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Abstract

Background Despite progress towards HIV epidemic control, people living with HIV (PLHIV) in Zambia continue to
face high mortality during and especially after hospitalization, with suboptimal post-discharge care leading to poor
outcomes. We conducted a qualitative study to better understand factors influencing post-discharge engagement in
care for HIV and associated comorbidities.

Methods We conducted in-depth interviews with 16 recently discharged PLHIV, seven caregivers, and two doctors;
and three focus group discussions with inpatient doctors (n=38) and lay counsellors (n=16) at two tertiary hospitals in
Lusaka, guided by the social-ecological model. Data were audio-recorded, transcribed verbatim, managed with Atlas.ti
9, and thematically analyzed.

Results Individual and household-level barriers to post-discharge care for PLHIV included HIV status denial and
stigma, limited disclosure, and limited social and emotional support. Health-related barriers included concomitant
treatments for TB, HIV comorbidities, and behavioral health issues like depression and alcohol abuse. Health system
barriers included limited confidentiality during admission and poor communication between healthcare providers
and between facilities aftercare transitions following discharge. Social-economic factors included economic shocks
of hospitalization and post-discharge recovery, which compounded pre-existing poverty and high transportation
and food costs. Conversely, disclosure of HIV status, better social support, a financially stable household, and hospital
follow-up appointment reminders facilitated better post-discharge care.

Conclusion After hospital discharge with HIV, system and individual challenges exacerbate pre-existing
interpersonal, health, environmental, and system-related factors to cause poor outcomes. Holistic community-based
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interventions to facilitate these patients're-engagement in care after discharge could help HIV programs reach the

last mile in epidemic control.
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Background

Despite progress towards HIV epidemic control, people
living with HIV (PLHIV) in Zambia face high mortality
during and especially following hospitalization. Zambia
has an ongoing generalized HIV epidemic with a preva-
lence of 11.0% [1]. Zambia adopted the test-and-treat
guidelines in 2016 with the goal of identifying and linking
all PLWH to HIV care and treatment [2]. Individuals who
test positive for HIV are immediately initiated on anti-
retroviral therapy (ART), regardless of CD4 count. More
than 1.2 million PLWH are currently receiving ART [3].
According to a recent population-based survey, 88.7% of
PLWH in Zambia know their HIV status, of whom 98%
have started ART, and of these, 96.3% have an HIV RNA
level < 1000 copies/ml [1].

Despite this remarkable progress in scaling up ART,
HIV-related morbidity continues to be a major risk fac-
tor for hospitalization and premature death in Zambia
[4]. Individuals with HIV who are hospitalized face an
increased risk of death during hospitalization and even
more so in the post-hospital period. Furthermore, HIV-
positive status is associated with an increased risk of
readmission after discharge, accompanied by further
increases to their mortality risk [5-7].

In Zambia, the prevalence of HIV among hospitalized
people is persistently high, up to 50%, with inpatient
mortality rates ranging from 20 to 30% [4]. Furthermore,
an estimated 40—-50% of PLWH who are hospitalized and
then discharged die within six months, a trend also seen
in other African countries [4-6, 8, 9]. Lower CD4 counts,
discharge against medical advice, and failure to link to
care within one month after discharge have all been
linked to higher post-discharge mortality rates [6, 8].

Hospitalized PLWH in Zambia tend to have history
of long-term ART use of more than five years, as well as
poor care retention and viral suppression, with frequent
disengagement from care [10-12]. Studies from across
the region have found that poor treatment outcomes and
mortality following hospitalization may in part result
from low engagement with the healthcare system fol-
lowing discharge; or patients’ inability to follow and act
on medical advice, appointments, and prescribed treat-
ments following hospitalization [6, 8]. For many patients,
poor re-engagement in care results in a ‘revolving door’
of re-admissions. This cycle of multiple readmissions can
result in poor treatment outcomes and even mortality
despite multiple engagements with the healthcare system
[13].

Prior literature has described various barriers to HIV
treatment access and retention across many contexts in
sub-Saharan Africa (SSA), including clinic-based stigma
and poor clinic infrastructure [14—16], geographical dis-
tance to clinics and hospitals [17, 18], lack of psychoso-
cial support [19], inadvertent disclosure of HIV status
[12, 14, 15] and comorbid mental health conditions like
depression [20]. However, a comprehensive understand-
ing of the facilitators and barriers to post-discharge
engagement with local community HIV clinics and dis-
charging hospitals among PLWH following hospitaliza-
tion in Zambia remains lacking. Given high mortality
rates observed in the six months following hospital dis-
charge [4], it is critical to understand the barriers that
prevent optimal re-engagement in care as well as clinical
outcomes during this important post-discharge period.

The primary objective of this study was to conduct for-
mative work to identify factors that influence re-engage-
ment in HIV care following hospital discharge that would
be amenable to improvement through a community-
based intervention. We sought to explore how patient-
level factors, situated within broader healthcare and
socioeconomic determinants, influence healthcare utili-
zation and subsequent health outcomes after hospitaliza-
tion among PLWH, as well as potential interventions to
avert death and improve HIV re-engagement in care fol-
lowing hospitalization in Zambia.

Methodology

Study design and setting

We conducted a qualitative study in Lusaka, Zambia to
better understand the determinants of post-discharge
engagement in care, as part of a formative phase of
a hybrid implementation-effectiveness study testing
the feasibility and acceptability of a community health
worker-delivered intervention for PLWH following hos-
pitalization. For this study, we define “post-discharge
engagement” as a complete set of decisions and actions
necessary to ensure a discharged patient has access
to and is both capable of and willing to act on medical
advice including keeping doctors’ appointments, linking
with a local clinic for ART support, and post-discharge
disclosure of HIV status.

