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Key Findings

n Community health systems can be highly
intimidating, overwhelming, and unaccommodating
to people living with HIV (PLHIV) involved with the
criminal justice system (i.e., the “justice-involved”)
and particularly challenging to navigate after prison
release.

n Justice-involved PLHIV in Zambia are highly
marginalized and face a number of psychological,
socioeconomic, and structural challenges, which
they are typically ill-prepared and unsupported to
manage after release. Without differentiated
support tailored to their unique needs, these
challenges may disrupt their HIV care continuity,
resulting in HIV treatment interruption.

Key Implication

n Dedicated and appropriately tailored
interventions, which could include pre-release
counseling and case management, post-release
peer navigation, and/or psychosocial, socioeco-
nomic, and gender-responsive supports, are
needed to guide justice-involved PLHIV through
the transition from accessing HIV care during
incarceration to successfully accessing it in the
community after release.

ABSTRACT
Introduction: In sub-Saharan Africa (SSA), incarcerated people
experience a higher HIV burden than the general population.
While access to HIV care and treatment for incarcerated people
living with HIV (PLHIV) in SSA has improved in some cases, little
is known about their transition to and post-release experience
with care in the community. To address this gap, we conducted
a qualitative study to describe factors that may influence post-
release HIV care continuity in Zambia.
Methods: In March–December 2018, we recruited study partici-
pants from a larger prospective cohort study following incarcerated
and newly released PLHIV at 5 correctional facilities in 2 provinces
in Zambia. We interviewed 50 participants immediately before re-
lease; 27 (54%) participated in a second interview approximately
6 months post-release. Demographic and psychosocial data were
collected through a structured survey.
Results: The pre-release setting was strongly influenced by the
highly structured prison environment and assumptions about life
post-release. Participants reported accessible HIV services, a
destigmatizing environment, and strong informal social supports
built through comradery among people facing the same trying
detention conditions. Contrary to their pre-release expectations,
during the immediate post-release period, participants struggled
to negotiate the health system while dealing with unexpected
stressors. Long-term engagement in HIV care was possible for
participants with strong family support and a high level of self-
efficacy.
Conclusion: Our study highlights that recently released PLHIV in
Zambia face acute challenges in meeting their basic subsistence
needs, as well as social isolation, which can derail linkage to
and retention in community HIV care. Releasees are unprepared
to face these challenges due to a lack of community support ser-
vices. To improve HIV care continuity in this population, new
transitional care models are needed that develop client self-
efficacy, facilitate health system navigation, and pragmatically
address structural and psychosocial barriers like poverty, gender
inequality, and substance use.

BACKGROUND

Globally, more than 30million people annuallymove
between correctional facilities and other carceral set-

tings and the community.1 In Zambia, a landlocked coun-
try in sub-SaharanAfrica (SSA), nearly 23,000 people are
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incarcerated at any given time.2 HIV prevalence in
this population is estimated to range from 14.3% to
27.4%,3–7 rates that are considerably higher than that
seen in the general population.8 There is increasing
recognition that to achieve the “95-95-95” goals
set by the Joint United Nations Programme on
HIV/AIDS for 2030,9 greater attention must be
given to ensuring high levels of HIV testing, anti-
retroviral therapy (ART) initiation, and treatment
maintenance among incarcerated and other key
populations.10

While mounting evidence from SSA suggests
that delivering HIV treatment and care is both fea-
sible and highly effective within carceral set-
tings,4,6,11–15 there is increasing concern that any
individual and public health benefits gained dur-
ing incarceration may be lost upon release unless
adequate services are in place to link people to
post-release HIV care in the community.16–20

Such a break in care continuity undermines the
health of people who have a history of interaction
with the criminal justice system (i.e., “justice-in-
volved” people)21 and may perpetuate onward
HIV transmission in the community.16 This
problem merits special attention given the fre-
quency with which incarcerated people move
into, out of, and between carceral settings in
SSA3,22,23 and data suggesting that justice-
involved persons are more likely to engage in
HIV risk behaviors before, during, and immedi-
ately after incarceration.13,15

While scarce research has examined this prob-
lem in SSA, studies from North America have ex-
plored factors contributing to interruptions in HIV
care among releasees. Stigma related to both HIV
status and incarceration history, coupled with
competing hierarchies of basic needs like housing
and food, have been identified as key factors in
disrupting HIV care continuity in the United
States.24–26 Other factors such as mental health,
social stigma, and ongoing conflict with law en-
forcement27 have also been shown to limit HIV
care access for releasees. Notably, substance use
has been shown to be a key factor in disrupting
HIV care post-release.28,29 Finally, a releasee’s
past history of HIV care engagement is thought to
be predictive of future retention in care.30

However, no comparable insights are available
from countries in SSA.

To address this knowledge gap, we conducted
a qualitative study with a sample of people living
with HIV (PLHIV) who were newly released from
prison in Zambia to describe factors that may in-
fluence post-release HIV care continuity.

METHODS
Study Design
This longitudinal qualitative study was part of
a larger prospective cohort study, the Releasee
Care Continuum (RCC) study (ClinicalTrials.gov:
#NCT02905162). Between March and December
of 2018, we recruited 50 participants from the
RCC cohort to complete 2 in-depth interviews
(IDIs). IDIs were conducted just before prison
release and approximately 6 months after release
to coincide with other RCC study procedures.
Insights from the IDIs were supplemented by de-
mographic and behavioral data obtained through
questionnaires from the main RCC study.

