIV risk
behaviors, including condomless sex and sexual concur-
rency (ie., overlapping sexual partnerships), making
recently incarcerated individuals more vulnerable to
HIV (Brewer et al., 2014; Tsui, Leonard, Lenoir, &
Ellen, 2008).

Given that incarcerated MSM are often at the inter-
section of many risk factors, HIV prevention interven-
tions are needed for this subpopulation. One possible
intervention for MSM with current or recent CJ involve-
ment is pre-exposure prophylaxis (PrEP), a biomedical
intervention that has shown efficacy in reducing HIV
acquisition (Baeten et al, 2012; Grant et al, 2010;
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Thigpen et al., 2012). Although initiation of PrEP has
increased in the US since 2012, gaps may hinder PrEP
uptake among at risk populations (Céceres, Borquez,
Klausner, Baggaley, & Beyrer, 2016). Recent studies
have demonstrated that PrEP knowledge among incar-
cerated individuals is low, but that interest is high once
they learn more (Brinkley-Rubinstein et al., 2018; Dauria
et al., 2017). However, multi-level (social and individual)
barriers to PrEP are likely to be present and could nega-
tively affect PrEP uptake and adherence (Arnold et al,,
2017).

One possible barrier to PrEP uptake by MSM with CJ
involvement is institutional distrust, or lack of trust in
the CJ system and, subsequently, community-based
healthcare systems. Sexual minorities and CJ-involved
individuals have high levels of institutional distrust
(Brayne, 2014; Puglisi, Calderon, & Wang, 2017; Under-
hill et al.,, 2015). MSM involved in the CJ system are
potentially at a “double disadvantage” given that trust
in providers and medical structures can impact health
outcomes (Armstrong et al., 2006; Lee & Lin, 2009;
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Thom, Ribisl, Stewart, & Luke, 1999). Fostering trust in
medical settings can improve patient outcomes by
increasing likelihood of receiving treatment and medi-
cation adherence (Lee & Lin, 2009).

Exposure to negative treatment can create long-term
aversions to care. Brayne (2014) documented how indi-
viduals with varying levels of CJ involvement develop
distrust in societal institutions. The consequences are
engagement in “system avoidance” wherein CJ involved
persons avoid surveilling institutions that keep formal
records such as hospitals. CJ involved individuals may
have lower utilization of health services despite unmet
need (Goffman, 2009). Formerly incarcerated individuals
have specific health needs surrounding the transition to
community-based resources, but often receive care
from community providers who may not understand
the extent to which past mistreatment, especially during
incarceration, may influence current distrust (Puglisi
et al., 2017).

In the current study, we describe the experience of
institutional distrust among MSM (n = 26) who are cur-
rently incarcerated and the impact institutional trust
may have on motivation for PrEP uptake both post-
release and in CJ settings.

Methods

The current study was conducted at the Rhode Island
Department of Corrections (RIDOC) in Cranston,
Rhode Island. The RIDOC is a statewide prison and
jail that houses all incarcerated individuals in the state.
Approximately 15,000 men cycle through the RIDOC
each year (Rhode Island Department of Corrections,
2011), and the prevalence of HIV is 3% (Rhode Island
Department of Corrections, 2011).

Information related to sexual orientation is collected
during medical intake, which occurs in the first 48 h
after incarceration. We received a waiver of documen-
tation of consent, so participants only gave verbal con-
sent before the interview. Inclusion criteria for this
study included self-report of: being gay, bisexual or a
man who has sex with men;> 18; and being able to
speak English. Interviews lasted 45-60 min and were
conducted by three trained qualitative researchers (all
female). Participants were asked questions related to
HIV risk, PrEP knowledge and interest, barriers to
PrEP uptake and adherence, and experience disclosing
sexual orientation/identity. Interviewers provided a
basic overview of PrEP to participants at the beginning
of the interview and did not ask about PrEP knowledge
before the interview began. Interviews were conducted
in a private room without correctional officers (COs)

present. Interviews were digitally recorded and

transcribed. All participants received $30 that was depos-
ited into their commissary account. The study was
approved by the institutional review board at the Miriam
Hospital and RIDOC.

