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Abstract

Background There is high post-hospital discharge mortality among persons with HIV who are hospitalized, and
post-hospital survival is strongly associated with early HIV clinic linkage, clinic attendance, and antiretroviral therapy
adherence. The Daraja intervention, a context-tailored case management strategy implemented and tested through
a randomized trial in Tanzania, was associated with improved HIV clinic linkage, retention, and ART initiation and
adherence.

Methods We conducted in-depth interviews (IDIs) in a sub-sample of 40 study participants (20 control and 20
intervention) 12 months after enrollment into the trial to gain an in-depth understanding of the barriers to HIV care
engagement and the perceived mechanisms through which the Dargja intervention impacted these barriers. We also
conducted IDIs with 20 health care providers. We used a thematic analysis approach to generate themes following
the Gelberg-Andersen behavioral model for vulnerable population domains.

Results Perceived stigma, coupled with the mistrust of healthcare providers, underemployment or lack of reliable
income, unreliable transport, and a lack of social support, were identified as key barriers to HIV clinic attendance

and ART adherence. Perceived stigma complicated not only linking to and attending an HIV clinic but also decision-
making regarding the choice of the clinic’s location. The Daraja intervention was reported to help normalise HIV
diagnosis, plug the social support gap, increase patients’self-efficacy and their capacity of participants to navigate the
HIV clinic during HIV clinic linkage.
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Conclusion These qualitative research results identified several important barriers to engaging in HIV care and
provide insights into the mechanisms through which the Daraja intervention operated to affect the perceived stigma,
social support, self-efficacy, and increased capacity of participants to navigate the HIV clinic during HIV clinic linkage.

Daraja trial registration ClinicalTrials.gov, NCT03858998. Registered on 01 March 2019.
Keywords Barriers, Clinic attendance, ART adherence, Perceived stigma, Tanzania

Introduction

People living with HIV (PLWH) constitute a high num-
ber of inpatient admissions in countries with a high HIV
burden, and it is an important population due to the high
risk of death after hospital discharge [1-3]. A recent sys-
tematic review shows that the highest risk of mortality
among PLWH has been observed in studies from Africa
[2]. In a Tanzanian study, 50% of hospitalized PLWH
died within 12 months after hospital discharge [4]. Stud-
ies examining factors that influence the post-discharge
outcome for the PLWH population have shown a strong
association between post-discharge survival among
PLWH and early HIV clinic linkage, regular clinic atten-
dance, and adherence to ART [5-8]. Tanzania is among
the countries that have made significant strides towards
the UNAID 95-95-95 targets. However, there are sig-
nificant variations by region, gender, and age group. Due
to these variations, there is still a significant proportion
of people living with HIV in the country who are still
unaware of their status and/or people living with HIV
have not achieved viral load suppression [9].

The complex web of factors influencing HIV care-seek-
ing behavior requires a theory-based approach to under-
stand the factors and adapt the intervention to those
most critical to HIV care service utilization [10]. The
Gelberg and Andersen Behavioural Model of Health Care
Utilization for Vulnerable Populations has illustrated
how the three domains—predisposing characteristics,
enabling resources, and need factors operate together to
predict service utilization [11]. The model is based on the
premise that no single factor can explain health-seeking
behavior and has proven to be useful in identifying sur-
mountable barriers to service utilization to develop inter-
ventions to improve outcomes [11-14]. The model has
also been used to understand the challenges that PLWH
face post-admission, both in Africa and in the US [15,
16].

A multi-site randomized controlled trial (the Daraja
intervention trial) aimed at evaluating the effectiveness of
a social worker-based intervention in reducing mortality
among hospitalized HIV-infected patients after discharge
from the hospital has recently been completed [15, 17].
The trial recruited 500 hospitalized HIV-infected adults
who were either ART naive or had stopped taking ART
for >7 days and randomized them to either the stan-
dard of care HIV linkage (control group) or the Daraja

intervention (intervention group). The intervention strat-
egy was adapted from the Anti-Retroviral Treatment and
Access to Services (ARTAS) intervention and contextu-
alized to address the barriers to HIV care linkage that
had been identified in hospitalized HIV patients [18]. It
involved an individual-level, time-limited, five-session
case management intervention to link hospitalized HIV-
infected patients to outpatient HIV care upon discharge
[15]. Although the intervention did not have a significant
effect on post-hospital discharge mortality at the a priori
designed end-point of 12 months post-hospital discharge,
it significantly reduced time to HIV clinic linkage and
antiretroviral therapy initiation. Similarly, intervention
participants achieved higher rates of HIV clinic reten-
tion, antiretroviral therapy adherence, and HIV viral load
suppression at 12 months [16]. This qualitative paper
aims to describe and analyze the barriers to HIV clinic
and ART adherence from the perspective of the Daraja
trial participants and healthcare providers.

Methods

Study sites and setting

The Daraja intervention enrolled participants from 20
hospitals offering HIV inpatient care in six districts in
the Mwanza region. The region is the second most popu-
lous, located on the southern shores of Lake Victoria in
northwest Tanzania. The qualitative study was conducted
in a subsample of sites and participants enrolled in the
Daraja trial.