Study Setting and Description of Corrections
HIV Program
Participants were recruited from 5 correctional fa-
cilities in Lusaka and Central Provinces, Zambia.
These correctional facilities represented maximum
security, midlevel, and open-air farm carceral set-
tings typical for Zambia in that they all reported a
high prevalence of overcrowding and HIV among
incarcerated persons.2 HIV testing, treatment, and
care were available from a clinic located within the
men’s section of each facility and staffed by a mix-
ture of Ministry of Health and Zambia Correctional
Service health staff. Women, who generally reflect
less than 5% of the incarcerated population in
Zambia, were serviced by the same clinic located
in the male section. In addition, prison health ser-
vices were supported by a cadre of trained peer
educators—incarcerated persons who work with
clinic and corrections staff to provide health
counseling, facilitate sputum sample collection for
TB screening, and increase access to the clinic and
HIV services for incarcerated persons. All clinics re-
ceived external support to provide HIV care from
nongovernmental organizations funded by various
donors, including the U.S. President’s Emergency
Plan for AIDS Relief.

Voluntary HIV testing services were offered as
part of routine prison entry procedures at the
study sites. If found to be HIV positive andwanting
to initiate ART, incarcerated persons were en-
rolled in the national HIV treatment program
with health information captured in the national
electronic health record, SmartCare. Incarcerated
persons who entered a correctional facility with a
known HIV diagnosis were able to resume or con-
tinue ART following a confirmatory HIV test.
Medication is dispensed monthly at the prison
clinic but distributed daily, typically through
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directly observed therapy administered by each
incarcerated person’s cell captain or chairman (a
senior-ranking incarcerated person appointed
within each cell with both disciplinary and welfare-
related responsibilities). At release, standard proce-
dures should involve providing individuals with
brief discharge counseling and a referral letter to fa-
cilitate linkage to ART at a government clinic in the
communitywhere they can continueHIV treatment
free of charge.

Participants
We approached a purposive sample of RCC parti-
cipants to join the qualitative component of the
study beginning in July 2018. Participantswere el-
igible for the qualitative study if they met inclu-
sion criteria for the RCC study, including: being
aged 18 years or older; being incarcerated at 1 of
5 prison study sites; having an anticipated release
date within 30 days of study screening; having
documented evidence of HIV infection and enroll-
ment in the national HIV program; if on treat-
ment, had been receiving ART for 30 days or
more; planned to live in the Lusaka area upon re-
lease; were willing and able to provide locator in-
formation; and were willing and able to provide
written informed consent in Nyanja, Bemba, or
English. Purposive recruitment was done to en-
sure a balance of participant characteristics across
the following variables: gender; sentenced versus
awaiting trial; HIV care status (i.e., engaged in
HIV care versus disengaged from HIV care); history
of hazardous alcohol use at enrollment (yes vs. no);
and major depressive or post-traumatic stress
disorder symptoms at enrollment (yes vs. no).

Materials
IDI Guide
IDI guides were informed by a conceptual model,
the Behavioral Model for Vulnerable Populations,31

which offers an empirically supported framework to
understand the combination of multilevel factors,
termed “predisposing” (i.e., demographic and social
structure characteristics), “enabling” (i.e., personal
and family resources), and “need” (i.e., perceptions
and evaluated needs of special relevance to vulnera-
ble populations) factors, that may influence post-
release HIV care retention and resulting HIV clinical
outcomes. IDI guides explored these factors from
our conceptualmodel,with a particular focus on: in-
dividual health beliefs; housing; food security; alco-
hol and drug use; internalized and enacted stigma;
psychosocial support; experiences with, or percep-
tions of, HIV care in the community; and attitudes

surrounding HIV status disclosure and adherence to
ART and other medications. Additionally, the pre-
release guide asked participants to describe their
HIV care both before and during their incarceration,
including their experiences with an HIV-positive di-
agnosis and how andwhen they came to be onART,
as well as their expectations around accessing HIV
care once released. Thepost-release guide askedpar-
ticipants to pick up their story fromwhen theywere
released to explore enabling and need factors. The
IDI guides used at pre- and post-release are provided
in the Supplement.

Supplemental Demographic and Psychosocial
Questionnaire Data
To assist with purposive sampling and to better
contextualize participant interview responses, we
reviewed questionnaire data obtained from quali-
tative study participants in the main RCC study at
both pre- and post-release time points. Pre-release
questionnaires examinedparticipant demographics
while post-release questionnaires assessed for
hazardous alcohol and drug use using the
World Health Organization–validated Alcohol
Use Disorder Identification Test32 and Drug Use
Disorder Identification Test,33 respectively.

Recruitment Procedures
Study staff approached RCC participants about the
qualitative study in person and asked if they
would like to participate. Study staff were already
known to potential participants after having inter-
acted with them previously during the main RCC
study. After participants gave their written in-
formed consent for the qualitative study, study
staff arranged for an appropriate time to complete
the pre-release IDI, which was audio-recorded.
Pre-release IDIs were conducted in a private clinic
room in the correctional facility without the pres-
ence of corrections staff. Each participant was free
to stop the interview or withdraw at any time.

Post-release, once a participant had become el-
igible for follow-up in the main RCC study (ap-
proximately 6 months post-release), study staff
commenced community follow-up activities. Once
located and if renewed consent was provided, a
post-release interview was scheduled and again
audio-recorded. Participants were free to refuse a
post-release follow-up interview or stop the inter-
view or withdraw at any time.