A general inductive approach was used to analyze
data. Data were formulated into themes and categories
in line with the research questions and objectives (Tho-
mas, 2006). Two coders read through transcriptions
looking for recurrent themes and patterns. Subsequently,
each theme was given a code, and codes were compiled
in a codebook. Quality checks were conducted on 20%
of all transcripts for thematic agreement. Discrepancies
in interpretation were resolved before final coding
commenced.

Results

A total of 26 incarcerated MSM at the RIDOC were
interviewed. Sixteen were White, 8 were Black, and 2
were Hispanic. Participants ranged in age from 23 to
57 and the average age was 38. Across all interviews, par-
ticipants described how institutional distrust within CJ
medical systems hinders access to healthcare and,
specifically, PrEP implementation, uptake and adher-
ence. Below we present three major themes that relate
to institutional distrust including: lack or privacy, lack
of autonomy, and feelings of dehumanization. We
describe how medical spaces in CJ facilities were some-
times considered safe spaces where institutional trust
could be fostered.

Many participants discussed how lack of privacy in
the CJ setting may instill fear that medical care is not
confidential. Participants identified incidents in which
proliferation of gossip — from both staff and incarcer-
ated individuals - could prevent disclosure of PrEP
status. Some participants mentioned a reluctance to
disclose sexual identity/orientation to staff and other
people who were incarcerated despite having disclosed
at intake.

Several participants identified the role of COs in fos-
tering an atmosphere devoid of privacy. While discussing
sexual orientation, one participant commented:

Like I know COs listening when people are talking, so
having like casual conversations or, it’s, sometimes it’s
hard, the people who are [...] not totally honest with
themselves they don’t talk about it unless they’re in
their safe place wherever they go to, to play with other
people. [participate in sexual activity]

Lack of privacy inherent to the facility therefore impeded
willingness to disclose sexual orientation/identity.
Another participant perceived that COs were knowl-
edgeable of all interpersonal relationships, noting that:



“[There’s] nothing going on in this building that the cops
don’t know.”

Some participants expounded on fear of physical vio-
lence, explaining that they felt disclosure and the inevita-
ble spread of that information could compromise their
safety. One participant commented that he initially hesi-
tated to disclose to medical staff because he feared that
other individuals might find out and threaten his well-
being. He explained:

I was hesitant, like I said at first, I don’t know why I was
hesitant, probably just because you don’t want people to
find that out outside of that meeting, and like you don’t
want inmates to find that out because then all of a sud-
den if your identity is [revealed] people can make fun of
you very easily in here [...] and who knows it could even
spark people to, to want to physically get involved with
you. Not physically in a good way, but to hurt you, you
know.

This commentary highlighted ways in which perceived
spread of information influenced care-seeking. When
asked about barriers to beginning PrEP while incarcer-
ated, one participant explained that others would have
questions about his new medication regimen: “They
always ask cause everyone is nosy here, [...] even the
guards they all ask, like you know.” He implied that
while he would seek treatment, gossip could dissuade
MSM who fear stigma. Ultimately, participants did not
trust that information would remain private, hindering
potential PrEP uptake and adherence.

Another theme that arose was a lack of autonomy sur-
rounding medical decisions based on status as an incarcer-
ated person. Participants felt they could not exert authority
over medical decisions. Participants cited long lines to
receive medications, delays in treatment, and feelings
that they were not taken seriously when they expressed
preferences surrounding medical treatment. Negative
treatment and inability to make decisions surrounding
health care led to many participants implying that they
did not trust staff to provide them with appropriate care.

One participant noted that he stopped taking his medi-
cation because he did not have control over its adminis-
tration: “I was on my psych meds. But I haven’t been
taking them anymore [...] Yeah, I wasn’t able to. [...]
Well [because] I didn’t like it. Cause every morning you
have to stay in the line ... ” The participant reported that
long lines and inadequate attention prevented him from
taking medications that he had previously been prescribed.

Another participant questioned when he would
receive his psychiatric medications despite feeling that
they were important to his well-being:

They ordered them and they’ve been telling me that
they’ve been ordered and that they should be [...] they
should have it today, and I still have not been exposed

to my psychiatric meds and those are very important
to me because that’s what keeps me at a level playing
field. It’s like I have really bad anxiety, and I have really
bad like PTSD [...]