Participants

Qualitative interviews were conducted with a subset of
20 participants in the intervention arm, 20 participants
in the routine care control arm 12 months after enrol-
ment. In addition, 20 healthcare workers (9 nurses and 11
clinicians) were also interviewed. Trial participants were
purposively selected from the list of participants who had
completed 12 months since enrollment. To capture views
and insights from participants with varied characteristics
and experiences, the sample was selected from men and
women across varying age groups. A total of 58 patients
were invited to participate in the qualitative interviews.
Eighteen of these (12 females and 6 males; 11 from urban
and 7 from rural health facilities) declined/were unavail-
able to participate in the qualitative interviews. The main
reasons for declining to take part in the interview were:
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being outside Mwanza region at the time of the qualita-
tive interview (10), not being reached by the study team
(4), fear that participation in the interview could result in
disclosure of their HIV status (2), being busy (1), and 1
participant did not give a reason for refusal. A total of 26
healthcare workers (two healthcare workers per site) were
invited to take part in the qualitative study. Six healthcare
workers declined/unavailable to be interviewed. Four
declined due to busy clinical schedules, while two were
outside Mwanza region at the time of the interview. The
healthcare workers included nurses and clinicians attend-
ing to patients at the time of enrollment for Daraja study
participants. To ensure representation of health work-
ers voices from different settings and health facilities, we
purposively selected from both rural and urban facilities.
Interviews were conducted in Swahili by three Tanza-
nian social scientists (2 females and 1 male) who were not
part of the intervention team. The team received three
days of training, which involved reviewing the Daraja
intervention protocol, revisited the basic principles of
qualitative inquiry, reviewed the interview guides, and
were trained on the basic principles of human research
ethics, including the consenting process. Interviews were
based on guides and explored participants’ experiences
with linking to HIV clinics, possible barriers to linking,
and challenges met in the course of HIV care. Identi-
cal guides were used for intervention and control group
participants. Key questions included: What has been
your experience in trying to link to HIV clinic care? What
challenges or barriers have you experienced in linking to
HIV clinic care? What challenges or barriers have you
experienced in taking antiretroviral therapy? The inter-
view guide for healthcare workers focused on explor-
ing perceived barriers to HIV care service utilization
among people recently diagnosed with HIV. The inter-
view guides were developed in English, translated into
Swahili, and pilot-tested during the three days of training
using role plays. Full interview guides have been included
as supplementary material (Table s1). The research team
reconvened after the first day of conducting interviews
to further assess the appropriateness and clarity of the
questions in the guide. All interviews were conducted at
a time and place chosen by the respondents, which was
comfortable, safe and ensured the necessary confiden-
tiality. Whereas all health worker interviews were con-
ducted at health facilities, 27 of patients’ interviews were
conducted at the HIV clinic, 8 at home, and 5 at other
places outside home/health facilities selected by the par-
ticipants. Interviews took approximately one hour and
were audio-recorded with the participants’ consent. Data
collection occurred between June and December 2022.
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Analysis

The recordings of the interviews were transcribed ver-
batim into Word documents and analyzed using the
NVIVO 12 data analysis software [19]. Two team mem-
bers independently read the transcripts to familiarize
themselves with the data and to construct preliminary
codes. The preliminary codes informed the development
of a structured codebook. The code book combined both
codes grounded in data and pre-determined codes based
on the Gelberg-Anderson model [10]. The transcripts
were uploaded to NVIVO 12, and a systematic analysis
was performed by re-reading each transcript and apply-
ing codes to thematically identify similar passages of text
using the final codebook. After coding, codes were used
to retrieve segments of data, and analytic memos were
written to synthesize the content and make compari-
sons across participant groups. These memos followed
an established template of Gelberg model domains to
extract and synthesize the core meaning from text related
to each theme and to identify representative quotes. At
each step, the analysis team returned to the original data
to ensure that participants’ narratives and perspectives
were retained. The analysis of healthcare workers’ inter-
view data focused on understanding their perceptions
about barriers to HIV clinic attendance and medication
adherence as experienced by or observed among Daraja
trial participants. For this study, the predisposing char-
acteristics were defined as those that influence decision-
making and one’s ability to attend the HIV clinic and
adhere to medication, including having a reliable source
of income and health beliefs related to HIV. Enabling fac-
tors were those relating to an individual having appropri-
ate community and individual-level resources necessary
for accessing HIV care. The needs domain was defined
as how individuals view their own need for HIV services
and their actual physical ability to attend a clinic.

Ethical considerations

This study received approvals from the Medical Research
Coordinating Committee (MRCC) in Tanzania (NIMR/
HQ/R.8a/Vol. 1X/2811), the Ethics Committees of Weill
Cornell Medicine (1804019134), and the London School
of Hygiene and Tropical Medicine (LSHTM Ethics Ref
16173). All participants provided written informed
consent to participate and to be audio recorded after
an explanation of the rationale and procedures for the
qualitative interviews was provided. A copy of the signed
consent form was given to them for their records. All
participants were assigned a de-identified study ID num-
ber to maximize confidentiality.
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Table 1 Participants'and health workers' characteristics
Participants characteristics Intervention group participants Control group participants Health Workers
(N=20) (N=20) (N=20)
Age, mean (age range) 37 (20-73) 37 (18-68) 41 (30-57)
Gender
Male 5 8 9
Female 15 12 11
Education
No formal Education 4 -
Primary education 9 16 -
Secondary education and above 5 0 20
Occupation
Employed 2 5 20
Self-employed 16 12 -
Unemployed 2 3 -

