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ABSTRACT

BACKGROUND: Prior research has shown that African
American men and women are more likely to receive
lower quality healthcare compared to their white coun-
terparts, which is exacerbated in jail and prison health-
care systems.

OBJECTIVE: The purpose of this study is to explore
barriers and facilitators to quality healthcare among
African American men and women released from Illinois
State Prisons or Cook County Jail by examining their
opinions and experiences with overall healthcare and
cancer screening during and after incarceration.
DESIGN: Four focus groups (n=25 “co-researchers”)
were conducted to understand how formerly incarcer-
ated African American men and women perceive and
describe their experience of accessing, understanding,
and utilizing healthcare during and after incarceration.
Co-researchers’ reports on healthcare during incarcera-
tion are retrospective.

KEY RESULTS: Multiple facilitators and barriers to
accessing healthcare were described. Unique themes
from during incarceration included lack of access to
adequate and appropriate healthcare, lack of trustwor-
thiness of healthcare systems, excessive and punitive
co-pays for questionable and inadequate healthcare,
responses to inappropriate or inadequate healthcare
motivated by negative attitudes, and actions by correc-
tional staff or healthcare professionals which dis-incen-
tivized medical help-seeking, and gaps in knowledge
and understanding about cancer screening and chronic
health conditions. Post-release themes included strong
motivations to access and routinely utilize healthcare
systems, the ability to prioritize health, increased access
to healthcare and healthcare systems (though this
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required structural assistance), good or better-quality
healthcare, and on-going support, knowledge, and posi-
tive interactions with healthcare professionals.
CONCLUSIONS: This study highlights the need to
address barriers to accessing healthcare during and
after incarceration, particularly given racial disparities
in healthcare treatment and outcomes.
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BACKGROUND

The USA houses over 1.9 million incarcerated individu-
als.! Many suffer disproportionately from chronic and
acute health challenges particularly during and after incar-
ceration.”> Scholars consistently cite mass incarceration in
America as a systemic form of structural racism that pro-
duces and reproduces healthcare inequality, with African
Americans disproportionally represented.* Substance use
disorders (SUD), HIV, other infectious diseases, mental ill-
ness, chronic diseases, and reproductive health problems are
overrepresented in incarcerated populations. Cancer preven-
tion in incarcerated populations is overlooked and under-
studied. African Americans are disproportionately impacted
by cancer, including increased rates, mortality, morbidity,
and lower quality of life.>® Key healthcare barriers must be
addressed to decrease these disparities.”

African Americans are more likely than whites to be
arrested, be convicted, and face lengthy prison sentences,
and are 5.9 times as likely to be incarcerated.’ In 2022,
nearly 49% of all persons under correctional supervision
(probation and parole, or in jails or state or federal prisons)
were African American,'? yet African Americans comprise
only 13.7% of the US population.!' Compounding chroni-
cally worse health outcomes, African Americans are also
less likely to receive treatment during and after incarcera-
tion. The “spillover affects”!? of mass incarceration lead to
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vast social disadvantage, stigmatization, and marginalization
in black communities.'? Contributing social determinants
of health include socioeconomic status, homelessness, less
education, and lack of healthcare access.'>!*The criminaliza-
tion of persons without access to appropriate and adequate
mental health resources, stable housing, and substance use
treatment continues to propel disproportionate incarceration
rates. '’

Incarcerated women have even higher health burdens.
They experience more treatment interruption, health disem-
powerment, and mental and physical health problems com-
pared to the general population.'® Key healthcare barriers
must be addressed to decrease these disparities.”"®

16,17

OBJECTIVES

While compromised health among recently released indi-
viduals is described, less is known about specific barriers for
African Americans. The current study aims to (1) identify
key barriers and facilitators to healthcare during and after
incarceration, among formerly incarcerated African Ameri-
cans, and (2) to describe specific healthcare, chronic health
condition treatment, and preventive disparities in jails and
prisons through the lived experiences of impacted persons.

