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ABSTRACT

Objective People living with HIV (PLHIV) are often
recruited from primary healthcare clinics (PHC) into clinical
trials. On trial completion, they are transferred back to the
facility for continued care and support in managing their
condition, potentially leading to better health outcomes.
Because transferring PLHIV back to PHCs post-clinical
trials may result in decreased access to specialised

care or resources that were available during the trial,

this study explored insights into challenges faced during
reintegration from clinical trial settings into PHCs and
antiretroviral therapy (ART) adherence post-clinical trials.
Design This cross-sectional study was conducted using a
qualitative research approach. Participants were recruited
using purposive sampling.

Setting The study was conducted at the Ezintsha
Research Centre in Johannesburg, South Africa, between
November 2022 and February 2023.

Participants The study population consisted of PLHIV who
had participated in two clinical trials (DORA and ADVANCE)
at the Ezintsha Research Centre in Johannesburg, South
Africa.

Methods Using a semistructured guide, 12 in-depth
interviews were conducted with PLHIV until data saturation
was reached. Data were then transcribed verbatim and
analysed thematically with MAXQDA software.

Results The majority (n=8, 67%) of participants were
female, and the average age of all participants was 40
(SD 7.2) years. Two main themes emerged: reintegration
from clinical trials to public healthcare and barriers to
ART adherence. These themes were further separated

into seven subthemes, namely, negative attitude of
healthcare workers, poor healthcare service delivery, poor
communication to patients, waiting time at healthcare
facilities, lack of privacy and confidentiality, mistakes in
ART dispensing and bad reception at facilities post-clinical
trials.

Conclusion Clinical trial sites should cultivate better
stakeholder engagement with PHCs to facilitate a
smoother transition of research participants, especially
PLHIV, back into public healthcare for continued care.

INTRODUCTION
The primary objective of clinical trial research
is to enhance the effectiveness of practice.'
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STRENGTHS AND LIMITATIONS OF THIS STUDY

= This study adds to the body of literature about the
process of how people living with HIV are reintegrat-
ed into public healthcare facilities post-clinical trials
by delving into their first-hand experience.

= The study involved a sample of respondents who
completed two clinical trials, and the findings pro-
vide an understanding of their healthcare expe-
riences and challenges faced at the public health
facilities post-clinical trial participation.

= The qualitative research methods applied allow for
a nuanced exploration of participants' perspec-
tives that allowed for insights into their experi-
ences within the context of public health services
in Johannesburg, South Africa, post-clinical trial
participation.

= Findings may not represent the experiences of indi-
viduals from other regions in South Africa, those with
different socioeconomic backgrounds, and health-
care providers, necessitating additional qualitative
explorations from other regions and stakeholders.

A fundamental tenet of good public health
practice is to base all health service choices
on the most reliable, transparent and unbi-
ased scientific evidence possible.* While
clinical trials provide this cutting-edge clin-
ical evidence that can guide medical judge-
ment, provision of healthcare services and
public health policy,” a major challenge has
been poor integration of patients who were
previously part of clinical research trials
back into standard patient care in public
primary healthcare clinics (PHCs)." This
suggests that although clinical research and
standard medical care are separate activities
with distinct boundaries, their interrelated-
ness necessitates integration measures to
ensure patients receive optimal care.” The
reintegration of clinical trial participants into
public health services is a complex process
that requires the careful consideration of
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various factors, including the nature of health service
delivery received during preclinical and postclinical trial
participation.” In the context of HIV-related clinical trials
involving people living with HIV (PLHIV), the nature of
health service delivery is critical, particularly in South
Africa, where UNAIDS statistics indicate that in 2023,
7.7million adults and children were living with HIV, just
under 6million of whom were receiving antiretroviral
therapy (ART).°

Despite South Africa having the world’s largest ART
programme, challenges persist with retaining patients
and ensuring that they adhere to treatment.” In fact,
even in patients enrolled in same-day initiation on ART,
about 40% of them abandon their treatment within a
year of diagnosis.” Non-adherence can lead to escalation
in morbidity, mortality, antiretroviral resistance and viral
transmission.” It is important to understand what drives
non-adherence, and various studies have been carried out
to this end in sub-Saharan Africa. While various structural
and individual barriers have been identified, a universal
approach is unlikely to be effective; instead, itis important
to tailor interventions to specific settings to ensure their
effectiveness.” In the case of our study, it is delving into
understanding what influences ART adherence in PLHIV
once they exit the clinical trial and must reintegrate into
the public health system.