Health workers' professional background
Medical Doctor (Bachelor) -
Assistant Medical Officer (Diploma) -
Nursing Officer (Bachelor) -
Registered Nurse (Diploma) -
Assistant Nursing Officer (Certificate) -

'
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Table 2 Summary of specific barrier identified by trial
participants and Healthcare workers
Domain

Specific barriers Source

Barriers fitting within the Gelberg-Andersen Behavioral Model
Predisposing Factors Unemployment/lack of  IPs*,

(Demographics) reliable source of income  CPs**,
HWs***
Predisposing factors (Health Beliefs about HIV and IPs, CPs
beliefs) ART
Personal/Family related barriers Perceived stigma IPs, CPs,
HWs
Lack of reliable transport  IPs, CPs,
HWs
Low self-efficacy CPs
Lack of social support IPs, CPs,
HWs
Low perceived needs for service Absence of symptoms Ips
Other barriers identified in the study
Predisposing Factors Inadequate housing IPs, CPs
(Demographics) situation
Community related barriers Mistrust of healthcare IPs, CPs,
providers, HWSs
Barriers related to one’s  IPs, CPs

work situation/compet-
ing priorities

*Intervention participants, **Control participants, ***Healthcare workers

Results

Participants characteristics

The socio-demographic characteristics of the partici-
pants are shown in Table 1. The median age was 37 years,
ranging from 20 to 73 years in the intervention group and
from 18 to 68 years in the control group. Overall, 37% of
participants were men, and up to 50% were people aged
35 years and older. Most participants in the intervention

and control groups reported that they had at least pri-
mary education, and the majority were self-employed
in petty trades and small businesses. Healthcare work-
ers had a median age of 41 years, ranging from 30 to 57
years, and all had secondary school education or higher.

Barriers to HIV clinic attendance and adherence to ART

We identified ten barriers for participants to link to an
HIV clinic and to remain in care after being linked to the
clinic (Table 2). The identified barriers included perceived
stigma, inadequate housing, mistrust of healthcare work-
ers, lack of reliable transport, unemployment or lack of
reliable income, lack of social support, beliefs about HIV
and ART, low self-efficacy, absence of symptoms, barriers
related to one’s work situation or competing priorities.
All the barriers except beliefs about HIV/ART and physi-
cal weakness were identified by both the participants and
healthcare workers. Seven of these barriers were similar
to barriers in the Gelberg-Andersen behavioral model,
while three were specific to our study.

Perceived stigma

The most common and strongest barrier to HIV clinic
linkage, clinic attendance, and adherence to ART for both
intervention and control groups was perceived stigma.
The fear of being recognized by people and the shame
of being identified as an “HIV victim” were the recur-
ring themes especially among participants in the con-
trol group. Most participants reported feeling a sense
of shame about having received an HIV diagnosis. One
woman explained that she was worried and nervous
because she did not want people to know she was suffer-
ing from the ‘shameful disease’
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“The main challenge at the time when they linked me to
the HIV clinic was going to the clinic to collect medicine.
To tell you the truth, at the beginning, I was afraid that 1
would meet people who knew me. I fear the shame of being
recognized. I worried that people would see me and say,
‘So this woman is an HIV victim!.”” [34-year-old woman,
intervention group].

‘I was always afraid of going to the HIV clinic. I was
always worried that someone would see me collecting
ARV drugs and know that I was infected with HIV. I did
not want people to see me collecting drugs” [43-year-old
woman, control group].

The reported hesitance due to fear of being recognized
was supported by quotes from the health workers.

“Others worry that if they went to the HIV clinic and
joined the queue, there was a likelihood of meeting or being
recognized by a relative or friend. They don’t want people
to know that they are sick, but we just continue encourag-
ing them. [35-year-old female healthcare worker].

Inadequate housing situation

Coupled with the perceived stigma, made medication
adherence to ART particularly difficult. Most partici-
pants across the intervention and control groups had
very poor and crowded housing conditions that com-
promised participants’ privacy and made it difficult to
take ART without being seen by other members of the
household. Some participants changed medication times
to avoid inadvertent disclosure to other members of the
household. One participant reported changing times for
taking medication because of sharing accommodation
with someone to whom the participant had not and did
not intend to disclose their HIV status.

“..I used to share a room with the daughter of my host.
To avoid raising suspicion about me taking drugs every
day, I changed the time and started taking them in the
morning before starting my daily activities, so I am not
sure if that caused a problem (with my HIV). [38-year-old
woman, control group].

Perceived stigma was further expressed by how the
participants chose their preferred location of HIV clinics.
Although most participants acknowledged the existence
of health facilities with HIV clinic services within reason-
able distances in their communities, they preferred using
health facilities located far away from their communities
to reduce the risk of inadvertent disclosure of HIV sta-
tus. Many participants noted that nearby HIV clinics are
located in open areas where passersby could see and hear
the conversation between patients and service providers.