DESIGN

This study uses an abductive approach framed by phenom-
enology.'® The approach is non-hierarchical as is illustrated
by our reference to research participants as “co-research-
ers.” Abductive approaches afford researchers a blended
inductive-deductive style that moves between emergent data
(inductive) and theoretical underpinnings (deductive).?” In
qualitative methods, phenomenology is a way of conducting
both data collection and analysis that captures lived experi-
ence from co-researchers (study participants) via narratives
and open perceptual disclosure.?!

RECRUITMENT

Co-researchers were recruited via snowball sampling and
referral by key community informants. Five community-
based, Chicago programs serving persons returning from
Illinois prisons and jails participated as recruitment sites.
Investigators conducted brief, individual, face-to-face eligi-
bility pre-screening interviews to verify that they met inclu-
sion criteria: (1) formerly incarcerated, African American
adult men and women aged 40 and above (to better describe
potential chronic health conditions); (2) current residents of
Chicago or Cook County; (3) released from Cook County
Jail and/or Illinois prisonsduring or after 2015; and (4) hav-
ing direct or indirect knowledge of cancer screenings (in
order to understand preventive healthcare) or treatment

during or post-incarceration. Co-researchers were given a
$40 gift card and a bus pass.

DATA COLLECTION

Data were collected in four focus groups with women
(n=12) and men (n=13). The average age of co-researchers
was 55 and most (68%) were released between 2018 and
2019. Confidential focus groups were conducted at a com-
munity health center and a transitional residential reentry
program in June and July 2019 by four experienced investi-
gators trained in qualitative research methods.?” Interviews
lasted 60—90 min and were audio recorded. The study was
approved by the Governors State University Institutional
Review Board and required informed consent. Three mem-
bers of the research team with advanced degrees and training
in criminology, social work, public health, and/or nursing
developed the semi-structured interview guide. Questions
explored included co-researcher’s beliefs and experiences
during or after incarceration in four categories: (1) access
to healthcare; (2) knowledge and utilization of healthcare
resources and systems; (3) knowledge about chronic disease
treatment, and prevention; and (4) barriers to cancer screen-
ing for themselves and others. Because the interviews took
place after release from incarceration, the data are based
upon their memories of their during and after incarceration
health experiences.

A pilot interview conducted with a formerly incarcerated,
key community informant was not included in the study
outcomes but led to interview guide revisions. Member
checking was conducted with expert community members,
including persons with histories of incarceration who were
not participants in the study, correctional healthcare provid-
ers, and reentry direct services professionals. All interviews
were transcribed and de-identified to protect confidentiality.

DATA ANALYSIS

The analytic team included researchers in anthropology,
medicine, social work, public health, and criminal legal
systems. Upon completion of interview/focus group tran-
scription, the research team began coding. To do this, the
team created a list of preliminary codes based on prior
theoretical and empirical work (deductive). During coding
within Dedoose (a qualitative coding/analysis program),?
the researchers also relied on a grounded-theory (induc-
tive) approach to coding that allows new codes to emerge
from the data.>* While two researchers coded the data, the
team met regularly to discuss the five primary and 28 sec-
ondary codes to ensure intercoder reliability and prevent
coding drift.”> The coding process included both primary
(first-round, largely descriptive) and secondary coding
(deeper, theoretical) cycles.?® Upon coding completion,
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the research team considered the frequencies of codes and
code occurrences and co-occurrences to consider analysis
by focus group and participant sex/gender. The analysis
process included the research team discussing coded data
as answers to the four areas of inquiry: healthcare access,
knowledge/use of healthcare resources, chronic disease
knowledge, screening, and treatment barriers. The team
developed analytic memos®® to delve more deeply into each
focal area by examining the co-researchers’ perceptions
based on their sex/gender and other characteristics such as
formerly in prison or jail, geographic living location (Chi-
cago or other Cook County locales), and age. The COVID
pandemic interrupted our plans to present preliminary
findings to our study co-researchers. However, we shared
preliminary findings with key community experts including
correctional healthcare professionals, persons with lived
experience, and persons employed by transitional reentry
agencies who verified the authenticity of our findings.