Globally, there is a growing interest in incorporating
the perspectives of clinical trial participants when
conducting research studies on improving treatment
adherence, as their viewpoints contribute significantly
to treatment optimisation.'” When patients are enrolled
in a clinical trial and either removed from PHCs or have
never received care at a public PHC, adequate plan-
ning, training of healthcare providers, continued patient
support and provision of required infrastructure need to
be addressed ahead of reintegration to ensure continuity
of care and adherence.' Inadequate reintegration and
provision of health services will result in patients failing to
comply with treatment regimens, missing scheduled dates
and experiencing treatment interruption.'?

Healthcare providers in PHCs must ensure that all
patients, including those referred from HIV clinical trials,
are integrated into the PHC’s standard of care. For more
favourable health outcomes, this also entails ensuring,
where possible, that the treatment plan or options, as
received from the clinical trial setting, are continued.
The transition from clinical trial clinics to PHCs may
cause some patients to visit a clinic they were not initially
referred to for a variety of reasons, including subpar
service delivery in many PHCs, staff attitudes and lack of
transportation.”” Other, more socially related barriers,
such as a lack of family support and stigma, may also
be detrimental to patient reintegration and treatment
adherence.'* Therefore, evidence on patient experiences
following clinical trial participation is critical to the devel-
opment of context-specific strategies for closing the gap
between clinical research and standard medical care for
improved health outcomes. Unfortunately, evidence on

clinical trial participants’ transition experiences to PHGCs
is limited, particularly in Africa.” "* '° For this reason,
and to better understand the nature of health services
received as well as the barriers that may influence adher-
ence to ART following participation in clinical research
trials, this study explored the experiences of postclinical
trial participants reintegrated into PHGCs in Johannes-
burg, South Africa.

METHODS

Study design

Researchers applied an exploratory qualitative research
method in this descriptive cross-sectional study to gain
insight into the experiences and challenges PLHIV face as
they transition from clinical trial clinics to public health
facilities for ongoing care.

Setting
This study was conducted between November 2022
and February 2023 at the Ezintsha Research Centre
(ERC), situated in Johannesburg, South Africa. Clin-
ical research in communicable diseases like HIV and
non-communicable diseases (eg, cardiometabolic
conditions) is conducted at the ERC. All research
is conducted in compliance with the local human
research ethics committees and the South African
Health Products Regulatory Authority (https://www.
sahpra.org.za/) rules, including adhering to good
clinical practice, the South African Good Clinical
Practice: Clinical Trial Guidelines (https://www.
sahpra.org.za/document/sa-gcp-guidelines/) and
the South African Ethics in Health Research Guide-
lines (https://www.health.gov.za/nhrec-guidelines/).
There are approximately 15 PHCs in Region F. Health-
care services are predominantly nurse-led, covering acute
and chronic care, HIV and tuberculosis treatment, sexual
and reproductive health, maternal and child health, and
mobile services at select facilities.'”

Study population, eligibility and sampling

The study population comprised participants purpo-
sively sampled from a pool of clinical trial partici-
pants who had previously completed the ADVANCE
(NCT03122262) and DORA (NCT04433780) HIV
treatment clinical trials conducted at the ERC and
were transferred to the PHCs for continued care.
The ADVANCE clinical trial recruited newly diag-
nosed HIV-positive individuals who were ART-naive
from different public PHCs in Johannesburg after
they tested HIV-positive and initiated them on a
dolutegravir-based regimen. A total of 1053 patients
were enrolled from February 2017 to May 2018 and
followed up for a 96-week period, after which some
were referred to public PHCs of their choice (while
others continued to be followed up for 192 weeks).'®
The DORA clinical trial enrolled 100 participants who
were already taking ART at public PHCs and switched
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them to doravirine for a duration of 1 year.** Again,
on study completion, these clinical trial participants
were referred to their respective PHCs to continue
with the ART regimen that they were taking while in
the trial.