“I was worried that if some of these people knew, they
might decide to tell everyone about my HIV status. When
the doctor asked me to choose an HIV clinic, I chose this
one (meaning:’ more distant from her home) because, in
the other health facility, they can easily test you for HIV
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and reveal your secret” [34-year-old woman, intervention
group].

Mistrust of healthcare workers

Linked to stigma were concerns about the lack of trust in
service providers in the HIV clinic within the communi-
ties. Participants did not trust that the HIV clinic provid-
ers in their community were capable of keeping patients’
HIV status confidential.

“There is just this one service provider that, if you do not
go for a refill and you meet her in a public place, she will
just ask, ‘Why didn’t you come for a refill?. When you sit
with other people, you hear the same complaints that this
health worker can embarrass you in front of people. I did
not want this to happen to me, so I decided to use a differ-
ent HIV clinic” [34-year-old woman, intervention group].

Equally, the healthcare workers’ data pointed to the lack
of a trusting relationship between the service providers
and patients. Some healthcare workers argued that the
lack of a trusting relationship made patients feel unwel-
come or uncared for, which may have increased the per-
ceived stigma associated with accessing HIV service and
had an impact on clinic attendance and ART adherence.

“There are generally three parts to these barriers: the
first part is related to the service providers; the second
part relates to the patients themselves; and the third part
is the family or community where the patient comes from.
When patients receive an HIV diagnosis, they experience
psychological problems and self-stigma, which affects how
they respond to service providers. They are often rude,
stubborn, and difficult to convince. Service providers may
also be a barrier in that the language some use is either
outright discouraging or not convincing enough to encour-
age patients to attend a clinic or use the medication
as prescribed. The third part is the lack of support from
family or community, either because of a limited under-
standing of HIV or simply because the extended family or
community where the patient comes from is naturally not
supportive” [55-year-old female healthcare worker].

This was supported by the experience of participants
in the control group who stopped attending clinics or
avoided certain HIV clinics after a negative experience
with service providers.

“I tested positive for HIV about 10 years ago. Although
1 did not start ART then, I attended an HIV clinic for my
child. But I stopped attending because a health worker
was very rude to me. She used very harsh words because
I was late one day, saying, ‘You are the one who is sick,
and you expect to show up whatever time you choose, and
we should wait for you?’ Since then, I stopped visiting the
clinic. That is the reason I did not choose the same clinic
when I started ART last year” [30-year-old woman, con-
trol group].
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Health workers largely attributed the mistrust to failed
communication between patients and health workers due
to patients’ emotional state after receiving HIV diagno-
sis. However, they also acknowledged the contribution of
individual health worker characteristics such as rudeness
and a lack of skills to communicate the importance of
regular clinic visits and medication adherence.

... When patients receive an HIV diagnosis, they experi-
ence psychological problems and self-stigma, which affects
how they respond to service providers. They are often rude,
stubborn, and difficult to convince. Service providers may
also be a barrier in that the language some use is either
outright discouraging or not convincing enough to encour-
age patients to attend a clinic or use the medication as
prescribed. [55-year-old female healthcare worker]

Unemployment/lack of reliable income

As shown in Table 1, only a few participants in both the
intervention and control groups were formally employed
and had reliable sources of income. Most participants
relied on income from petty trading, such as selling veg-
etables, firewood, silverfish, or second-hand clothing. A
few were farmers, and others relied solely on relatives for
support.

“I sell second-hand clothes. Currently, that is the only
thing I do. Sometimes it takes a day or two to finish the
stock; other times, when business is not good, a stock can
take up to 2 weeks before I can buy a new stock”” [35-year-
old woman, intervention group].

“I have not been able to work for the last 15 or 16
months. My living expenses have been in other people’s
hands. I have not been employed or had anything generat-
ing income.” [42-year-old male, control group].

There were also indications in the participants’ nar-
ratives that income-generating activities were severely
affected by hospital admissions. Some participants
reported using their financial savings for treatment and
other needs after falling ill, and others reported losing
their job due to a long illness.

“When I fell ill, I lost my job. Now this family is looking
at me. I am both the father and the mother. My partner is
just drinking alcohol. So, since I stopped working, it has
been a real challenge. I am at home, and I am breastfeed-
ing. Even finding food is a real challenge” [29-year-old
woman, intervention group].

Lack of stable income made it difficult to buy food, pay
rent, and transport costs for hospital visits for ART refills
or treatment for other illnesses.

“Money has been scarce because it has been difficult to
get employment. Before I fell ill, I was employed, but I met
some challenges when I fell ill and lost my job. Currently, I
am relying on support from relatives and small businesses
that I have started. That is how I live now” [36-year-old
woman, control group].
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Lack of reliable transport

Lack of reliable transport to HIV clinics was reported
by participants across all groups as a barrier to HIV care
service utilization. This barrier was magnified by the
common unwillingness of participants to attend an HIV
clinic within their communities due to perceived stigma
and discrimination. As a result, most participants in both
the intervention and control groups had to travel long
distances to obtain HIV care, which required a substan-
tial transportation cost. This was despite the fact that
all participants in both intervention and control groups
acknowledged the existence of HIV clinics located near
their homes. For example, some participants chose to
attend an HIV clinic that required them to pay transport
of between TZS 5000 and 10,000 (about $ 2—4) per visit
instead of using facilities within their communities that
would cost them<TZS 2000 (<$1) per visit. They noted
that facilities that were located far away from their com-
munities reduced the risk of inadvertent disclosure of
HIV status.