Data Collection and Analysis
Members of the study team transcribed and trans-
lated into English all interviews verbatim and
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uploaded translated transcripts into NVivo (QSR
International) for coding. Two independent coders
coded 5 transcripts each to refine and validate the
codes followed by another 5 transcripts each to
achieve consistency in coding. The remaining tran-
scripts were then coded independently. Data were
indexed by themes as well as demographic infor-
mation, including gender, age, and HIV viral sup-
pression status pre- and post-release. A thematic
framework was developed for data analysis using
both inductive reasoning based on emerging
themes and deductive reasoning based on a priori
themes from our conceptualmodel. The qualitative
analysis applied a phenomenological perspective to
the lived pre- and post-release experiences of parti-
cipants to elucidate factors that enabled or impeded
HIV care continuity.

Case Classification
Each participant received a case classification to
provide context when reviewing each transcript.
Case classifications were allocated based on
whether a participant’s HIV control changed from
the pre-release to the post-release period accord-
ing to the following viral load status categories:
“undetectable” (defined as <20 copies/ml), “sup-
pressed” (defined as 20–999 copies/ml), and
“uncontrolled” (defined as ≥1,000 copies/ml).
Participants were categorized according to the fol-
lowing case definitions: (1) unchanged undetect-
able/suppressed status; (2) unchanged uncontrolled
status; (3) status improved (e.g., went from uncon-
trolled to suppressed/undetectable or from sup-
pressed to undetectable); (4) status deteriorated
(e.g., went from undetectable to suppressed or
uncontrolled or from suppressed to uncontrolled);
or (5) became lost to follow-up (LTFU). The final
category identified the participant as LTFU to the
study. It is possible that these participants did contin-
ue treatment; however, they may have moved out
of the study area or continued treatment outside of
the government health care system. TheHIV control
categories for participants are described in the Table
and presented alongside any verbatim quotes.

Ethical Approval
The study was approved by the Zambian Ministry
of Health, Lusaka Provincial Health Office,
University of Zambia Biomedical Research
Ethics Committee (#001-02-16), University of
North Carolina at Chapel Hill (United States)
Institutional Review Board (#16-0276), and James
Cook University (Australia) Human Research Ethics
Committee (#H6896).

RESULTS
Participant Flow and Demographic
Information
Fifty participants (N=50) consented, enrolled, and
completed a pre-release IDI. At post-release follow-
up, of the 50 who had completed pre-release inter-
views, 7 (14%) could not be traced andwere LTFU;
16 (32%) either declined to participate in a post-
release follow-up interview or, if an interview
time was scheduled, failed to attend. This resulted
in 27 participants completing both pre- and post-
release interviews and 23 completing only 1 inter-
view pre-release (Figure 1).

The Table shows the demographic, viral load,
and alcohol risk-level characteristics of the partici-
pants. The majority of participants (40 [80%])
were male; however, compared to standard gen-
der distributions within the Zambian correctional
system (normally �3% women and �97% men),
women were overrepresented at 10 participants
(20%).2 Participants were aged 20–54 years (me-
dian age, 34.1 years). More than half (28 [56%])
never attended secondary school. The vast major-
ity were incarcerated persons who had been sen-
tenced (46 [92%]) and had not been previously
incarcerated (43 [86%]).

Comparing the evaluation of viral load status
at follow-up with status pre-release resulted in
19 (38%) of the participants classified as having an
unchanged favorable status, with their viral load
remaining “undetectable” or “suppressed”; 7 (14%)
as having an unchanged unfavorable status, with
their viral load remaining “uncontrolled”; 6 (12%)
as status improved; and 11 (22%) as status deterio-
rated. Of the 27 participants who completed a post-
release interview, 7 (26%)were at risk of hazardous
or harmful alcohol use.

Using domains adapted from the Behavioral
Model for Vulnerable Populations,31 we present
key “enabling” and “need” characteristics as themes
that either impeded or supported linkage to and re-
tention in HIV care during both the pre-release (i.e.,
incarceration) and post-release periods. Figure 2
illustrates how these characteristics changed from
the pre- to post-release periods.

Enabling Characteristics: From
Straightforward Access to Navigating
a Complex System
Pre-Release: A Highly Controlled SystemWith
Routine Referral to HIV Care
Participants frequently attributed their ART ad-
herence to the structured processes that promoted
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routine access to directly observed therapy within
the corrections HIV program.

But the chairman is strict and notices. He says, “come,” if
he gives you themedication and if you say, “I will go and
take it frommy bed,” he will say, “no take it from here.”