The participant felt disempowered in accessing his medi-
cations. He noted that he did not trust medical staff to
obtain them based on being told conflicting information
on when his medications would arrive. Many partici-
pants similarly explained how while they received medi-
cal care, they had little autonomy over decision-making.
The lack of autonomy fostered feelings of distrust toward
the system and providers at the RIDOC.

Some participants stated that when they received
medical care they were dehumanized based on their sta-
tus as an incarcerated person. They experienced incar-
ceration-related stigma (Rose & Clear, 2003; Schnittker
& John, 2007) and felt providers didn’t think they
“deserved” treatment. Participants implied that these
experiences were disempowering and led to medical
distrust.

While discussing feasibility of providing PrEP in a
correctional setting, one participant explained: “[You]
know a lot of people have different opinions about
that, how much decision making and choice making a
lot of us [people who are incarcerated] ‘deserve’ to
have.” The participant did not trust the system to pro-
vide adequate care based on his status as an incarcerated
person.

Another participant expressed that he felt dehuma-
nized by medical staff based on the treatment he
received. He noted:

There’s like plenty of people in here [staft], you know
what I mean like they don’t care about you, like they
don’t know, [...] his daughter might go to jail, they
might pass through the same process that I'm passing
right now, you know what I mean.

He felt that the level of care he received was influenced
by the staff’s perception of him as a person who was
incarcerated and acknowledged that he felt dehumanized
by staff’s inability to imagine experiencing incarceration
themselves.

Participants identified interactions with COs in which
they felt that their medical care was trivialized. One par-
ticipant explained:

I think that the guards here don’t really take certain
things seriously. You hear them cracking jokes about
medline [a line where people receive their medications],
about giving out meds that aren’t really needed. I'd
worry on the administrative end that [PrEP] wouldn’t
be taken seriously enough as something that was actu-
ally needed [...] Well the last time I was in medline
and I overheard a guard making a comment about
how the medline was so long that everybody was here



taking drugs they don’t actually need, and they’re wast-
ing money in the system for getting you know drugs.

Despite identifying many causes of institutional distrust,
some participants expressed that they felt that medical
spaces were more confidential than other spaces in CJ
settings and medical staff could be more trusted. One
participant explained:

I think that a lot of inmates would probably be more
comfortable [disclosing sexual orientation/identity]
with a member of medical staff as opposed to somebody
who’s involved on the floor or would be, or over you,
such as a correctional officer or a lieutenant. [...] I
know a lot of inmates don’t really trust correctional
officers, and [...] not all of them should be trusted.

This emphasized highlighted that individuals tended to
trust medical staff more because they did not have disci-
plinary powers.

While explaining their medical intake process, a par-
ticipant noted:

It was kind of comfortable in the little nurse’s office at
intake cause it was just a nurse and I think it was a clini-
cal psychologist, a psychiatrist or psychologist sitting
here and a guard. So it, you felt safe because you know
that the guards not going to say anything and, and the
two medical personnel aren’t going to say anything so,
so it felt safe there.

While many participants feared that information they
gave would not be private, some identified medical set-
tings as unique spaces where they could comfortably
relay personal information.

However, when asked about experience disclosing
sexual identity/orientation, participants had mixed reac-
tions to doing so in a medical setting. One participant
noted that the presence of COs and physical surround-
ings made him reluctant to disclose his sexual orien-
tation during medical intake:

The combination of having you know open air surround
and you know the CO was sitting there as well, so it
wasn’t like it was just myself and the nurse. [...] It
was CO as well was in there with, with me when I
answered the question, so I just you know was a little

leery.

The view by some who are incarcerated of medical facili-
ties as a “safe spaces” has implications for identifying
best spaces to access populations at risk for acquiring
HIV and fostering trust.