RESULTS

Five primary themes emerged as barriers to accessing
healthcare: (1) lack of appropriate and adequate access
to healthcare, (2) lack of trustworthiness of healthcare
systems; (3) the role of medical co-pays for incarcerated
persons; (4) responses to inappropriate or inadequate
healthcare; and (5) gaps in knowledge and understanding
about cancer and chronic health conditions. Four themes
emerged as facilitators to accessing healthcare and can-
cer screening: (1) ability to prioritize health; (2) access to
healthcare; (3) good or better-quality healthcare; and (4)
support and knowledge provided by healthcare profession-
als. Co-researcher perceptions of each of these areas are
provided below using representative quotes to detail their
understandings and experiences.

Barriers
1. Lack of access to adequate and appropriate care

Many co-researchers recalled multiple adverse experi-
ences during incarceration as evidence of the lack of access
to appropriate or adequate care during and after incarcera-
tion. They described their incarceration experiences and
observations of others who received inadequate care for
serious health conditions, incidents of ignored requests,
medical neglect, misdiagnosis or misinformation about their
illnesses, receipt of minimal care, and treatment with inef-
fective or wrong medications.

One co-researcher described how her repeated requests
for medical attention were ignored and resulted in losing her
vocal cords during her incarceration:

...before I became incarcerated, I had private insur-
ance, whenever there was an issue, I’d go to my doc-
tor...When I entered prison ...I made sure I got copies
of all my records... show[ing] that I previously had
vocal cord cancer. [While] incarcerated, after three
months I started experiencing some serious issues and
I was ignored... ... I told them I think my cancer has
returned. It was documented...they ignored that. They
said I had COPD, I had bronchitis, I had everything
but cancer.... they made me go back to my unit. They
said if I did not go back to my unit, I was going to
go to [solitary]. ...That night I went into respiratory
arrest. At 4:00 a.m. I was discovered unresponsive.
They told the nurse. [the guards] was gonna send me
to the healthcare unit —[the nurse] told them to call
911...it was discovered that I had a tumor blocking my
vocal cords ... if I had been seen sooner, I might have
retained my voice. (Female)

Another co-researcher detailed the lack of medical care
for someone incarcerated with him, dying from pancreatic
cancer:

I met a man that was in there with pancreatic cancer.
The [correctional facility] ...don’t even have a hospice
program. I initiated that... I was able to assist him...
We come through the institutions...we are given phys-
icals...your blood is taken and a host of ...different
things are done to you, but [cancer] is not addressed
...I wrote grievances for him. I was ...his advocate. I
saw where [medical furlough] was denied on multiple
occasions, until it got...to a point where it was dire
straits, and even then.... he was prescribed morphine,
and I didn’t see nurses, medical doctor..., healthcare
administrator. I never saw the actual care that was
needed.... I was able to come over to the healthcare
unit [and]... I was able to spend some time with him
over the last days. Unfortunately, I left. One week after
I left, he passed away....it was a mess. And I know that
he’s not the only one. (Male)

Another co-researcher recalled his experience of receiving
a bare minimum of care because he had public insurance and
was a Black man.

I experienced severe sinus infection that caused me to
have to have brain surgery [severe swelling] ...I real-
ized in that...process there are a lot of medical cares
and procedures that if you are not insured privately, it’s
just not afforded to you...[TThere’s different practices
and different chances that they’ll take before they actu-
ally...do what’s absolutely necessary for you...when it
come to your health, we shouldn’t be gambled on. We
should be afforded the same care as everybody else...
But just as I look back on that experience of how they
played around with my health and I wasn’t really con-
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sidered, as a Black man...afforded the care around
the procedures that I know now that other people are
afforded...[My] perspective is they don’t care about
us...like... people that have private care. (Male)

2. Lack of trustworthiness of healthcare system

Some co-researchers recalled feeling hopelessness and
expressed personal beliefs that they were incarcerated in a
system where they did not have control over their personal
health and complaints about inadequate care would put them
at risk of mistreatment and retribution:

I didn’t wanna put up no fight toward the people,
because I already knew I was gonna lose...I just prayed
and prayed and prayed that one doctor would come
here [and] really understand that I have blood pres-
sure...It was still...me praying to the day that I [got]
released, if I can get out there. That’s the way it made
me feel. It made me stay focused about...not losing
it with these people [prison staff] about my health.
(Male)

Some co-researchers described avoiding healthcare and
instead adopting personal health strategies due to the lack of
trustworthiness in prison or jail healthcare systems:

During my...incarceration...I [never requested] a call
pass [a pass to walk from the cellblock to the medical
unit], ‘cause... I seen how they treated people, and I
didn’t want to go through that. Plus, I was doing the
right things to keep my health up. (Male)

3. Role of medical co-pays for incarcerated persons

The research analytic team was unaware of the important
role of co-pays to see physicians or nurses in jails and prisons
prior to these focus groups. Yet, a majority of co-researchers
cited medical co-pays as the main barrier to seeking and
receiving medical attention during incarceration.

I spent nearly 30 years inside, and access to medi-
cal care tended to slide really out of control when
they brought in privatization of healthcare. It was
all about co-pay. It was very difficult to see a doctor.
You could talk to a nurse about your medical situ-
ation. She would make a determination of whether
or not it warrants a doctor, she may just provide you
...Tylenols or Motrins, depending on [how] many
times you be willing to sign a $5 co-pay [to see the
nurse], or file grievances about denial to see a medi-
cal professional other than just a nurse. [After] five,
six times maybe complaining...they would get you in
front of a nurse practitioner [or] get on a doctor call
line....it had to be extreme emergency situation...you

had to be suffering from a heart attack or stroke or at
least something that severe in nature...[or] it was just
virtually impossible to see a doctor. (Male)

When I got to [the first prison] you pay...that $53,
co-pay...But when I got to [ the second prison] you
have to pay $15 before you see this doctor... They
give you some medicine to hold you over, and then
that’s gone, you still didn’t pay, and then you drop
another [request for medical care]; they give you a
little bit more medicine. And then you wait almost a
month before you see the doctor. But now since I'm
not incarcerated, I go to the doctor when I get ready.
(Female)

4. Responses to inappropriate or inadequate healthcare

Co-researchers’ belief systems also de-motivated them
to seek medical help when needed. Co-researchers’ obser-
vations about inadequate healthcare delivery included sus-
picions of experimentation and being given test medica-
tions or treatments without their knowledge; expectations
of unfair, subpar, and disrespectful treatment; beliefs that
requests for help would only be ignored or disbelieved;
and perceptions that some doctors lacked expertise and
did not care about them. One co-researcher describes his
suspicions of medical experimentation in-prison:

...the doctors, the nurses were looking...for people
with hernias. They’d hurry up and take care of hernias,
because I guess they was going through some type of
experimental stuff to really find out how to deal with
the hernias. So, you start looking at things and realize
that this was all about money...You know, mesh they
put in your hernia. everybody was getting surgery...I
had a hernia for 20 years. They would not fix it. (Male)

5. Gaps in knowledge and understanding about cancer
screening and chronic health conditions

Some co-researchers acknowledged a general lack of
understanding and resource knowledge about chronic
health conditions and cancer screening, during and after
incarceration, as well as a lack of trust toward doctors who
did not look like them:

...it has a lot to do with the messaging, too. I’ve sat
in groups were someone’s presenting and facilitating
health awareness, but the only thing is we [are] not
connected. ... and that’s what [ mean by when I look
for a doctor that look like me, who can relate with my
struggles, whether it be the experience of a trauma,
the dysfunction and [or] being in the community of
failed Chicago public school system...who can iden-
tify with some of my other struggles. (Male)
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Cancer, I would like to know what cancer screen-
ing consists of... how do you know if you got cancer
or don’t have cancer...I’'m feeling good. I'm feeling
great...I sat in the Department of Corrections for a
while. And I asked them...Ain’t nothing but...a
mole...But I get so many of them, got me wondering...
But they just won’t diagnose you. (Male)