From March to June 2022, we recruited patients with
HIV at the time of discharge from one of two large ter-
tiary care hospitals in Lusaka, the University Teaching
Hospital (UTH) and Levy Mwanawasa University Teach-
ing Hospital (LMUTH) who had HIV and were admit-
ted for any reason, including opportunistic infections
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and non-communicable diseases. After at least one
month following hospital discharge, we interviewed the
patients, their caregivers, professional and lay health
workers involved in care delivery and hospital and pro-
gram administrators. These hospitals are the largest in
the country, with the most well-trained staft, and provide
services to patients with the most advanced HIV disease
from across different socioeconomic backgrounds and
communities throughout Lusaka, including many high-
density, predominantly low-income urban communities.
Socioeconomic status and housing structures in these
communities where these patients come from are mixed,
with most residents working either in the informal sec-
tor or in low-paying jobs in the public and private sectors
[21]. Health services in every community are provided
by government level 1 hospitals, and any patients with
serious illnesses related to HIV are referred to UTH and
LMUTH.

Positionality statement

This work was carried out by a team of experienced
Zambian and U.S. researchers including U.S. clinicians
practicing HIV medicine in Zambia and the U.S. All
members of the research team have experience working
with PLWH in community settings. Zambian research-
ers include social scientists and clinicians, all with prior
qualitative research experience in HIV prevention and
treatment, fluent in English, Nyanja, and Bemba, the
three relevant study languages. The U.S. researchers
include infectious disease physicians who have many
years of experience practicing medicine in Zambia and
leading HIV prevention and treatment programs in clini-
cal and community settings; and a social scientist with
extensive qualitative research experience in HIV preven-
tion and treatment in SSA.

During data collection and analysis, we used reflexive
practices and a member-checking participatory work-
shop to improve the rigor of our work. We addressed
the role of our qualifications, social positions, and work
experience to consider how our respective backgrounds,
beliefs, and assumptions influence analysis and inter-
pretation through explicit discussions. We used weekly
research team meetings to peer debrief and compare
interpretations of our findings. These steps increased
the trustworthiness and credibility of this research, ulti-
mately contributing to a more comprehensive under-
standing of the factors influencing post discharge
engagement.

Theoretical framework: the social-ecological model

We used the social ecological model (SEM) framework to
help identify and understand the factors influencing HIV
care engagement among PLWH following hospitalization
[22]. The SEM model proposes that an individual’s health

Page 3 of 14

behavior is influenced by multi-level, interdependent fac-
tors including those at the individual, household or inter-
personal, community and broad society or system levels
[22]. Efforts to change health behavior must take these
multiple complex levels of influence into account [22].

In this study, we focus on the health system at the
broader system level. Further, we apply the SEM across
three distinct stages of care considering factors that
influence utilization of and engagement with HIV care
before hospitalization, during hospitalization, and finally
post-hospitalization.

Recruitment of participants and data collection

Data collection activities included focus group dis-
cussions (FGDs) and in-depth interviews (IDIs) and
were carried out by a small team of trained qualitative
researchers fluent in languages predominantly spoken in
Lusaka (English, Nyanja, and Bemba). Several participant
groups were included. First, we recruited adult PLWH
(n=16), both men and women, who were admitted,
treated, and discharged from either UTH or LMUTH.
Patients were eligible for recruitment if they were HIV+,
18 +years, >1 year on ART, admitted and discharged
from study hospital, resident in Lusaka, and had evi-
dence of sub-optimal HIV control, as evidenced by HIV
viral load > 1,000 copies/ml and/or CD4 count <100 cells/
mm?®, Study participants were purposively selected using
eligibility criteriaTo identify eligible hospitalized partici-
pants for the study, research assistants reviewed files of
all admitted patients to identify those with a positive HIV
test to then identify those who met other eligibility cri-
teria. Participants were identified during admission and
invited to participate in interviews one to three weeks
post-discharge.

When recruiting PLWH during hospitalization, we
also asked if they had a caregiver involved in their care
whom we could interview, when applicable and with the
participant’s permission, we approached caregivers for
interviews (n=7). Interviews were typically conducted
from the participant’s/caregiver’s home, or occasionally
at the hospital at the time of a post-discharge follow-up
visit. Typically, we interviewed individuals with HIV and
their caregivers sequentially on the same day. The main
interview themes focused on reasons for hospitalization,
hospitalization experiences and the post-discharge phase,
barriers to accessing ART, and clinic or hospital services
after discharge.

Both hospitalized participants and their caregivers
were asked about the hospitalized participant’s experi-
ences with staying on treatment, their support system
since diagnosis, and their interactions with the health-
care system since discharge.

In addition, we also interviewed healthcare workers
to gain their insights on the barriers to re-engagement
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in care for hospitalized HIV patients. We conducted
three FGDs with healthcare workers: one with a purpo-
sive sample of inpatient physicians at discharging facil-
ity (n=8), and two with lay counsellors (1 =16), stratified
by those providing services to patients at the two hos-
pitals (n=8), and providing services at community clin-
ics to patients after discharge (n=28). We also conducted
IDIs with two infectious diseases doctors managing the
HIV programs at the two hospitals. Interview questions
focused on providers’ perceptions of patient experiences
with ART, the inpatient hospital system, and discharge
procedures. Additional questions included support and
follow-up systems, referral mechanisms between hospi-
tals and clinics, difficulties with retention, linkage, and
reasons for disengagement.