In the reported study, purposive sampling was
applied, and eligible participants (ie, 18 years and
older, of any sex, participant in the ADVANCE or
DORA trial and reintegrated into primary healthcare
at a PHC, previously consented to be contacted for
further research, and willing and able to consent)
were contacted telephonically and invited to partic-
ipate in the study. Participants who dropped out
of the clinical trials, no longer receiving medica-
tion from PHCs and were virally unsuppressed were
excluded. The sample size target was 10-15 partici-
pants, depending on data saturation.”’ The intention
was to obtain a balanced sample (ie, a similar number
of participants from each trial), and recruitment was
done in parallel such that eventually 12 participants,
six from each trial, were included.

Interview guide and data collection

An in-depth interview guide consisting of open-ended
questions was designed after a preliminary review
of the literature (online supplemental material file
1). The question areas were on ART adherence and
perceptions and attitudes towards health services
rendered by the PHCs. Some demographic data, such
as age, gender, employment status and place of resi-
dence, were also collected from all participants. The
in-depth interviews were conducted by a multilingual
interviewer (STN) in a private setting and in English.
Participants had the option to speak in vernacular;
however, all elected to conduct their interviews in
English. Where there were instances of needing to
explain terms or questions in the vernacular, the
interviewer was able to do so. The interviews lasted
between 30 and 45min and were audio-recorded.
The interview process included both planned and
unplanned probing questions, as well as note-taking
based on observations made during the interview.

Data management and analysis

Recorded interviews were stored on a password-
protected computer and only available to selected
research staff. Data were later transcribed verbatim
for analysis. After familiarisation with the quality-
checked transcripts, STN, EKO and STL-E developed
an iterative coding framework that was used until all
the data had been thematically coded. Both induc-
tive and deductive thematic analysis techniques were
employed, and MAXQDA 2022 software was used to
analyse the data.

Patient and public involvement
Participants were not involved in the design of the
study. Their first involvement was at the point of

Table 1 Sociodemographic profile of the study participants
Frequency (n)
Variable n=12 Per cent (%)
Sex
Female 8 67
Male 4 33
Age
30-44 8 66
45-60 4 33
Employment status
Employed 4 32
Not employed 7 58
Self-employed 1 8
Place of residence
Joburg CBD 8 67
Outside CBD 4 33

CBD, central business district.

providing consent and participating in the subse-
quent interview. The results of the study will be
disseminated to study participants after publication.

FINDINGS

Profile of study participants

The mean age of the participants was 40 (SD 7.2)
years. The majority (n=8, 67%) were females, more
than half (n=7, 58%) were unemployed, and most
(n=8, 67%) resided in the Johannesburg central busi-
ness district (table 1).

Emerging themes

Two major themes and seven subthemes emerged
from the data as presented in table 2. In figure 1,
we further depict how the themes and subthemes
interact in a clockwise direction to influence patient
satisfaction with care, adherence to ART treatment

Table 2 Emerging themes and subthemes

Themes Subthemes

Challenges with
reintegration to
public healthcare
postclinical trial

Negative attitudes of healthcare
providers

Poor healthcare service delivery
Poor communication to patients
Waiting time at the healthcare facility

Barriers to ART Lack of privacy and confidentiality
adherence Incorrect/errors/mistake in ART
dispensing
Bad reception postclinical trial at the
facilities
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Clinic process,
waiting times at
the clinic and
queuing

Challenges with re-
integration to public
health care post
clinical trial period

Attitude of health
care workers

Poor adherence
to treatment and
influence on
defaulting
behaviour

Poor service
delivery and
inadequate
communication
with patients

mprove satisfaction o
patients with public A

health services and I
uptake

Recommendations for implementation

1. Re-training/sensitization of staff for improved

attitude and communication to patients

2. Strategies for improved service delivery
mechanism

Figure 1

and health-seeking behaviour after the transition
from clinical trials to public health services.

Theme 1: challenges with reintegration to public healthcare
postclinical trial

Reintegration challenges post-clinical trial participation
was one of the emerging themes. The attitude of health-
care providers, poor service delivery, poor communica-
tion with patients and waiting time at primary healthcare
clinics were subthemes and are discussed below.