Facilitators
1. Ability to prioritize health

Co-researchers shared why they prioritized their health:
aging, stopping drug use, getting answers regarding health
concerns, screening for cancer, referrals from trusted health-
care providers, getting help they wanted when needed, hav-
ing the freedom to make decisions about and to control what
happens to their bodies, and encouragement from family
members and friends:

I have more knowledge about the effects of cancer in
the different areas of the body. [When] I was much
younger, I wouldn’t have wanted to know. I would be
afraid to know ...so I wouldn’t even go to the doc-
tor, because I’m afraid they gonna tell me something
is wrong. But as I’ve gotten older, I understand the
importance of getting myself checked out. I was hav-
ing a conversation with my son. He’s like ‘I ain’t going
to no doctor. [My sister] went to the doctor, and she
only 20, and they told her she had cancer. So, I'm not
going.’...that just made me think about the age differ-
ence [and] how we perceive things as we age. (Female)

In addition, co-researchers described post-release motiva-
tion and practices they adopted after incarceration for main-
taining and improving their health including stopping drug
use, self-care routines (inside prison), following doctor’s
orders, and scheduling regular doctor’s visits.

In my addiction. I didn’t go to the clinic. I didn’t get
checked up... Now I been clean for a minute, I take
my medicine regularly. I'm getting checked up twice a
month. [ know my body and know if there’s something
wrong. (Female)

2. Access to healthcare

Findings revealed co-researchers overwhelmingly recalled
trauma caused by not getting appropriate or adequate health-
care during incarceration. However, a few individuals identi-
fied experiences during incarceration that were helpful, in
some cases with a Black physician.

...In [the] Department of Corrections [if] it wasn’t
for...a new doctor coming in and me going to him,
(he was Black) they wasn’t giving colonoscopies.

They wasn’t sending you to...the hospitals to get it
checked. You[‘re] a guy 40 years old, 50 years old,
you s’posed to get those things. But they wasn’t giv-
ing us that stuff. But him being there, he would adjust
the rules, and he wasn’t there too [long]. (Male)

In addition to prioritizing health after release, many co-
researchers identified system issues in healthcare access
to facilitate their healthcare access. They spoke of being
taught about insurance, receiving insurer rewards and
incentives for maintaining health routines, easy appoint-
ment access, and nearby or on-site health facilities at tran-
sitional or residential programs:

I chose the doctor I have because [of] convenience
to get there. I live right ... around the corner from
them. And they provide a gym. And my way of pick-
ing my insurance provider was ...they ...want[ed]
to make sure that you are aware that there’s cancer,
there’s hepatitis B, ... we should want to take a look
at and...have knowledge [about] what’s going on.
And I see a loving kindness when I always go into
that facility... They do follow-up calls. They provide
you with the doctor that you choose...I got a mem-
bership to the gym...I’m overweight...and I want to
maintain the level of discipline in that area, because I
don’t want to end up with diabetes or stuff that I don’t
already have. (Female)

Many co-researchers noted access to on-site care and
resources provided by visiting medical professionals as an
essential component of transitional residential programs:

I’m going to the doctor every chance I get. I’'m not
using anymore...I guess it’s different for different
folks, because I was in a recovery setting... that is
one of the better hous[ing] facilities...where you
have access to just about everything. And we need
more facilities like that one. So, we had [nurses] that
would come to us to provide the healthcare services,
be it mental health, physical. I had access to a thera-
pist...Doing the work that I do now and going into
various halfway houses, other folks don’t have that
access. (Female)

3. Good or better-quality healthcare

A majority of co-researchers detailed their experi-
ences with receiving good quality healthcare which they
described as effective treatment, respect, and positive
interactions with providers, sometimes with more trust in
African American doctors:

I have veterans’ health insurance, also county, and
plus ... Obamacare... So, far they’ve been doing
pretty well, [running] blood tests, urine tests...they
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scheduled me for a colonoscopy in September....
I had one before, but that’s over ten, eleven years
ago... (Male)