[. . .] he has to be sure that you have taken your medica-
tion.—Male, aged 39 years, became LTFU

While most participants recognized the bene-
fits of the structured system, a number also noted
downsides. For example, the controlling nature of

TABLE. Demographic, Viral Load, and Alcohol Risk-Level Characteristics Among Justice-Involved People Living
With HIV in Zambia

Characteristics
No. (%)
(N=50)

Sex and age

Male 40 (80)

Female 10 (20)

Age, median (range), years 34.1 (20–54)

Highest education level completed

No education 1 (2)

Primary school 27 (54)

Secondary school 21 (42)

Higher than secondary school 1 (2)

Enrollment site

Lusaka Central Correctional Facility 33 (66)

Kabwe Correctional Complex 14 (28)

Mwembeshi Correctional Facility 3 (6)

History of prior incarceration 7 (14)

Reason for release

Sentence completed 46 (92)

Paroled 3 (6)

Released from court (i.e., remandee) 1 (2)

Viral load status change (from pre- to post-release)a

Unchanged “undetectable” or “suppressed” (favorable) status 19 (38)

Unchanged “uncontrolled” (unfavorable) status 7 (14)

Viral load status improved 6 (12)

Viral load status deteriorated 11 (22)

Viral load status unknown (i.e., LTFU) 7 (14)

Post-release alcohol use (for participants who completed a post-release survey, n=27)

Risk level for alcohol use disorderb

Low risk 21 (78)

Hazardous or harmful alcohol use 6 (22)

Moderate-to-severe alcohol use 1 (4)

Abbreviations: AUD, alcohol use disorder; AUDIT, Alcohol Use Disorders Identification Test; LTFU, lost to follow-up; WHO, World
Health Organization.
aHIV viral load status categories include: undetectable (<20 copies/ml); suppressed (20–999 copies/ml); uncontrolled (≥1,000 copies/ml).
b Risk level for AUD determined from the WHO AUDIT tool with the following scores (on scale from 0 to 40) for each category: low risk
(1–7); hazardous or harmful (8–14); moderate-to-severe (≥15).
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the prison system meant incarcerated individuals
had little agency in situations where the system
failed (e.g., where access to health care became
limited by prison routine and procedures such as
a lockdown) and/or in cases of abuse of power
(e.g., cell captains arbitrarily choosing to withhold
medication or duty officers gatekeeping access to
the clinic).

Sometimes when you are not feeling well, when you go
[to the clinic] they will just say, “no, you were there just
yesterday.” But only the sufferer understands the real
extent of one’s pain, that’s the difference from being out-
side. I am free [on the outside].—Male, aged 34 years,
unchanged favorable status

Post-Release: Complex System Requires
Self-Efficacy
At release,whilemost participants clearly expressed a
desire to be free rather than incarcerated, they also
recognized that they had lost some important struc-
tural and social supports that existed within prison.
As a result, the onus to transition and remain en-
gaged in HIV care outside corrections fell muchmore
on the individual and their ability to problem-solve
and self-advocate. Some participants were able to do
this, coming up with creative solutions when unable
to access thehealth care systemdue to amissing clinic
referral letter, for example. A common workaround
was to present to a clinic under the guise of being a

new patient who did not know their status. These
individuals had internalized their diagnosis, had a
positive outlook on the future, and expressed feelings
of self-love and self-confidence. For them, challenges
associated with accessing the clinic were logistical in
nature and could be overcome.

Yes, I managed because with health you have to take
care of yourself. If you love yourself, you need to do
what your heart tells you to do. I can forget something
else maybe to like eat, but I cannot forget to take themed-
ication. . .Because I lovemyself.—Male, aged 29 years,
unchanged favorable status

For others, however, the same challenges were
experienced as overwhelming and impossible to ne-
gotiate. The accounts of these participants often
lacked the same self-affirming language as expressed
in the quote above. For these participants, their
attempts to sustain ART were derailed by poverty,
mental health issues, both external and internal stig-
ma related to their HIV status and incarceration his-
tory, and substance use, with little to no social or
structural support to alleviate these issues.

Once I have the alcohol in my blood, there is nothing
else. I forget my troubles, that I am sick. . . and so you
see it is easy to forget [to take my ART]. . . —Female,
aged 35 years, status deteriorated

Post-Release: No Referral Paperwork = No
Access to HIV Care
For some participants, linking to HIV care in the
community was a straightforward experience, in-
volving the acquisition of a clinic referral letter or
SmartCare card (containing encrypted health re-
cord information) from the releasing prison and
attending a “prison-friendly” clinic. These clinics
were community-based but located next to prisons
and routinely provided services to incarcerated
people. Consequently, health care staff at these
facilities were often known to releasees, and par-
ticipants felt comfortable disclosing their incar-
ceration and clinical histories to staff. Importantly,
these clinics were more accustomed to providing
flexible, patient-centered health services.

However, navigating community health sys-
tems was not always straightforward and often
hampered by highly bureaucratic requirements at
the receiving clinic in the community. Not being
in possession of a referral letter or SmartCare card
made access particularly challenging. Several par-
ticipants described making no attempt to link
without a card or referral letter, anticipating they
would not be believed by staff if they presented
without the necessary paperwork.

FIGURE 1. Enrollment Flow for Study of Factors
Influencing Post-Release Care Among Justice-Involved
People Living With HIV in Zambia

Abbreviations: LTFU, lost to follow-up; RCC, releasee continuum
cohort.
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No, I have not been [to the clinic], let me not lie. . . be-
cause I do not have a referral letter. . . because they can-
not believe me if I went and showed up at the hospital
saying that I was in prison, they would not believe me,
they will think that I am lying.—Male, aged 33 years
(status deteriorated)

Several participants who did not have the cor-
rect documents (either lost or never received) but
still attempted to link to care described being dis-
missed and told to return to their previous clinic.
This rejection by health care staff resulted in
some participants choosing not to return to care
at all. A female participant described her experi-
ence after misplacing her referral letter.