Data management and analysis

All audio recordings from FGDs and IDIs were tran-
scribed verbatim and those conducted in local languages
were translated simultaneously into English during the
transcription process by research team members. All
transcripts were then imported into Atlas.ti 9 and coded
iteratively by Zambian and U.S.-based researchers using a
thematic analysis approach [23]. Following transcription,

Table 1 Characteristics of PLWH and caregivers that participated
in the study

Characteristics PLWH Caregivers  Total
Sex

Women 10 5 15

Men 6 2 7
Age (years)

18-34 5 1 6

35-44 6 5 1

45-54 6 1 7

>55 1 0 1
Household income

Low-income I 6 17

Middle income 4 0 4

High income 0 0 0
Education level

No education 1 1 2

Primary education 8 2 8

Secondary education 6 4 10

Tertiary education 2 0 2
Status of HIV disclosure

Disclosed to family members 12 N/A 12

Not disclosed to family member 4 N/A 4
Timing of HIV diagnosis

Before hospitalization 12 N/A 12

During hospitalization 4 N/A 4
Time on ART

< 5years 10 N/A

6to 10 years 1 N/A

>10 years 3 N/A
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the team read through a subset of transcripts, then devel-
oped and defined an initial code list informed by the data,
the interview guides, the conceptual model, and our ini-
tial understanding of key topics. The analysis team met
weekly to refine the coding scheme, adding inductive
codes that captured more analytic concepts and topics
emerging as of importance across interviews. To ensure
the team understood the codes in the same way, in addi-
tion to weekly meetings used to discuss the codes and
their application, the team conducted an intercoder reli-
ability check on one hospitalized participant’s transcript
using the finalized codebook. Once a final codebook was
developed and codes defined, we coded all transcripts
using Atlas.ti 9.

Next, two team members (BC and KS) assessed the
relationships between codes and identified and named
resulting themes related to factors influencing post-dis-
charge disengagement and framed around the different
factors identified in the model (e.g., individual, interper-
sonal) experienced at different times (e.g., prior to hospi-
talization, post-discharge).

Finally, we used member-checking strategies to ensure
our key findings resonated with our study population.
Study participants (both clinicians and hospitalized
PLWH) attended participatory workshops where we
shared key findings and sought additional feedback.

Ethical considerations

Ethical approval for this study was obtained from the
University of Zambia Biomedical Research Ethics Com-
mittee (Ref-1346-2020) and the University of Mary-
land Institutional Review Board (Ref: HP-00094612).
Additional approvals were obtained from the Zambian
National Health Research Authority, and the Ministry of
Health at both provincial, district, and clinic levels. Writ-
ten informed consent was obtained from all participants
as per the local Research Ethics Committee guidelines.

Results

Social and demographic characteristics of participants

The majority of PLWH were women (10/16, 62.5%), with
ages ranging from 35 to 55 years old. Most PLWH were
from low-income families, with many having only com-
pleted primary school; additional details are presented
in Table 1. Most caregivers were wives, followed by hus-
bands, or siblings of the hospitalized participant. Care-
givers were typically 45 to 54 years old and mostly female
(5/7,71.4%),

The social-ecological influences on HIV care engagement

Our focus toward intervention development was the
post-discharge period, however, we found that some
of the barriers to re-engagement in care stemmed from
long-term issues affecting participants’ ability to engage
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Fig. 1 Factors influencing engagement in medical care for people living with HIV following hospitalization

in care well before their (observed) hospitalization. Our
main findings are summarized in Fig. 1, where we depict
the major factors that influence engagement in HIV care
over time across three stages: pre-, during, and post-
hospitalization. We identified three main themes: (1) at
the individual level, HIV stigma and disclosure as well
as health co-morbidities complicate engagement over
time; (2) at the household level, hospitalization acts as
an economic shock with consequences for engagement;
and (3) at the health system level, factors such as inade-
quate healthcare worker (HCW)-patient communication,
confidentiality concerns, and limited discharge support
impair post-discharge follow-up.

Long-term personal and individual factors

PLWH and their caregivers spoke of a number of long-
standing factors that had been impacting their engage-
ment in care before hospitalization and continued or
worsened as contributors to poor outcomes post-dis-
charge. These included: (1) fear of disclosure of HIV
status; (2) HIV-related stigma; (3) concomitant treat-
ment concerns; (4) burden of substance abuse and men-
tal illness; and (5) competing concerns/complications of
co-morbidities.

The long reach of HIV stigma and fear of HIV status
disclosure

For many participants, learning about their HIV infec-
tion was a psychological shock, often accompanied by
refusal to accept their HIV status and thus leading to
delayed ART initiation, with some only starting ART
when they were very sick and required hospitalization.