Discussion

The current study explored attitudes about PrEP uptake
and institutional distrust among incarcerated MSM, a
uniquely hard to engage population who are poorly

represented in literature and are often at the intersection
of multiple markers of risk. Results highlighted how lack
of privacy instilled beliefs that medical care was not fully
confidential, stigma due to incarceration status exacer-
bated perceptions of lack of autonomy in medical
decision making, and negative and stigmatizing inter-
actions with CJ staff (both COs and medical staff) and
proliferation of gossip led to feelings of dehumanization.
Despite general distrust, some participants noted that
medical spaces in correctional facilities were a safer
space to disclose sensitive medical information. How-
ever, not all participants shared this view with some not-
ing that the open environment and presence of COs in
the medical unit prevented them from feeling
comfortable.

While few studies have explored institutional distrust
from the perspective of incarcerated MSM, our findings
corroborate existing research on institutional distrust
among MSM, who are often reluctant to access health
services due to stigma related to sexual orientation/iden-
tity (Franks et al.,, 2017; Gillman et al., 2013; Maulsby
et al., 2014). Furthermore, it has been well documented
that incarceration is often a first point of medical care
for individuals with chronic health conditions, but
people who are incarcerated often receive low quality
care that is not patient-centered (Brinkley-Rubinstein
& Turner, 2013; Hatton, Kleffel, & Fisher, 2006; Puglisi
et al.,, 2017).

A unique finding of this study is how interactions with
correctional health systems, not just incarceration itself
(Hall, Dugan, Zheng, & Mishra, 2001; Lee & Lin,
2009), may lead to dehumanization and lack of auton-
omy in medical decision making. Many participants
felt they received substandard care during incarceration
— a perception that may affect future help-seeking behav-
ior (Thom, Hall, & Pawlson, 2004) both in the commu-
nity and CJ settings. Participants felt that they exerted
little control over their care. These findings highlight
the need for greater privacy measures in CJ settings
(especially surrounding medical care), patient-centered
care that takes into consideration patient priorities and
preferences, and cultural humility training for CJ staff.
Participant comments on medical spaces as being
“safer” than other parts of the facility indicate that
these are the best spaces to deploy future interventions
designed to facilitate PrEP uptake and bolster insti-
tutional trust. However, interventions should consider
how open settings and presence of COs may dissuade
individuals from disclosing sensitive information needed
to screen for PrEP clinical indication. Processes for PrEP
screening and disclosure of sexual identity/orientation
should also incorporate information relevant to reasons
for collecting risk information to foster trust that sexual



identity/orientation will be used for relevant reasons.
Additionally, screening processes must emphasis that
this information will remain confidential and used
appropriately.

Finally, an important implication of our results is the
need to address the impact of interactions with medical
staff in CJ settings on future willingness to seek care
post-release. This could translate into more robust dis-
charge planning, linkage to health services, and incor-
poration  of  client-centered  approaches  to
understanding the longitudinal effect of CJ-based experi-
ences on community-based help seeking. In addition,
community-based health care providers should have
access to incarceration-related cultural competency
training. While considerable interest and high risk
among MSM who are incarcerated indicate that PrEP
could serve as a novel and effective intervention strategy,
interventions must carefully address barriers to access
outlined in the current study.

The current study has several limitations. The RIDOC
is a statewide prison and jail system, whereas most cor-
rectional facilities in other states are either a jail or
prison, and a larger proportion of incarcerated individ-
uals in RI are White. The uniqueness of the RIDOC
makes generalizability of our findings limited. However,
these findings are meant to provide a snapshot of the
lived experience of incarcerated MSM in RI only.
Inclusion in this study relied upon individuals’ self-
report of being MSM. Other participants may have
been unwilling to disclose their sexual identity/orien-
tation status due to fear of stigma from CJ entities —
meaning that the sample of people who did disclose is
biased. Finally, the focus of these interviews was not
explicitly to explore trust. Future studies should more
broadly investigate institutional distrust in CJ settings.

Conclusion

The results of the current study suggest that incarcerated
MSM may distrust medical systems and providers for a
variety of reasons. Future PrEP interventions efforts
must consider the impact of institutional distrust on
PrEP uptake and adherence. There is a need to address
confidentiality, past experiences with CJ settings and
their impact on community-based PrEP uptake, and
general strategies (including centering interventions in
medical spaces) to foster trust. Furthermore, our findings
support the need for research exploring the impact of
medical distrust in other settings on PrEP uptake.
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