I have a primary doctor. I pay for healthcare through
my job...it wasn’t until I stopped drinking [and] drugs
and started living a better quality of life...Paying for
that healthcare start me going and I chose my doc-
tor... and I’m looking for doctors that look like me.
I’m looking at their experience. I’'m looking at what
they specialize in. ...I have a phobia of doctors...as far
as trust...When I would go see a doctor, I wouldn’t tell
him much. I wouldn’t be totally honest...So I look[ed]
for someone [who] looked like me that I [felt] comfort-
able talking to... An African American doctor, which
turned out to be a good experience for me, because I
could share whatever. I feel comfortable talking and
allow[ing] him to do what he need[s] to do. Just like
for the prostate, I avoided that so long. I was like nope.
but...I understand this has to be done in order for me
to survive...I’'m 50...A lot of my peers are dead from
illness. (Male)

4. Support and knowledge provided by healthcare profes-
sionals

Co-researchers described how being listened to, being
believed, and having their chronic health concerns addressed
motivated them to take better care of themselves. They also
described their physicians giving them tools and informa-
tion to better understand their health and be vigilant against
risk factors:

When I came home ...Itold them ...I feel something in
my stomach, they listened to me thoroughly, they wrote
everything down. Sent me to a specialist and I had
fibroids as big as grapefruit, and they were growing...
Two years ago I had a full hysterectomy. So they really
listened and they did follow ups, making sure I didn’t
miss appointments, guiding me along in the process.
They send me reminders for everything...time for your
mammogram... ... (Female)

DISCUSSION

This study describes barriers and facilitators to accessing
healthcare during and after incarceration. During incarcera-
tion, co-researchers described major barriers to care includ-
ing mistrust, refusal of access, and the need for them to pay
to see a jail or prison nurse or healthcare provider. However,
after incarceration, their readiness to address their health
indicates a missed opportunity to address key health dis-
parities which were in some cases only facilitated at system
levels. Yet, prisons are required to engage in health screen-
ings on admission consistent with the National Commission

on Correctional Healthcare (NCCHC) standards.?” There is
not a clear oversight process for this, and practice varies
widely.”” The quotes regarding barriers during incarceration
in particular describe a lack of routine monitoring, assess-
ment, and treatment for chronic health conditions, including
cancer screenings. However, the standard of medical care
includes initial health assessments, comprehensive physical
and mental health exams and screenings, and subsequent
treatments. Co-researchers described a lack of clear com-
munication to inform incarcerated individuals of the out-
comes of their exams, and subsequent engagement in their
plan of care. Prison and jail climates are a crucial factor in
healthcare provision and access, and a positive climate for
both incarcerated individuals and custody and health staff
has been shown to promote access to quality healthcare
services.”’

The co-researchers suggested ways to motivate the utili-
zation of prison healthcare services, including eliminating
co-pays, increasing funding and resources for prison medi-
cal services and staff, removing delays to be seen by prison
medical staff, and institutionalizing effective and expedi-
ent follow-up or appointment protocols. In 2019, the John
Howard Association®® successfully campaigned to eliminate
co-pays for medical care in Illinois prisons; however, co-
pays continue elsewhere. In 2015, at least 35 states charged
incarcerated persons medical fees in state and county jails>’
for both nurse and provider visits. Yet, incarcerated indi-
viduals work for what could be considered slave wages at
14-36 cents hourly. The comparison to slavery is notable in
our co-researcher comments regarding medical experimen-
tation.*” There have been arguments that people who com-
mit crimes should contribute to the costs of incarceration.
However, 70% of those in jails are awaiting a trial (presumed
innocent);1 African American men are 22% more likely to
be arrested, be convicted, and have higher sentences than
their white counterparts.' Incarcerated individuals purchase
necessities that prisons or jails do not provide, such as per-
sonal care products, over-the-counter medicine, additional
food, clothes, and shoes, phone cards, stamps, and paper.31
Often, they depend on family members to pay bills or are
forced to prioritize their criminal legal system debt over
other pressing needs upon release, such as food, clothing,
and housing, which can create a barrier to successful reen-
try.*? Illnesses are more likely to worsen when avoiding
healthcare, which can lead to more aggressive and expensive
treatments later.’> These statistics support our co-research-
ers’ gaps in care indicating that correctional leaders should
work collaboratively with key healthcare administration
to ensure during incarceration access to care is not limited
due to the unavailability of staff, equipment, medications,
or other healthcare resources. Similarly, post-incarceration
system-level facilitation to healthcare is a priority.