Others mentioned going for months without starting to
take their medication despite being advised to do so. As
this 27-year-old woman who had been diagnosed during
hospitalization explained:

1 felt upset, and the doctor encouraged us to...start
treatment, but this was not easy for us to do so we
[patient and husband] just decided to sit just like
that. ... went home and never started taking any
drugs and it went on like that for months. (ID],
27 year female participant)

HIV-status disclosure for many patients was limited to a
few close family members such as spouses, siblings, and,
in some cases, parents. Most participants feared being
ostracized and stigmatized. Failure to disclose one’s sta-
tus posed difficulties for both healthcare providers in
the hospital and patient caregivers at home. Participants
described how lack of disclosure generated barriers for
treatment adherence in multiple ways: first, fear of being
‘found out’ prevented some patients from taking their
ART at home. Second, healthcare workers noted that lack
of disclosure often result in missed appointments. Lay
counselors narrated stories of patients who were unable
to come to the hospital because they were too ill to travel
on their own or because the one person to whom they
had disclosed their status was unavailable. Lack of dis-
closure further made it difficult for healthcare providers
to engage families without involuntarily disclosing their
patient’s status.
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There are certain patients that can be referred here
in the hospital and when you visit them in the wards
and ask their family if the patient is on any medica-
tion (ARVs)... that patient is unable to talk and you
ask the caregiver if the patient is on any medication;
they (caregiver) will say they are not aware .... So,
if you ask the caregiver if the patient is on ARV:....
Like that people (patients) get disturbed because
you would have disclosed the status to the caregiver.
Some patients do not want to disclose their status to
their caregivers. (FGD with lay counsellors)

By contrast, when disclosure did occur, it acted as an
enabler and facilitated engagement into care. For exam-
ple, lay counselors suggested that having someone to
support them at home assisted the patient in returning
to the hospital and taking their medications. Once dis-
charged, many participants recounted the various forms
of support they received from family (e.g., financial sup-
port, reminders to take medication and attend follow-up
appointments, emotional support and encouragement).

I went to the farm to tell my elder sister about it.
She comforted me and told me that this happens to
a lot of people..there are many people that are sick
(with HIV) and I should not worry too much... this is
common just as malaria, just start taking ARVs and
continue taking your drugs” My sister told me. ...My
young brother also told me to continue with his med-
ication and that we should take care of each other
by reminding each other. (IDI, 54 year male patient)

Infectious and non-infectious HIV co-morbidities are
commonly diagnosed during hospital admission and
complicate ART adherence and engagement in HIV care
over time

Concerns about taking multiple medications at the same
time were frequently cited as a barrier to adherence, for
both ART and other medications. For some participants,
taking ARVs was not difficult, and they reported not
experiencing any side effects. However, difficulties were
reported when patients were asked to take multiple med-
ications simultaneously, including after discharge. This
was especially common with TB medication, as partici-
pants often believed that a person taking TB medication
was too sick to withstand both TB and HIV treatments
at once. As one 28-year-old woman who was managing
both HIV and TB explained:

Then they also told me that I had TB, and I col-
lected the TB medication as well. But the TB drugs
have given me challenges. When I take them, I start
feeling sick and sometimes my legs get affected and
I even fail to walk. You find that my joints become
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weak, but the legs do not get swollen. (IDI, 28 year
old female patient).

A number of participants also reported having a non-
communicable disease (NCD), such as heart disease or
diabetes, in addition to HIV. For some of these partici-
pants, their NCDs were their primary concern as they
found managing their NCDs more difficult than manag-
ing HIV. For others, this comorbidity contributed to their
inability to stay in HIV care or get to the hospital for fur-
ther management due to the prohibitive cost of medica-
tions for NCDs. Unlike ARV, medications for NCDs were
rarely free, and their costs further depleted the finances
of families who had already lost income due to the illness
or hospitalization of their family member.

I have been having challenges because I now have 3
things; I have HIV, I have sugar (diabetes) and I have
BP. I have to take medication for HIV, I have to take
medication for BB, and youd find that this hospital
will have HIV drugs but no medication for diabetes
and sometimes they don’t have even for BP. I have to
buy (diabetes medicine) ....... if I don’t take medica-
tion, my BP will shoot up .... (IDI, 50 year old female
patient)

Disability caused by NCDs, particularly heart disease
and stroke, were also cited as a very common barrier
that makes it difficult for some patients to travel to their
clinic or hospital appointments physically. Lay counsel-
lors from the local clinic related instances of patients who
were assumed to be lost to follow-up, but when home vis-
its were made, they found some patients had cardiac and/
or neurologic issues, resulting in impairments that made
it difficult for them to come to the hospital or clinic.

Coming from a financially stable household thus was
an enabler of engagement as it allowed some patients to
stay engaged with the healthcare system following dis-
charge and overcome the challenges of an NCD comor-
bidity. Participants who had financial resources were also
able to afford transportation to the health center, and
more easily obtain all of the necessary drugs. Participants
indicated that their spouses, siblings, nephews, and other
family members helped them meet their hospital needs
as well as other needs post-discharge. This included
paying for food and rent, as well as transportation and
medicines.

Symptoms of mental illness and unhealthy alcohol use

Long-standing symptoms of mental illness (such as
depression and anxiety) and substance use (such as
alcohol) affected participants’ ability to attend medical
appointments and take their HIV medications as recom-
mended following discharge. Narratives from patients
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and caregivers suggested that some patients were dealing
with undiagnosed mental illnesses. Caregivers described
how their relatives were struggling with “thinking too
much and stress” and how this was affecting their treat-
ment journey. One caregiver described how her sister
(the patient) often expressed feeling sorry for herself
because she assumed she had become a burden to others
because of her sickness. Other patients described bro-
ken relationships due to their HIV status alongside other
mental health concerns. As a 41-year-old woman whose
partner had left her for another woman explained:

It was really a hard time for me, it wasn’t easy. At
that time even for me to start getting sick, it was
depression. My husband had left me, so I started to
gradually feel sick .... So even for me to just accept
it became very difficult for me and ...after that then
the lay counselor] sat me down and told me that it
happens. (IDI, 41 year old female patient)

Lay counsellors also highlighted how PLWH who strug-
gled to accept and disclose their HIV status, or who dis-
closed and then experienced stigma from their family, felt
socially alienated, helpless, and unhappy, and sometimes
had suicidal or parasuicidal thoughts.