The lady there [at the clinic] was very rude. . . the way
she spoke to me. . . I felt like I had committed an offense
again. . . From that time, I haven’t gone back again. . .
I just left it. —Female, aged 35 years (status
deteriorated)

Some participants described feeling sensitive
about being perceived as “bad people” by health
care providers with implications for their willing-
ness and ability to access care. Both men and
women appearedmore sensitive to their reception
by health providers if they had never accessed
ART in the community before. For these

participants, the nature of their first experience
with the health systemwas critical, with a positive
first experience generally resulting in ongoing at-
tendance at the clinic. This was exemplified by a
participant who, despite initial anxiety about not
having their paperwork in order, remained com-
mitted to attending their clinic visits after a highly
positive first encounter.

They receivedme properly. They were not upset withme.
They happily receivedme. . .And they welcomedme and
encouraged me. . . I come for every appointment they
give me. —Male, aged 44 years (unchanged favor-
able status)

Enabling Characteristics: From Strong Formal
and Informal Support Systems to Family-
Only Support
Pre-Release: Informal Peer Supports
Pre-release, male and female participants both de-
scribed grueling work requirements, poor sanita-
tion and nutrition, overcrowding, and untenable
sleeping arrangements in their correctional facility.
These excessively harsh conditions, coupled with
anxiety about the well-being of loved ones on the
outside, led participants to describe high levels of
anxiety, a sense of hopelessness, both hypersomnia

FIGURE 2. Thematic Map of Key Enabling and Need Characteristics Across the Pre- and Post-Release Periods
for Justice-Involved People Living With HIV in Zambia

Abbreviation: LTFU, lost to follow-up.
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and insomnia, suicidal thoughts, actual suicides,
and “thinking too much.”

In here we sleep like this [gestures sleeping while sitting
upright], like the way I am showing you. One puts the
head this side, one puts the head the other side, the other
has his feet on somebody’s mouth, so that is tough . . ..
You fail to think properly. —Male, aged 42 years
(unchanged favorable status)

Many participants recognized the negative im-
pact that such mental stressors and mental health
symptoms could have on ART adherence. They
described the brain not working properly, being
overwhelmed by their thoughts, or just giving up.
Consequently, they sometimes felt incapable of
making basic decisions in their daily life, including
taking their medications.

Despite the highly stressful environment and
participants’ recognition of the impact it had on
medication adherence, most seemed unwilling to
seek referrals to the clinic or support from peer
educators for mental health issues. Concerns
around privacy and the belief that mental health
was not something that could be resolved with
clinical care were central to explanations of this
behavior.

It [mental health] doesn’t concern them [health care
workers].—Participant, cell captain

My problems? No, I can’t tell them [to peer educators]
. . . Because if I tell them, people like to talk [and] talk
and they can start laughing at me. . .—Participant

Despite the difficult conditions in corrections,
participants also described strong informal support
within the prison community that simultaneously
helped them to remain adherent to ART and man-
age mental health stressors. First, while many par-
ticipants noted concerns about trusting other
incarcerated persons or corrections officers, a num-
ber also spoke of a select group of incarcerated
PLHIV who provided them with informal psycho-
social support (both for HIV and mental health
issues) and ART adherence counseling. In addition,
in the absence of family support, both men and
women described these informal networks as criti-
cal to ensuring adequate access to food.

In here, people don’t starve, they don’t leave you to
starve, even when you don’t have food, they will make an
effort to give you something. —Female, aged 33 years
(became LTFU)

Second, male participants, in particular, de-
scribed how concerns around an individual’s

mental health could be escalated to cell captains,
who would then consult with other cell captains,
religious figures (typically pastors), or, in serious
cases, sympathetic duty officers, who may be able
to provide logistical support, such as facilitating
contact with family or advocating for a transfer to
a facility closer to home.

Firstly, if you have any problem or any thoughts in pris-
on we go to the captains in our cells. Then if he fails to
solve the problem, he will go to the other captains and
explain to them that this person has these thoughts or
he has this problem. —Male, aged 32 years (status
deteriorated)

However, there were no descriptions of a simi-
lar system of escalating concerns through cell cap-
tains and beyondwithin the female section, where
concerns around privacy featured more promi-
nently in participant responses.

Where do you even start from? You don’t open up to
anyone. . . you keep it to yourself. . . If they hear you,
even the people passing, because inside here, even the
inmates are against each other. If they hear you telling
the peer educator they will go and report. —Female,
aged 33 years (unchanged favorable status)

Pre-Release: Normalization of HIV
Many participants also associated their treat-
ment adherence during incarceration with the
non-stigmatizing environment of prisons with
respect to HIV. This manifested in a number of
ways. First, many participants who had either
been diagnosed with HIV while incarcerated or
who were previously not on ART noted the con-
siderable time spent by health care providers in
delivering counseling and care, including dedi-
cated follow-up if incarcerated persons did not
initiate ART on their first clinic visit. This care
and follow-up were instrumental in helping in-
carcerated individuals internalize and accept
their HIV diagnosis in a way that they had not
experienced previously in the community.

At first I didn’t understand. Until I think help came from
the counselors. They are the ones thatmademeunderstand
[pause] that I am positive . . . they kept finding me and
talking to me . . . it felt like we talked for hours. . . they
made me [feel that it is OK] . . . so it is just this thing . . . it
is OK.—Male, aged 34 years (status deteriorated)

Second, participants noted that the high HIV
prevalence within the incarcerated population had
a destigmatizing effect because living with the dis-
ease was largely normalized. Third, some male
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incarcerated persons noted that the absence of
women helped them feel less embarrassed about
their HIV status. A participant explained that when
he was “outside,” he felt a large amount of anxiety
related to how his HIV status impacted his ability to
form sexual relationships with women. Since the
ability to have such relationships was virtually im-
possible in prison, a major source of anxiety relating
to his HIV status had been temporarily removed.