“When children fall sick, they are usually treated at B
health facility. The health facility is about 15 minutes by
public transport and costs TZS 1000 (about $ 0.41) for a
return journey. But for HIV service, I go to PA health facil-
ity, which is about an hour away, and a return journey
takes about 2 hours and involves taking two buses to get
to the facility. Their services are good, and there are no
worries about meeting people who know you. [38-year-old
woman, control group].

“There is a health facility within the community called
NY,, a few kilometers from my home. One needs TZS 2000
(about 0.80 USD) for a return journey using a motorcycle.
But I don’t use it for any services because if you go there
complaining of fever or suspecting malaria, they will ask
you to test for HIV, and then everybody in the village will
know your results. I don’t usually go there. I buy drugs
from the pharmacy. I attend NG. hospital for HIV and
ART refills, where I need (about 4.00 USD) for transport
every time I need to go for HIV care” [41-year-old woman,
intervention group].

Lack of social support

Participants from both groups and health care workers
mentioned lack of social support as a barrier to clinic
attendance. Some participants reported being abandoned
or discriminated against by their spouses or family mem-
bers after their HIV diagnosis.

“I was tested together with the father of my child, but
after testing, he left. He went to an island in the lake, but
he never returned, so I had no support. I never attended
clinics. But when 1 fell very ill, a nurse who knew my story
said to me, “The man you had a child with has aban-
doned you. If you die, who will look after your child? Go
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and collect medicine! She encouraged me to start ART”
[35-year-old woman, intervention group].

“I cannot really say I have a person or people that love
and support me... No, because when I was last admitted
last year, my relatives abandoned me in the hospital, with
some saying, ‘But he is always having problems, always
asking for help; we have our own issues to deal with!
Would you say such people love you? Would you pick up
the phone to call them when they look at you as a prob-
lem?” [48-year-old man, control group].

In addition to the rich narrative from patients both in
the control and intervention groups on how stigma and
lack of social support impacted clinic attendance and
adherence to ART, data from service providers equally
reflected how perceived stigma and lack of support hin-
dered clinic attendance and ART adherence, often lead-
ing to negative health outcomes, including death.

“We had a very sick patient brought in by the step-
mother, but when she received the diagnosis, she asked us
not to tell her stepmother, claiming that she would be dis-
criminated against and would easily be thrown out of the
house. We started a patient on ART, but due to a lack of
support, she stopped taking medicine, and unfortunately,
she died. I felt very sad that she died due to perceived
stigma and fear discrimination from the stepmother’”
[35-year-old male healthcare worker].

Healthcare workers also linked the lack of social sup-
port to a limited community understanding of HIV,
which led to discrimination.

“Some of the patients are abandoned by their imme-
diate, extended families or even the larger community
because of a lack of sufficient knowledge about HIV, which
leads to discrimination. In such cases where a patient does
not have anyone to support them, it is difficult for them to
regularly attend a clinic” [55-year-old female healthcare
worker].

Absence of symptoms

Participants who had tested positive prior to admission
and enrollment in the Daraja intervention reported that
having no obvious HIV symptoms was a reason for not
initiating ART or adhering to ART.

“I was tested during the antenatal clinic. I was linked
to an HIV clinic and initiated on ART to protect the baby
from contracting HIV. I used the drugs during that period,
but when my baby was one year old, I stopped breast feed-
ing and stopped taking medicine. I was not sick; I was only
using medicine to make sure the child did not get infected”
[38-year-old woman, control group].

Another participant described how she had tested for
HIV during a regular antenatal clinic. However, she and
her partner, who was also HIV positive, agreed to defer
initiating ART because they were both without any
symptoms.
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“l was tested and found positive some years ago; my
partner was also HIV positive, but we were not sick then,
so we agreed not to use ART. He secretly started taking
ART, but he died in 2021. I was stressed; I started falling
sick as well, and I was admitted, so I started using ART”
[39-year-old female, intervention group].

On the other hand, the severity of symptoms and hos-
pital admission at enrolment pushed participants to
accept HIV testing and initiate treatment. A few noted
that the observed benefits of ART after enrollment and
initiation provided motivation for ART adherence.

“I was very sick when I was admitted; I was, at the very
end, about to die. If I had not started ART, then I would
be dead by now. I was linked to the HIV clinic, received
counseling, and started using ART. A few months after I
was discharged from the hospital, I was feeling better, and
since I started using ART, I have not missed.” [35-year-old
woman, intervention group].

“I started falling sick frequently. When I was tested
during the last admission, they found I had the virus.
They advised me to start medication, and I accepted and
started using drugs. I did it because I wanted my health to
improve. I did not want to always be sick and weak” [44
years, female, intervention group].

Beliefs about HIV and ART

Health beliefs about HIV and ART did not emerge prom-
inently as barriers to clinic attendance and ART adher-
ence. Only a few participants indicated that their own
beliefs or the beliefs of their family, friends, or other com-
munity members were among the barriers to linking to
the HIV clinic or starting ART. One participant, reported
how advice against ART from a friend led to delayed ART
initiation.