The thing is that these people are ... not airing out
what they are feeling inside. It just eats them up
inside, that is why they reach an extent to say, they
should just stop taking the drugs or commit [] sui-
cide. ... When you live with people who don’t care
about you... These are the people who reach a point
of depression, and they want to die. Some families
say bad things like, “Eh, you are troubling us, just
drink your medicine” (FGD, hospital lay counsel-
lors).

To cope with this situation, especially among men, some
patients turned to alcohol. Heavy alcohol misuse contrib-
uted to poor medication adherence and in some instances
missed appointments as one participant narrated.

Yes, I have seen this with my friends, they stopped
drinking medication, they continued drinking beer,
thinking they can clear their mind. (IDI, 50 year old
male patient)

Household Level: economic shocks, poverty, and food
scarcity

Hospitalization as an economic shock

While many of the individual-level factors influencing
re-engagement in care were longstanding issues; at the
household level, we found concerns around the period of
hospitalization particularly important—specifically, the
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hospitalization itself represented a significant economic
shock. Particularly for lower-income households, illness
and hospitalization, exacerbated the economic vulner-
ability of the household, which then negatively influenced
post-discharge engagement in care. The most significant
example of this was when the primary breadwinner in
the family became ill, as this greatly reduced the family’s
income. Hospitalization not only led to a loss of employ-
ment/income for the patient and/or their caregiver, but
also increased expenses due to the cost of labs, medica-
tions, and scans, which further pushed families further
into poverty. One 28-year-old woman describes the chal-
lenges her husband, and therefore, her household, were
now facing:

He is also not doing anything; he lost his job during
the time that I was in hospital because he was the
one who was taking care of me. I had no other per-
son to look after me while in hospital. (IDI, 28 year
old Female patient)

Unplanned expenses that arose from hospital admission,
such as new prescribed medications and transporta-
tion to and from the hospital for the caregiver and other
family members, further contributed to the depletion of
household resources. When the hospitalization involved
comorbidities, such as diabetes, this caused extra eco-
nomic burden on families due to additional resources
spent on “special food” to address recommended dietary
requirements, additional testing that was rarely free
(unlike those for HIV), and new medications. Some fami-
lies reported that these costs, particularly those related to

medications, forced them to choose between treatment
and food.

I usually see my medication finishing but like I was
saying, in my case I have get on two buses ... So, most
of the times when you think of that, ahhh! ... for me I
don’t even have a small amount, so that my children
eat nshima or porridge. So, I would rather let my
children eat with little I have then I stay back home
[than come to the hospital ]. (IDI 54 year old Female
patient).

Counsellors told stories about participants who stopped
taking their medications because they didn’t have enough
food, or because they perceived they did not have enough
“good” (i.e. nutritious and healthy) food.

If we go to a patient and find out why they are not
taking their medications correctly, then they will say,
T have a problem finding food. Look at me I have TB
and HIV, and all these things so you find that when
I take my drugs, they just work on me on an empty
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stomach and sometimes I feel like I am going mad
so it’s the lack of food that's making me not take my
drugs! (FGD, lay counsellors).

Health system factors: HCW-patient communication, staff
and caregiver attitudes, confidentiality concerns, discharge
instructions and fragmented referral system

In addition to individual and household-level factors
influencing engagement in care following hospital dis-
charge, participants described a number of challenges
they faced with navigating the healthcare system.

HCW-patient communication

During hospitalization, communication gaps were
reported at several levels, the first of which was inad-
equate communication between clinicians and patients.
Many participants said that they were not told or do
not recall being told (as perhaps they were very ill at the
time) why they were hospitalized, or why laboratory tests
were being performed on them. They complained that
clinicians did not adequately explain their condition. One
54-year-old male participant who was admitted for pain
claimed that he was not explicitly told what he was suf-
fering from, as he explained:

They didn’t tell me anything, when they came, they
will just come to write in the file, run some tests and
they go and then those who give medicine come and
just like that. (IDI, 54 year old male patient)

Participants further expressed concerns about inconsis-
tency in the medical plans provided by the clinical teams
at the hospital. One caregiver narrated a story of how
one junior doctor prescribed a certain drug for their rela-
tive that the family had to buy in the morning, only to be
told in the afternoon by the senior doctor (i.e., supervi-
sor) that it was not the appropriate drug. At that point
the consultant doctor prescribed another drug that the
patient had to buy to replace the drug earlier prescribed,
despite having already depleted his limited financial
resources. Others complained about doctors changing
medicines more than once for patients during the course
of admission, and then asking them to buy all new pre-
scribed drugs. Finally, gaps in communication sometimes
resulted in caregivers procuring the wrong medication.

Yes, we bought medicine we were prescribed from
that pharmacy (pharmacy just outside the hospi-
tal) we bought almost k320 (about 20 $USD), they
wrote it for us then this doctor came and said not
this medication. (IDI, 44 year old caregiver).

Patients and caregivers further expressed frustration with
doctors who were too busy to fully engage with them,
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often delegating this task to nurses or lay counselors, who
they perceived to have less information on the medical
plan. “To be honest, there is no doctor that I sat with to
talk about this while I was there” stated one 49-year-old
female patient. Without adequate information, it was
more difficult for patients to understand the reasons for
ongoing hospitalization, the steps necessary to get better,
and the importance of follow-up clinical visits.