No, there is nothing because in prison there are only
men; there is no other way like maybe you are scared
that they [women] will know.—Male, aged 41 years
(unchanged favorable status)

Finally, participants described how prison rules
made it a punishable offense to tease, attack, or oth-
erwise stigmatize an incarcerated person living with
HIV, helping to promote a culture in which exter-
nalized stigma was unacceptable. Punishments
included being placed on the penal block (a segre-
gated space) or having “notes” placed against their
docket number, which could impact the likelihood
of early release for good behavior.

If you laugh at your friend or talk about their [HIV] sta-
tus . . . it is a big offense in prison. They can even change
you from your cell. They will discipline you for talking
about your friend’s health. —Male, aged 29 years
(unchanged, undetectable, or suppressed)

Post-Release: No Support Other Than Family
After release, there was very little mention of any
maintenance of the enabling relationships and in-
formal structures that had acted as a critical sup-
port mechanism during incarceration. In fact,
several participants described the desire to dis-
tance themselves from any associations they had
made in corrections, often leading to a greater
sense of isolation and lack of support.

Consequently, the only support potentially
available to participants was from family mem-
bers. Men and women who were living with sup-
portive family members were generally engaged
in HIV care and reported feeling motivated to stay
healthy. These participants described familymem-
bers as providing critical logistical support to at-
tend clinical visits and giving reminders to take
medication, aswell as offering intensive psychoso-
cial support.

If I have a lot to think about . . .Usually my best friend is
my wife. Yes, I don’t have many friends, . . . But my
wife . . . the one who knows me much, much better is
my wife. She knows when I am happy, she knows

when I am not happy. So, when I am very quiet then she
will be concerned, “Why are you very quiet today? What
are you thinking about?” —Male, aged 50 years
(status improved)

Participants described how a supportive family
member could impact all elements of their lives,
including beyond HIV care, particularly through
financial support and housing, in ways that con-
tributed to their overall health and ability to avoid
reincarceration.

. . .It depends on the family where you are going to be
staying, if your family loves you . . . If they don’t love
you that much, then this is where you find someone go-
ing back to jail after 2 or 3 days.—Male, aged29 years
(unchanged favorable status)

Such support was particularly important for
participants suffering from alcohol or substance
use or othermental health disorders. For example,
a male participant, who described himself as suf-
fering from chronic alcoholism, noted the role his
wife (who was also living with HIV) played in en-
suring his daily adherence to ART by collecting his
medication and giving him daily reminders.

My wife reminds me . . . If I forget, she tells me you are
supposed to go on this day to the hospital that is how she
reminds me.—Male, aged 43 years (unchanged fa-
vorable status)

The quote above also highlights a critical dis-
tinction between male and female study partici-
pants when describing family support. In the case
ofmale participants, regardless of theirmarital sta-
tus, support was almost always provided by female
family members, such as mothers, wives, and sis-
ters. Female participants—who were nearly all
single, separated, divorced, or widowed—more
frequently commented on a lack of support from
their families and noted facing additional hard-
ships compared to their married peers. This, in
turn, created additional stress and anxiety.

The way I see it, it can be difficult outside. Why I see it
that way is maybe you might not have transport at
home and you are sick . . . like for us who are on medi-
cation, when you take the medication and then you feel
bad, it is not everyone with a husband, others don’t have
husbands . . . —Female, aged 46 years (unchanged
favorable status)

This isolation from family may be a critical fac-
tor in derailing effective linkage to care. Nearly ev-
ery participant who reported a fractured family
relationship was not engaged in HIV care at the
time of study follow-up.

Participants
described how a
supportive family
member could
impact their lives
in ways that
contributed to
their overall
health and ability
to avoid
reincarceration.

Experiences of Justice-Involved People Linking to HIV Care in Zambia www.ghspjournal.org

Global Health: Science and Practice 2023 | Volume 11 | Number 2 9

http://www.ghspjournal.org


Need Characteristic: No Discharge Planning
Leads to Big Shock
Pre-Release: Perception That All Will Be Well
When Released
When asked to consider how their needs (such as
being able to link to HIV care) would be met post-
release, participants generally expressed high
levels of confidence. This optimistic conceptuali-
zation of life after release extended to all facets of
life. For example, many participants, both men
andwomen, believed they would no longer be de-
pressed, their family would welcome them, and
they would never return to prison. While also
generally optimistic, incarcerated people who had
first initiated ARTwhile in prison struggled to con-
ceptualize what HIV care in the community would
look like. When asked to conceptualize how they
would meet basic subsistence needs, such as hous-
ing, money, and food, many participants expressed
a perception that “all will be well.” Many partici-
pants, particularly thosewith long incarcerationper-
iods, were unable to articulate exactly how these
needs would be met.

Post-Release: Realization That All Is Not Well
Contrary to the optimistic accounts in partici-
pants’ pre-release interviews, many participants
described a highly stressful transition back into the
community as they struggled to meet basic subsis-
tence needs associated with housing, finances, and
food. This was driven by a combination of financial
worries and stigma (both internalized and external)
relating to their status as formerly incarcerated per-
sons.Manymen andwomenhad lost their jobs dur-
ing incarceration, and the stigmatization, both
perceived and actual, of individuals with an incar-
ceration historymade seeking employment after re-
lease fraught and difficult. The inability to secure
employment compounded participants’ depen-
dence on others—often family—and many de-
scribed the stress and shame that this dependence
invoked.