“I was advised not to start ART early. I was told if you
start drugs early, you will get tired, and people will know
your HIV status. Although during ANC I was encour-
aged to take ART during pregnancy to protect the baby, 1
stopped after the birth of the baby” [38-year-old woman,
control group].

Another participant who had known her HIV status
before but joined the intervention reported how a rumor
she heard on the street made her hesitate to link to the
HIV clinic and start ART.

“I heard people who were seated in a group talking
about HIV drugs and that if you start the HIV drugs, you
do not stop because if you stop even for one day, you will
die. So, I took it that if you start and stop, your health will
suddenly deteriorate, making people curious about your
health” [34-year-old woman, intervention group].

Low self-efficacy
Several participants in the control group did not trust
their ability to take ART daily for life. They reported
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anxiety related to taking ART for life as the main reason
for their initial hesitance to link to an HIV clinic.

“The first thing is that I am not used to taking drugs. I
fear taking drugs. I may take them today but not the next
day, asking myself, Am I going to be able to take these
drugs?’ I don’t think I can. I didn’t think I could start tak-
ing these drugs” [26-year-old woman, control group].

The perceived lack of self-efficacy among the patients
was also evident in the service providers’ narratives.
Young women in particular struggled to link and use
ART without permission from significant others. Some
indicated to the service providers that they would not be
able to link to the HIV clinic and start on ART until they
had obtained permission from or consulted a spouse or
another family member with decision-making power in
the household.

“One patient informed me that her husband was away,
so she had to wait for him to return, and she would seek
permission to link and start ART. Another one said she
needed to consult her elder sister before she could link to
the HIV clinic. Some patients were unable to make deci-
sions, and someone had to make decisions about the use
of HIV services for them. [37-year-old female healthcare
worker].

Other barriers

Barriers related to participants’ work situation and
competing priorities

A few participants employed in sectors that demanded
presence at work, such as security service providers,
mentioned the nature of their employment as a barrier to
clinic attendance and ART adherence. Two participants
highlighted difficulties in getting permission or time from
employers to attend the HIV clinic and collect medica-
tion or take medication.

“As I indicated at the beginning, I had trouble getting
permission from my employer to attend clinics. I was
working as a security guard, and that kind of job has no
weekend or Christmas. You are working throughout, and
if you want to go somewhere, you have to seek permission,
but you can ask for permission today and get permission
next week. My workplace is also very far from the clinic, so
you can’t even say, let me run to the clinic early, then I go
to work.” [29-year-old woman, intervention group].

“..sometimes for some of us who do manual jobs, you
are at work, and maybe it is close to the time of taking the
drugs, but the boss calls you and gives you an assignment
that takes you away from where you keep your drugs, and
the assignment goes beyond your time for taking drugs..”
[48-year-old man, control group].

Several participants failed to combine working to
earn income with sustaining HIV care, especially ART
adherence. This was especially reported by participants
who viewed HIV treatment and livelihood activities as
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competing priorities. Hence, busy livelihood activities
related to employment and/or domestic chores were, for
many, a barrier to adherence to clinic appointments and
ARV drugs.

“..My sister sells fish, and sometimes when she travels,
like going for a burial, I am left with a lot of responsibili-
ties, like selling and sorting out funds for financial self-
support groups (such as savings and credit cooperative
societies). I find myself getting home after 11 p.m., and
I have not taken my drugs. For the whole of this month,
for example, I have not been able to take drugs on time.”
[28-year-old woman, control group].

“..Because of many things that one has to attend to, one
can forget; for example, in one of my clinic appointments,
I forgot and went to the market... I came to realize that
when I received a phone call from the HIV clinic at 3 p.m.,
that is when I remembered that I was supposed to attend
the clinic but was very far away. [26-year-old woman,
intervention group].

Participants’ views of the Daraja intervention

Help with navigating the HIV clinic to address low self-
efficacy

One of the key aspects of the Daraja intervention men-
tioned by all intervention group participants was the role
of the Daraja trial staff, especially the social workers, in
helping participants navigate HIV clinic procedures.

“I was helped to link to the HIV clinic by one of the
Daraja ladies; she convinced me. She was the kind of per-
son who would come and hold my hand and say, ‘Let us
go. She supported me like my own sister. She took me and
literally handed me to the nurses at the HIV clinic and
explained to them that I had started ART but got discour-
aged and stopped..” [26-year-old woman, intervention

group].

Addressing perceived stigma
Intervention group participants noted that the sessions
delivered by social workers made it easier for them to
accept their HIV status and recognize that they were
able to manage their HIV and live a normal life. Most
participants who had not disclosed their HIV status to a
family member or friend for perceived stigma and other
social consequences were particularly appreciative of
the Daraja social workers. Such participants were glad
to have someone to speak to about their HIV and ART-
related worries without fear of discrimination or stigma.
“I had lost hope, and I had very bad thoughts. That day,
I escaped, but 1 failed to find a way out, so they found me.
I had said, let me die. I could not stand the shame of hav-
ing HIV. I did not know how my children would react to
my having HIV. I wanted to die. But they counseled me,
encouraged me, and told me stories of other people living
with HIV? [44-year-old woman, intervention group].
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Most healthcare workers acknowledged the contribu-
tion the Daraja intervention made in addressing fear
of stigma among the intervention participants. Some
pointed out specific aspects of the intervention, such as
home visits and extended engagement with participants.