Staff attitudes during hospitalization

Participants also reported mixed experiences with the
attitudes of staff at the hospital. Some reported that
providers did not seem to care or pay attention to their
needs. Participants attributed this behavior to high staff-
to-patient ratios and overload (too much to do at any
given time).

On the other hand, positive experiences with HCWs
were said to positively influence post-discharge engage-
ment. Some participants appreciated the help they
received from the hospital. “Well, I really got a lot of
help, because after I was given like more than 10 drips, I
felt much better.... I really was taken good care of. ” stated
one 37-year-old male patient. Lay counsellors were a
source of support for PLWH as they provided adher-
ence support; they encouraged PLWH to go to the local
community facility for their ART refill appointments,
provided PLWH with information on how to take their
medications, and reminded patients about their hospital
appointments.

It was helpful in the sense that, they were encour-
aging us not to miss even a day. It was encouraging
because they will tell you, If you do this and that,
you will be fine, just continue taking medicine. ...
they even used to call to ask about how we were feel-
ing... Sometimes they would even remind us not to
forget to go back. (IDI, 27 year old Male participant)

Confidentiality concerns

The hospital has open patient wards with curtains that
offer limited privacy. This created a significant challenge
to provision of HIV counseling, as the wards were often
congested with many patients and their caregivers, espe-
cially at the time of discharge. Patients reported feeling
uneasy receiving counseling about HIV and associated
conditions in an open room with other patients and fam-
ily members nearby, even if the curtain was closed. Lay
counselors and other staff therefore had to provide, in
patients opinion, suboptimal information to patients.
These patients tended to have challenges understanding
their condition and what was expected of him/her post
discharge.
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I wanted to say that the other problem is that there
is no confidentiality in the wards when it comes to
counseling patients. You will find the beds are closely
put together, so you have no choice but to make it
short and fast so that other people do not know what
is really going on. (FGD, Lay counselors)

Discharge instructions

Patients and their caregivers described the hospi-
tal discharge process as unstructured with minimal/
no documentation provided for the patient, which cre-
ated challenges for both the providers during patient
follow-ups, and for patients once they were at home and
expected to return to the hospital.

Patients reported that their healthcare providers did
not provide them with clear, understandable, and ade-
quate information at discharge. As a result, some patients
left the hospital with a poor understanding of their diag-
nosis and the purpose of new medications.

The information they told us ... its like we didn’t
hear it clearly because of not knowing it well. I don’t
know how I can say it, but I don’t know if it’s the time
they didn’t have to say things in detail ....? However,
when I came back, I was like, ‘Eish!” Not telling me
was a mistake because I wondered why I was again
getting sick like it was when I went to the hospital.
That made me complain and I wasn’t happy with it.
(IDI, 27 year old Male patient)

Some participants did not know when to return to the
hospital. In some cases, this was because they were given
a verbal follow-up appointment date. A verbal appoint-
ment also made it difficult to know who to see when
patients returned to the hospital. Others said they were
sent to a counselor within the hospital shortly before
discharge (for those new on ART or those with men-
tal health challenges who needed more counseling), but
a counselor was not always available, so they were told
to return another day. Missing a counselor at discharge
and being asked to return to the hospital for the missed
appointment required the patient to travel back to the
hospital, incurring additional travel costs, particularly for
patients too sick to use public transportation.

The timing of patient discharge by doctors was also
erratic and this also contributed to challenges that
patients faced with getting back to the facility. Patients
stated that they could be discharged at any time, includ-
ing when no lay counsellors were available to give them
information on their next hospital appointment or
when they would receive follow-up support from the lay
counsellors.
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Fragmented referral systems

Once discharged, patients faced additional challenges
because of a breakdown in communication between the
patient, the discharging hospital, and the local clinic or
outpatient department where follow-up was supposed
to occur. Whereas most participants were given a formal
referral letter, containing information on diagnoses and
medications, when their primary/local clinic transferred
them to LMUTH/UTH, at discharge, patients were
rarely, if ever, given a referral letter back to a nearby clinic
and/or a discharge note with information about their
previous admission and treatment received to give to a
doctor at their next appointment. As one 59-year male
patient exclaimed:

There was no referral, but this is why I am saying
that, had they known, they should have given us one
50 that in case of any problems we easily run to our
local clinic. (IDI, 59 year old male patient)

In addition, while in many cases it is advised that the
patient returns to the hospital for review, especially for
those with complicated health cases, patients often strug-
gled to make it back to the hospital. Lack of information
on why they were admitted and what was their discharge
diagnosis and plan undermined patient motivation to
return to the discharging hospital, particularly in light
of transportation costs. Further, they were often unable
to follow-up the discharge at the local community clinic,
which patients reported was less equipped to help them.
Sometimes, after hearing about the recent admission, the
local clinic doctor referred the patient back to the origi-
nal hospital.

Doctors in group discussions confirmed that whereas
the process to transfer a patient to a higher level of care
(i.e., from the local clinic to the hospital) was in place and
widely followed, including with structured paperwork
and training, the transition of care back to the local clinic
post-discharge was mostly on the shoulders of the patient
and his/her caregiver. The referral form (initiated by the
local clinic when proposing to hospitalize a person) had a
section at the bottom for the admitting hospital to give a
discharge plan to be followed up by the referring facility,
but this was not used by discharging doctors. The admis-
sion records stayed at the admitting facility and the ‘dis-
charge slip’ given to patients only contained the date of
discharge and timing of follow-up at most.