Increasing access to and providing effective prescribed
medications can alleviate symptoms and improve quality



JGIM Coffey et al.: Barriers and Facilitators to Quality Healthcare

of life for many incarcerated individuals with health condi-
tions and have the potential to impact public health both in
the facilities and when they are released. Early identifica-
tion and prevention of chronic health conditions such as
cancer” and diabetes are lacking and are both better for
health and prevent future system burdens. Yet many for-
profit contract agencies that serve these facilities do not
meet standards of patient care and are not subject to inde-
pendent review. Generally, jail administrators and health-
care staff are not adequately aware of healthcare standards
and NCCHC requirements.?>*>3 The implementation of
quality healthcare also decreases the overall demand for
services, which would alleviate burdens on jail and prison
staff.!

Our co-researchers described filling out a healthcare
request slip as the usual but inadequate way to receive care
due to requests being ignored or delayed. An alternative
would be to describe their symptoms and health needs and
conduct clinical assessments and then prioritize needed
care accordingly. Healthcare workers in jails and prisons
are often warned about the tendency for incarcerated indi-
viduals to get out of work by complaining of symptoms
and advised to provide over-the-counter analgesics and
dismiss the concerns.** This would be considered unethi-
cal medical practice in any other setting. Instead of mak-
ing judgments about the legitimacy of health concerns
as displayed in some of the co-researcher’s experiences,
their role is to listen and gather preliminary information
to make an informed clinical decision on the priority of
patients’ healthcare needs and then discuss next steps. It is
worth noting that the hopelessness, mistrust, stigma, and
lack of health literacy generated by these incarceration
experiences can have long-term impacts on health and
healthcare-seeking behavior that increase racial health
disparities.

Concerns raised by our co-researchers regarding incar-
cerated dying individuals have been previously described.
Institutionalizing prison hospice programs would facili-
tate incarcerated individuals receiving the care they need.
Hospice programs are a standard of care and can help
planning, including do-not-resuscitate orders, medical
directives, and medical parole.?”’

There is evidence that the Transitions Clinic Network
(TCN) model improves post-release care linkage and
health outcomes and decreases costs.*® The TCN includes
providers and staff trained in caring for the population,
as well as community health workers with lived experi-
ence of incarceration. There is evidence that the perceived
stigma which worsens health outcomes can be addressed
using this model.>® System-level strategies linking incar-
cerated persons pre-release to a continuum of healthcare
services and insurances post-release include Medicaid,
transitional health clinics, and reentry programs.*’—°

STRENGTHS AND LIMITATIONS

A strength of this study is its focus on the understudied popu-
lation of African Americans, which are overly represented in
incarceration facilities and suffer health and healthcare ineq-
uities. The qualitative data provide a deeper understanding
of barriers and facilitators to improved health. The data are
based solely on participants’ recall and self-report, although
68% of our co-researchers were released within 1 year of the
study. Additionally, the average co-researcher age was 55
and 52% were residents of the same Chicago-based, transi-
tional reentry housing program. Therefore, our results may
not be generalizable to younger populations, to persons not
in transitional housing, or to other communities. Despite
these limitations, we captured thick descriptions of the lived
experiences of our co-researchers, and this adds trustworthi-
ness, authenticity, and credibility to our findings.*’

IMPLICATIONS

Our results demonstrate the need for expanded investigation.
Future research on the links between post-incarceration path-
ways and assimilation into health services in the community
for persons returning home from incarceration is crucial.
There is also a compelling need for future exploration on
disadvantages caused by and the impact of incarceration on
health equity. In particular, further study is imperative to
better understand the human costs to health resulting from
incarceration healthcare co-pays and medical staff trained
to minimize health problems. Finally, research identifying
innovations and best practices on educating community
health providers and incarceration personnel on health pro-
motion and prevention among incarcerated and formerly
incarcerated persons is essential.
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