If you call a friend, sometimes they will just say, “hello,
how are you?”You see . . .But when I came out of prison
you call the same friend, this time they delay answering
the phone. It’s like they know you would ask for help.
You know that affects your mind you could say. This is
the same guy we used to chat and he couldn’t delay an-
swering my phone, but this time it will take time, there
will be some quiet and even the tone you can read be-
tween the lines to say, “OK I don’t think this guy is
thinking good about me” . . . that thing [shame] still

affects you . . . —Male, aged 50 years (status
improved)

Many participants also felt that their incarcer-
ation experience “branded” them as dishonest
persons, indicating a degree of internalized stigma.
This impacted many aspects of their lives, includ-
ing relationships, employment opportunities, and
interactions with the health system, as well as
their own sense of self-worth. For example, the
same male participant felt his identity as a father,
husband, and provider had been destroyed.

After being released, the stigma I had was [from] being
in prison, being an ex-convict. You know people look at
you as being a thief in whatever way . . . That is the
thing because people would ask you, “When did you
come out from jail?” . . . You know, being a family
man . . . head of the house . . . I am supposed to supply
my family. But at the moment I am not doing that . . .
Me, I am sensitive to some of these things. —Male,
aged 50 years (status improved)

Many participants whose viral load status de-
teriorated described resorting to either drinking
alcohol and/or smoking marijuana as a mecha-
nism to cope with their extreme sense of isolation
or boredom. Others shared that while they had
faced ostracization from many of their peers, it
was often only their friends who also engaged in
substance usewho didn’t reject them post-release.

[I drink] almost every day . . . Almost every day, but it is
not that kind of drinking where you sit, you can’t find
me in the morning normal. I always take alcohol. I
drank yesterday and I will drink again [. . .] You just
have fun because we are used, we are drunks so we
drink to be happy and be with friends. These friends
they still talk to me. They are the only ones. So, I am
happy when I am with them. —Male, aged 41 years
(unchanged unfavorable status)

The consequences of reported excessive sub-
stance use included being further impoverished,
isolated from family, and unable to keep medical
appointments or take medication.

DISCUSSION
This is the first study from SSA, to our knowledge,
that qualitatively describes the experiences and
perspectives of incarcerated PLHIV as they transi-
tion from corrections into the community. Our
study draws upon the lived experiences of 27 par-
ticipants who recounted their journey to HIV care
over the period spanning incarceration and re-
lease, plus 23 additional pre-release accounts,
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and was nested within a larger cohort study that
linked those accounts to clinical and behavioral
information. Our findings suggest that the highly
structured and prescriptive nature of the correc-
tions health system, while paradoxically contrib-
uting to adherence during incarceration, does not
strengthen or build the self-efficacy required for
incarcerated people to navigate an often indiffer-
ent, unaccommodating, and inflexible communi-
ty health system upon release. This, coupled with
inadequate counseling and discharge planning
before release, as well as no case management
or psychosocial support after release, can shock
releasees when facing stark post-release realities
of financial stress, unmet basic needs, social isola-
tion, and stigma associated with incarceration, all
of which contribute to poormental health, includ-
ing substance use issues. While our findings do
echo results previously reported from North
America, we describe stressors that are heightened
as a result of more severe resource limitations, and
enabling and need characteristics that are relatively
unique to countries with under-resourced health
and correctional systems. These factors contribute
to post-release trajectories for incarcerated PLHIV in
Zambia that differ in several ways from those in a
high-income setting like the United States.

First, while financial and housing vulnerability
has been well documented as a risk factor for poor
linkage to HIV care post-release,24–26,34,35 the
frequency with which these scenarios were
recounted by our study participants was striking.
The excessive vulnerability to extreme poverty ex-
perienced by newly released justice-involved per-
sons in sub-Saharan African countries is well
documented36–38; however, its relationship to
HIV linkage post-release remains underexplored,
as are support mechanisms to mitigate these vul-
nerabilities. Our findings suggest that any post-
release HIV transitional care program in Zambia
must incorporate access to and support for basic
subsistence needs before other need characteris-
tics can be addressed.

Second, while the role of a supportive family
has been noted as an important enabling factor in
linkage to care in studies from the United
States,27,39,40 within this cohort, there appeared
to be no other community support mechanisms
in place (or at least none known or obvious to par-
ticipants). Although this echoes the importance of
family in providing support for PLHIV generally,
as reported in other countries in SSA, due to the
complete lack of other support systems,41 this
also highlights how justice-involved people who
have fallen out with family—an unavoidable

reality for many—have few or no other social
safety net options and are at heightened risk of
HIV care interruption. While certainly not an
exclusive driver of HIV care engagement, the
importance of family in the Zambian setting is il-
lustrated by the fact that nearly every partici-
pant in our study who reported a fractured
family relationship was not in HIV care at study
follow-up.