Discussion

To inform the development of interventions to reduce
post-discharge deaths and non-viral suppression in hos-
pitalized people with HIV, we conducted a formative,
qualitative study to understand barriers and facilitators
to care engagement following hospital discharge. Based
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on the social-ecological model, three levels of factors —
individual, household, and health system -- influenced
health behavior related to care engagement follow-
ing hospitalization. While some critical factors identi-
fied were not unique to the post-discharge period (HIV
stigma, disclosure, etc.), we generated novel information
on unique factors that impact post-hospital engagement
and how pre-existing issues are worsened by hospitaliza-
tion and discharge.

We also found that post-discharge re-engagement in
care was influenced by factors along the cascade of care.
For many participants, long-term barriers to engage-
ment in HIV care (such as anticipatory HIV stigma)
were also barriers to post-discharge re-engagement in
care. As we depict in Fig. 1, ART adherence challenges
stemming from anticipated HIV stigma contributed to
the likelihood of hospital admission and undermined
post-discharge care transitions and engagement. While
the impact of stigma on the HIV care cascade is well-
known [24], it is important to highlight in this study as
it holds implications for post-discharge engagement in
care. We found that fear of HIV status disclosure due to
HIV-related stigma resulted in inadequate social sup-
port for medication adherence and compliance with
post-discharge clinical appointments and other clinical
instructions. Patients who disclosed their status to sup-
portive family were able to access more comprehensive
social support, which facilitated adherence to treatment
requirements, post-hospital care instructions, and hos-
pital appointments. Others have also found similar find-
ings with disclosure playing a key role in improving the
acceptability of ART adherence, retention in care, and
reduction in stigma leading to slower disease progres-
sion, higher odds of viral suppression, and reduced hos-
pitalization risks [25-27].

Mental health concerns also served as long-term fac-
tors that frequently constrained post-discharge. As in
many other settings, patients with depression had chal-
lenges with ART adherence resulting in poor treatment
outcomes [28—30]. These findings suggest that improving
mental health screenings for admitted patients is critical
for diagnosis of mental health issues, as well as referral
to counselling services, and that an integrated approach
to HIV/NCD and mental health is needed for improved
patient care. Such integrated approaches have been
shown to improve NCD control, patient retention, and
viral suppression [31, 32].

Challenges associated with treatment regimens for co-
morbidities, both for TB and many NCDs, were exacer-
bated during admission and in the post-discharge period.
For some, this reflected concerns about taking multiple
drugs. ART has transformed HIV/AIDS into a manage-
able chronic condition that allows PLWH to live longer
and more fulfilling lives [33]. However, living longer with
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HIV presents unique risk factors related to aging and
NCDs. Many of the patients in this study were middle-
aged and had both HIV and an NCD, particularly high
blood pressure and diabetes, similar to other settings
[34]. Patients in this study found managing HIV easier
than NCDs, which demonstrates how far ART has come.
NCDs such as diabetes necessitate dietary changes and
costly medications; patients believed they needed expen-
sive food for their medication to work. Hypertension
required daily medications, which were not always pro-
vided by the health system and required that patients
pay out of pocket. These concerns were exacerbated in
poor households, many reeling from the economic shock
of illness and hospitalization. Cash transfers at the time
of hospital discharge could be an important strategy
to incorporate into interventions in the post-discharge
period; as they may enable family members to invest in
the patient’s recovery directly through better nutrition
or access to necessary more costly medications, or indi-
rectly, through investments in capital toward re-engage-
ment in income-generating activities.

In the case of low-income households, limited access to
food, paired with misconceptions about drug interactions
and the perceived need for expensive food for medica-
tions to be effective, may have made patients reluctant to
take their drugs [35]. Further, the impact of pill burden
and side effects on treatment adherence has been exten-
sively studied [36]; patients associated a high pill count
for TB, HIV, and other infections with potential harm
and an increased risk of drug intolerance [35]. Further
support and education are needed for patients with com-
morbid NCDs and HIV to support medication adherence.
Addressing medication costs is also critical; affordability
and accessibility of NCD treatments should be improved
to increase patient access. Healthcare workers including
lay counsellors should thoroughly explain drug interac-
tions and food requirements particularly for HIV and TB
comorbidities. Addressing misconceptions, impacting
information on side effects, pill burden, timing of ART
with TB medication, and their impact on other diseases
such as meningitis and NCDs is crucial for improved
treatment outcomes post discharge. Additionally, beliefs
about food quantity and quality should be addressed to
improve treatment adherence and outcomes.

Healthcare system challenges amenable to intervention

Importantly, the study health system level barriers to
engagement in care following discharge that may be ame-
nable to change. Barriers included communication gaps
between patients and health care workers during hospi-
talization, perceived poor staff attitudes, patient and pro-
vider concerns about lack of confidential hospital space
for patient counselling, poor discharge instructions, and
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fragmented referral systems between the hospital and the
local clinic.