“Some participants had lost hope and did not see the
value of taking medicine or continuing to live. The inter-
vention team had time to build trusting relationships with
the participants, which, as regular health workers, we are
sometimes unable to do because of a lack of time or a high
workload. Taking time to counsel made the participants
feel valued as human beings... I would also say that some
participants lived in difficult circumstances that made
taking ART difficult; for example, some lived with friends
or distant relatives. The home visits gave the team a pic-
ture of the context in which the patients lived, allowing the
team to provide relevant advice and support” [37-year-
old female healthcare worker].

Bridging the social support gap

For most participants in the intervention group, the
Daraja social worker became a crucial part of their social
support system in the post-hospital period. Through the
intervention, participants received consistent encourage-
ment to take medicine, which helped with ARV adher-
ence, especially at the beginning when many participants
experienced some ART-related side effects. Sessions and
the phone calls made by the Daraja social workers were
described as “lifesaving,” especially to those who had lost
hope of living after receiving a diagnosis of HIV. They
noted that the sessions and phone conversations dur-
ing follow-up revived their hope of living again. For par-
ticipants with strong religious beliefs, meeting with the
Daraja intervention team was God’s way of answering
their prayers in times of crisis.

“Before I met the Daraja team, I had lost hope...You
know this disease needs courage, especially if you do not
have money and are unsure where you will get it from,
even just for food... But when I met them, they provided
information about HIV and ART and changed my way of
thinking. D and N (Daraja staff members) encouraged me
to be strong and to continue taking drugs” [35-year-old
woman intervention group].

“They (the Daraja team) encouraged me. There were
times I had lost all hope, but when I met them, they
strengthened me. They told me, ‘You are not the first one to
get HIV; many people are living with this disease. All you
need to do is follow the doctor’s instructions. Eat well, and
life will go on” [29-year-old woman, intervention group].

Addressing underemployment

The Daraja social workers worked with participants who
had lost income due to illness to encourage them to find
alternative income-generating activities. At the time of
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the interviews, several participants reported involvement
in small income-generating activities after their health
improved.

“Last year was the toughest year. I did not have any-
thing, but with improvement in my health and the encour-
agement from the Daraja team, life is much better now.
I have a small business selling firewood, which gives me
some income when the business is good. I am also able to
do work for people, like washing clothes, and I get money
to buy school materials for my children” [35-year-old
female, intervention group].

As part of the intervention, the participants were pro-
vided with TZs 5000 (an equivalent of US $2) at some
intervention visits to help with HIV clinic transport
costs. In addition, some social workers made small chari-
table donations to participants in dire financial situa-
tions during their visits. Several participants noted that
the small amount provided helped the participants offset
some of their household costs, such as buying food, cov-
ering health care costs, or purchasing school supplies for
children.

“When one of the (Daraja) social workers came, for two
days I did not have food, soap, or cooking oil. As you know,
I have a four-year-old. So, when I wake up, he needs por-
ridge (participant cries). At the time, I was very unstable,
but lucky enough, the Daraja social worker came and gave
me TZS 10,000 (the equivalent of US $4). I went to a mill-
ing machine to get flour, bought soap, and some lotion for
myself...” [34 years, female, intervention group].

Addressing lack of reliable transport

In addition to offsetting the household budget, the
money provided by the intervention covered the cost of
transport to the HIV clinic. For most participants, such
support was considered a subsidy to the family budget,
allowing the family to spend money on other family
needs.

“The Daraja team helped me very much. They would
come and check on me, encourage me, and leave me with
some money. I usually used to go to the clinic to collect
drugs, which helped me to continue taking drugs. They
also supported me at the point when I was sick but did
not have money to go for treatment.” [26-year-old woman,
intervention group].

Discussion

We conducted a qualitative study to gain an in-depth
understanding of barriers to HIV clinic attendance and
ART adherence and how the Daraja intervention may
have impacted these barriers in a sub-population of
recently discharged HIV-positive adults participating in
the Daraja trial in the Mwanza region, NW Tanzania.
We also examined any residual barriers that might exist
after the intervention, which could be a future target for



Okello et al. BMC Public Health (2025) 25:69

intervention in this population. We used the Gelberg
Model [10], a theory-based behavioral model of service
utilization, to examine the barriers to HIV clinic atten-
dance and ART adherence. We found the perceived
stigma, unemployment/lack of reliable income, unreliable
transport, lack of social support, beliefs about HIV and
ART, and low self-efficacy to be the key barriers to HIV
care seeking. The Daraja intervention was reported to
have impacted perceived stigma, social support, and self-
efficacy and increased the capacity of participants to nav-
igate the HIV clinic during HIV clinic linkage. Although
only few studies assessed barriers to clinic attendance
and ART adherence among patients discharged from
hospital in sub-Saharan Africa, studies of general PLWH
populations have reported similar barriers [7, 8, 20—24].