Attitude of healthcare providers

The participants expressed dissatisfaction with the atti-
tude of healthcare providers towards their work. The
participants narrated that the nurses spend most of their
time talking to each other rather than providing service
to patients.

‘The clinic is quite busy, but the truth is that the peo-
ple that work at the clinics are too relaxed, they take
their time. They aren’t as busy as they sometimes
make themselves to be. The workers are the main
problem if we’re being honest, I know they might say
I'm being harsh, but they aren’t motivated to work at
all, you would find that after an hour a nurse has seen
only two patients. Some people like working, others
don’t.” (PID 2, Male, 45-60 years)

‘You just sit there, after they take time to even get you
inside. Even when you eventually get inside, they just
chat and not pay attention to you.” (PID 9, Female,
45-60 years)

Relationship between themes and its influence on satisfaction with and uptake of public health.

Poor healthcare service delivery

Participants expressed reservations about the quality of
service delivery. They reported that healthcare providers
do not devote enough time to either checking on treat-
ment progress or explaining to patients how they were
responding to treatment, unlike their clinical trial study
visits.

‘That side (public health facility), it’'s—take the pills,
bye! There is no time to talk and find out what’s hap-
pening in your life. How are the pills treating you,
what are the challenges that you are encountering?’
(PID 7, Female, 30-44 years).

‘There (public health facility), the workers don’t
care about the patients. They don’t have the care you
have here (ERC). You get there, they check your file,
you take your pills and go’ (PID 12, Female, 45-60
years).

‘I said that if I arrived at the new clinic and they
didn’t take my health seriously and started their
own things, I would have to come back here, but
when I arrived, I found that the service was good.
But they have only drawn our blood once to do
tests and we have not yet been given the results
of the blood tests they did...Thats what makes me
want to come back to Ezintsha, because here at
Ezintsha every single visit you will know exactly
what the status of your health is, you would take
bloods every visit, and they would make sure to
give you a full update, those guys don’t do it the
same way’ (PID 2, Male, 45-60 years).
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Poor provider-patient communication

Participants shared that a lack of communication between
healthcare providers and themselves makes them unsure
when to enquire about their health or whether their
questions will be answered if they continue to ask. This
also includes communication of blood results. Once the
blood was drawn or laboratory tests ordered, patients did
not often receive their results. Therefore, there was no
indication to either the patient or healthcare providers
whether patients were responding to treatment and what
the patient’s immune response to the prescribed HIV
treatment was.

‘We have not yet been given the results of the blood
tests they did” (PID 2, Male, 45-60 years).

‘I don’t know how to explain it. Sometimes you get
there wanting to explain something to them. The
person won’t have time for you and will tell you that
they still have a lot of things they need to do. Some of
us are even scared to talk anyway. You see from when
you start talking to them that this is not going to get
you anywhere, let me just leave it. Sometimes you
just keep what you wanted to say, to yourself’ (PID 6,
Female, 45-60 years).

Waiting time at primary healthcare clinics

Most participants complained about the clinic’s proce-
dures and time commitment. They expressed dissatisfac-
tion with having to wake up early to be in the front of the
queue, but their consultations are only completed in the
late afternoon. They also noted that although the PHCs
were closer to them than the research centre, the total
time they spent per visit/per day was much longer at the
PHC.

‘Ever since I was born, that was the first time I went
to the clinic. Getting to the clinic at 8:00am and leav-
ing at 15:00 (pm), waiting for pills. You leave there
at 16:00 (pm), waiting for pills’ (PID 3, Male, 30-44
years).

‘The clinic opens at 7:30. They start taking cards from
7:30. So, if T want to be on time, I will request an Uber
because it’s still very early in the morning. I'll leave
at 5:30 just to go stand in the queue. The queue is
so long; it would go as far as—it’s quite long’ (PID 7,
Female, 30—44 years).

‘The clinic needs to improve on their line system,
here if I arrive late, I could leave at about 2pm or
so, there I could arrive at 6am and still leave at 2pm.
When I'look at the distance it’s much closer to (clinic
name) but the waiting time is so much longer’ (PID
2, Male, 45-60 years).