Patient-provider communications has been highlighted
in various contexts, including SSA, as a crucial factor
influencing treatment adherence and retention in care,
with poor communication often leading to suboptimal
treatment outcomes, poor adherence, patient dissatis-
faction, and inefficient use of health system resources
[37-40]. Similarly, our study found inadequate and poor
communication between clinicians and patients, with
perceived inconsistent medical plans resulting in patients
not fully understanding their treatment plan or follow-up
appointment schedules or value. Communication gaps
were also extended to the hospital discharge process,
whereby inadequate discharge instructions made it dif-
ficult for patients to engage with the local community-
based clinics or return to the discharging hospital for
follow-up care. Having too many patients being admit-
ted and discharged from these two understaffed facilities
may explain the lack of structure and adequate informa-
tion during the discharge process. These findings suggest
that enhancing clinical staft’s skills in effective commu-
nication and relationship-building may improve patient
retention and engagement in HIV care [39]. Holistic
approaches such as Patient Centered Care (PCC) could
improve communication between clinicians and patients
as well as patients’ experiences with the healthcare sys-
tem [41].

In this study, patients had mixed interactions with hos-
pital staff: positive experiences facilitated post-discharge
engagement. Hospital staff, particularly lay counsellors,
were frequently described as a vital source of support for
patients, especially in providing adherence counselling
for post-engagement in care, as noted by others [42, 43].
Lay counsellors, who are cheaper to hire and train, can
play an important role in relieving clinical staff’s role of
providing psychosocial support and thus improve com-
munication with patients and help the hospital provide
a structured discharge process with all the information
patients need once discharged [44]. To strengthen the
role of lay counsellors as well as communications across
all hospital staff, PCC training should also be extended to
lay counsellors, as they play a key role in supplementing
the efforts of overburdened clinical staff.

Implications and recommendations

While the vast majority of HIV human and financial
resources are spent in outpatient and community set-
tings, as the prevalence of NCDs among PLWH increases
with age [34], hospitalization provides a critical and
largely neglected opportunity for screening and treat-
ment for NCDs and re-engage people with HIV in care
after periods of challenge. As advised by WHO [45],
all admitted patients should be screened for NCDs
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including mental health issues and substance abuse, and
provided with counselling support and appropriate treat-
ment. Community-based support, through the use of lay
counsellors as cited in other settings [46—49], can act as
a bridge between health facilities and the community,
while also providing all post-discharge support such as
adherence, re-enforcing messages from clinicians, and
ensuring that patients are supported to return to a facil-
ity for treatment when necessary. Lay counselors can also
be used to address home-based stigma through family
counseling and help improve disclosure and social sup-
port [49]. Similar to provision of ART, PLHIV (and oth-
ers) in SSA need additional support with free or low-cost
drugs for NCDs as most can't afford these medications.
National programs and hospitals should consider stock-
ing drugs for NCDs in addition to HIV medication.
Moreover, the provision of nutritional support and food
supplements will further help many patients, especially
those living in poverty exacerbated by loss of income due
to hospitalization. Community referrals to social welfare
programs and community education about nutrition can
also play key roles to support those experiencing food
insecurity. To improve communication among health
care workers, hospital policies governing treatment and
discharge protocols should be revised and information
flow should be strengthened. For example, a simpli-
fied patient card that includes all information about the
patient, such as prescribed drugs and clinical appoint-
ment dates, could significantly improve clinician and
patient communication. Lay counselors working withing
the hospital should have their roles expanded to include
them providing additional patient navigation services
to support patients during admission and ensure that
patients fully understand reasons for their admission,
treatment plans and also help transition the patient from
in-hospital admission to clinic-based ART programs [50].
Additional research is needed to understand the need
and effectiveness of HIV-NCD care integration in Africa
and how this can be linked to inpatient settings, as well
as evidence-based interventions to support people with
HIV and comorbidities following hospitalization.

Strengths & limitations

This study has multiple strengths, foremost that it is
based on the actual lived experiences of PLHW dis-
charged from the hospital and their caregivers. The hos-
pital to community discharge transition is frequently
neglected in Africa, including in the HIV health system.
Our study findings are supported by data collected from
clinicians and lay counsellors as well as patients and
their caregivers. Data triangulation facilitated a holistic
understanding of patients’ experiences, while consid-
ering the challenges that providers and caregivers face
when supporting them. Furthermore, interviews with
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community-based lay counsellors provided perspectives
on patient experiences in both inpatient and outpatient
health facilities, allowing an understanding of discharged
patients’ experiences when navigating local community
clinics after hospitalization. Furthermore, interviewing
patients within one month of discharge improved the
credibility of their stories as memories of their hospital-
ization were still recent.

It is important to note that the perspectives and experi-
ences were gathered from a carefully selected small group
of participants with either very low CD4 count or poor
viral non-suppression. Therefore, our findings may not
accurately represent the perspectives of all patients with
HIV who are hospitalized, especially for non-HIV-related
reasons, such as surgery, pregnancy complications, or
orthopedic conditions. While this represents a small
proportion of PLWH in Zambia, they are at high risk for
post-hospital mortality. Understanding and addressing
the challenges faced during and post-hospitalization for
PLWH is critical to reduce morbidity, mortality, and meet
the ambitious goal of zero new transmissions by 2030.

Conclusions

Inpatient settings provide a compelling yet neglected
opportunity to re-engage PLHIV with care while improv-
ing viral suppression, managing comorbidities, and low-
ering mortality. Persistent challenges after discharge,
such as interpersonal issues, health concerns, environ-
mental factors, and systemic issues, exacerbate existing
barriers to effective treatment and re-engagement in care.
To effectively reach these individuals, HIV programs that
aim for epidemic control should consider holistic com-
munity-based interventions to mitigate the many factors
that act barriers for patients and support better treat-
ment outcomes.
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