A key finding from the current study was the height-
ened levels of perceived stigma reported by recently hos-
pitalized PLWH. The perceived stigma reported by this
population has many implications, both financial and
those that are directly related to ART adherence. The
stigma was likely a reason for both their hospitalization
and poor post-hospital outcomes. Equally, the perceived
stigma made it difficult for this population to benefit
from community-based or primary care-based HIV ser-
vices intended to reduce health system-related barriers
to ART adherence [25, 26]. Our findings show that par-
ticipants with a high level of perceived stigma refused
to attend nearby community-based HIV clinics. Choos-
ing HIV clinics that were further away to avoid stigma
resulted in not only additional transportation costs but
also made it very difficult to attend care, especially in a
physically weakened state, as often occurs after hos-
pitalization. The interviews in this study, which were
conducted with a purposively selected sample of partici-
pants who completed the 12-month follow-up visit of the
Daraja trial, probably represent the best-case scenarios
for recently hospitalized PLWH. Those who died before
or were lost to follow-up might have experienced even
greater barriers to HIV care. To be effective, any inter-
vention aiming to facilitate linkage to an HIV clinic and
improve ART adherence should address the problem of
stigma, whether experienced or perceived. The Daraja
intervention attempted to integrate stigma reduction
efforts into the sessions, and from the participants’ point
of view, the intervention helped to reduce the perceived
stigmatization.

The narrative about how the perceived stigma impacted
health seeking behaviour for the Daraja trial partici-
pants is supported by the intervention implementation
data, which shows that perceived stigma ranked high-
est on the reported barriers to HIV service utilization.
Almost 50% of the intervention participants indicated
perceived stigma as the main barrier to linking and ini-
tiating ART during the first session of the intervention
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(Supplementary material Table s2). In the qualitative
data, perceived stigma was evident in both the interven-
tion and control groups. However, the perceived stigma
was a stronger barrier to linking to and attending an HIV
clinic in the control group. The participants in this group
reported making several failed attempts to link to the
HIV clinic due to fear and shame of being recognized as
having HIV. This finding contributes to our understand-
ing of some of the key barriers to engaging in HIV care
that, when addressed, may help accelerate the progress
in achieving the UNAIDS 95-95-95 targets, especially for
the regions and the population sub-groups that are lag-
ging behind.

Our findings from this qualitative study provide insight
into how different factors operate to hinder HIV clinic
attendance and ART adherence. It also elucidated how
the various components of a context-tailored theory-
based intervention may work to address the barriers to
HIV care, including shortening the time to linkage and
improving clinic attendance and ART adherence. The
qualitative results showed that the presence of an HIV
clinic navigator—a social worker—who supported the
participants through the HIV clinic’s initial procedures
and encouragement had a positive impact on linkage
to care, HIV attendance, and ART adherence. Access
to consistent encouragement to take medicine helped
with ARV adherence, especially at the beginning when
most experienced some side effects, which was critical.
For example, the presence of a social worker to bridge
the social support gap, regular follow-up to check on
patients, and continued encouragement and sharing of
information on how to manage medication side effects
were imperative in addressing the lack of social support
and low self-efficacy. The Daraja intervention was not
designed to address the perceived stigma, which was
a key barrier to linkage and adherence. However, the
provision of information about HIV and ART and the
normalization of HIV discussion made it easier for par-
ticipants to accept their HIV-positive status and recog-
nize that they were able to manage their HIV infection
and live a normal life. Participants were glad to have
someone to speak to about their HIV infection and medi-
cation-related worries without fear of discrimination and
stigma. Equally, the training on individual problem-solv-
ing skills coupled with limited financial support was cru-
cial in addressing clinic attendance and ART adherence
in this population. A systematic review of HIV stigma
reduction interventions in low-middle-income countries
showed that an intervention to empower PLWHs socially
and counseling to help individuals recognize negative or
unhelpful thought and behavior patterns had the most
consistent effect in reducing self-stigma [27].

The integrated minimum financial support to facili-
tate participants to attend session meetings coupled with
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encouraging participants to identify income generating
activities within their reach was reported to impact par-
ticipants ability to attend clinic. Interventions attempt-
ing to address barriers to HIV clinic attendance should
also include components to improve patients’ access to
income [16]. Evidence shows that context-specific evi-
dence-based interventions generally deliver better results
(10, 28].

Strengths and limitations of the study

We aimed to describe and analyze barriers to clinic
attendance and ART adherence among HIV-positive
adults enrolled in the Daraja intervention. The qualita-
tive design enabled us to identify individual barriers to
HIV clinic attendance and ART adherence that may oth-
erwise be missed by other methodological approaches.
However, our participants were asked to recall their
experiences with the barriers to attending and adhering
to therapy, which may have resulted in recall bias. Our
sample was small, thus limiting the generalizability of our
results. However, the use of purposive sampling while
paying attention to important variations within the study
population, such as gender and age, made it possible to
attribute the findings to the Daraja trial population.

Conclusion

Perceived stigma and fear of discrimination, underem-
ployment and lack of reliable income, lack of reliable
transport, lack of social support, low self-efficacy, errone-
ous beliefs about HIV infection, and lack of permission
from the employer were key barriers to HIV clinic atten-
dance and adherence to antiretroviral therapy among the
recently discharged HIV-positive population. A context-
tailored social worker intervention showed promising
results in addressing these barriers.
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