Finally, despite the small sample of women in
our study, our findings provide further evidence
of the unique challenges faced by female justice-
involved PLHIV in the Zambian setting.42 Again,
justice-involved women have been previously
identified as being at higher risk of falling out of
care post-release compared to men43,44 as well as
being especially vulnerable due to engaging in
transactional or paid sex work, experiencing
more domestic and intimate partner violence,
and being more likely to report histories of sexual
abuse.45 However, beyond these risk factors, the
women in this cohort appeared to experience
stressors exacerbated by the gender norms and
structures of a highly patriarchal society.46 In
particular, women at release more frequently
reported social isolation, psychological distress,
and family abandonment compared to male parti-
cipants. Family abandonment made them particu-
larly vulnerable to falling out of HIV care, given
the complete lack of alternative support mechan-
isms, as described above. While services are also
lacking for men, future work should also consider
the unique needs of female justice-involved
PLHIV, especially in light of increasing rates of fe-
male incarceration in Africa and globally.47

In addition to the relatively unique results de-
scribed above, we also noted several findings that
have been reported previously in both SSA and
North America. First, similar to a handful of prior
studies,48–50 participants in our study described a
supportive environment for initiating and sustain-
ing ART during incarceration, highlighting the
formal and informal support structures (e.g.,
structured ART delivery system, informal support
networks, and the normalization of HIV) within at
least some of Zambia’s prisons. While many parti-
cipants reported being able to navigate and link to
care upon release, the stories of those who did not
highlight the significant structural and socioeco-
nomic challenges faced by a highly vulnerable pop-
ulation living in a state of flux. These challenges
included facing inflexible and bureaucratic linkage
procedures at community clinics. Successful linkage
to community care was strongly influenced by the
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possession of a single printed (i.e., hard copy) letter
provided by the correctional facility at release. Not
receiving ormisplacing this letter proved to be a sub-
stantial barrier, which was especially difficult to sur-
mount for releasees who were socially isolated,
financially stressed, or facing mental health or sub-
stance use issues. Additional work is needed to
(1) train health workers in the national HIV pro-
gram about issues faced by justice-involved PLHIV
and (2) strengthen person-centered care by simpli-
fying processes and providing more support.

Second, our findings highlighted the central
importance of the first post-release encounter
with the community health system for setting a
positive trajectory for HIV care continuity. While
negative first encounters with health care staff
have been identified as a critical reason for failing
to link to HIV care in the general population,51–53

this challenge may be even more significant for
PLHIV newly released from prison who experience
heightened anxiety and compounding internalized
stigma relating to their HIV status, incarceration his-
tory, and social standing.

Third, similar to findings from the United
States, our study suggests a potential role for pre-
release discharge planning, case management,
and peer-navigation support systems to assess
releasees’ subsistence, psychosocial, and medical
needs, as well as to help justice-involved PLHIV
develop problem-solving skills and understand
their HIV care and medical history.25,30,34,54–60

While acceptability studies evaluating differen-
tiated care delivery models for justice-involved
PLHIV in South Africa61 show promise, how such
approaches could be adapted for and implemented
within the Zambian correctional context requires
further exploration.

Limitations
Our study has several limitations. First, our study
sample may have included participants more
likely to be engaged in HIV care. Our participants
were sampled from incarcerated persons known to
be living with HIV and who had successfully en-
gaged in HIV care in the correctional facility clinic.
Participants often mentioned “another group” of
incarcerated PLHIV who, for a variety of reasons,
deliberately avoided clinical care and treatment.
The size and significance of this group is unclear,
and the perspectives of these potentially harder-
to-reach incarcerated persons are not included
here. Similarly, post-release interviews were con-
ducted with participants who study staff were able
to contact and who were willing to engage with

the study. Second, while familiarity between
study staff and some participants provided a de-
gree of rapport, it may also have encouraged social
desirability bias among participants who wanted
to appear as doing well during interviews. Taken
together, these factors suggest that the challenges
faced by releaseesmay be evenmore severe or nu-
merous than those presented here. Third, for op-
erational feasibility reasons, study participation
was limited to releasees who were planning to
live in Lusaka and, as such, may not be generaliz-
able to all justice-involved PLHIV, particularly
those who may be highly mobile or who return to
rural settings. Finally, the rapid and often unpre-
dictable nature of release scheduling meant that
enrollment of “remandees” awaiting trial was
challenging, resulting in nearly all participants of
this study being sentenced persons. Thus, our
results may not be generalizable to the estimated
one-quarter of incarcerated persons in Lusaka
who are remandees. These individuals are highly
underserved and face their own distinctive chal-
lenges at release, which may require uniquely tai-
lored interventions and support.

CONCLUSION
Our findings suggest that health gains made dur-
ing incarceration may be lost for justice-involved
PLHIV after prison release. These losses may be
felt most acutely by releasees who are female, es-
tranged from family, have no prior experience
accessing HIV services in the community, and/or
experience comorbid mental health or substance
use conditions. Releasees are expected to navigate
an inflexible and intimidating health care system
in the community without support, alongside
myriad concomitant financial, social, and psycho-
logical stressors, such as poverty, gender inequality,
and mental health issues. Releasees with poor
self-efficacy and problem-solving skills may re-
quire coaching, case management, and/or peer
navigation to engage effectively with the com-
munity health care system. The first encounter
with community health services after release
appears critical and may set a trajectory toward
poor or sustained care engagement, depending
on the quality of the encounter. Training for health
care providers should address the needs of recently
released justice-involved PLHIV to better provide
client-centered services. Additional services,
including psychosocial, socioeconomic, and
gender-responsive supports, may be helpful in
overcoming the multilevel barriers to care identi-
fied in this study.
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