Theme 2: barriers to ART adherence

Subthemes like lack of privacy and confidentiality, health-
care provider mistakes on ART dispensing and bad recep-
tion post-clinical trial at the facilities emerged in the
interviews.

Lack of privacy and confidentiality

As a result of the clinic process, participants identi-
fied privacy as a source of concern. This is attributed to
patients needing to line up outside the clinic to wait for
their medications, where passersby can easily identify
those who are on ART, potentially resulting in stigma and
discrimination.

‘The ones collecting ARVs (antiretrovirals) are on
one side, the ones collecting BP (blood pressure)
medication are also on one side, etc. That’s where it
becomes a problem. That’s why people end up de-
faulting and dying because your status ends up being
exposed’ (PID 3, Male, 30—44 years).

‘It is painful because I work with a lot of people.
When people go to or come back from work, they see
me there. I sometimes feel like getting a hat to hide
myself. You don’t want everyone to know that you are
taking treatment because people can be gossipers at
work’ (PID 5, Male, 30-44 years).

‘That makes me very bad, because sometimes you
meet a family member or a neighbour. When they see
you sitting there, they know you are collecting ARVs.
And others ridicule you because of your status. So, it’s
not nice’ (PID 8, Female, 30-44 years).

‘Not good at all because everyone who passes there
sees you, and even people you didn’t want to know
your business’ (PID 9, Female, 45-60 years).

Healthcare provider’s mistake in ART dispensing

Some participants shared experiences of inadequate
communication by healthcare providers that resulted in
the facility failing to change their regimen and partici-
pants being given the wrong ART. As an example, dora-
virine is not available at public PHCs and is currently
being tested in clinical settings. The referral public health
facility and ERC coordinate around the patient for ART
collection 1day in advance, which means the PHCs must
inform the ERC to deliver doravirine for patients who are
coming the next day. This is done to ensure post-clinical
trial access. However, it was noted that the PHCs do not
follow this procedure, causing participants to discontinue
taking doravirine post-clinical trial participation.

‘They (ERC staft) called me from here (ERC) as they
usually call and check on us. They (ERC staff) asked
me when I was collecting my pills because they still
have them. I told them that I collected my pills. They
then asked me which pills I collected. I told them and
even sent them a photo of the pills. They (ERC staff)
said those were the wrong pills. I went back to the
clinic, and they said it was a mistake’ (PID 8, Female,
30-44 years).

‘(ERC staff) gave me a letter to give them at the clinic
when I left here, so when I got there (PHC) they said I
should go home and come back just before my medi-
cation finished. When I did that, they kept shouting
and reprimanding me about not coming to book a
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date, they even gave me the wrong medication’ (PID
10, Female, 4 years).

Bad reception postclinical trial at the facilities

Participants were observed receiving bad reception at
the facilities. These were noted as the PHC healthcare
providers were being disrespectful and rude towards
participants, stating that post-clinical trial participants
thought they would receive special treatment when they
came back to PHCs.

‘They (public health services) are different; they are
not the same (like ERC). It depends on who (health-
care provider) you are dealing with for that day.
Others will treat you well and others will tell you that
you are doing this because you are from Ezintsha, you
think that you are special?’ (PID 4, Female, 30-44
years)

Furthermore, public healthcare providers accused
post=clinical trial participants of leaving the public facility
because of clinical trial reimbursements.

‘The real problem came when I had to go back (to
the public health facility), they were saying you left
here for the study thinking you would get money and
all those kinds of things. It even discourages you from
joining future studies’ (PID 10, Female, 30-44 years).

Although participants did link the negative treatment
to them being clinical trial participants, they did not
express any blame towards the research centre or regret
participating in the trials.

DISCUSSION

The study sought to explore the experiences of clinical
trial participants with reintegration into public health
services, as well as understand any experiences with
ART adherence after participation in clinical trials. To
do this, we recruited participants who had previously
participated in the ADVANCE and DORA HIV treatment
clinical trials that were conducted at the ERC and who
thereafter transferred to the PHCs for continued care.
In this study, participants, irrespective of their sex, age
and/or the specific clinical trial that they participated
in, shared similar encounters with public PHCs. These
experiences were health system-related factors like staff
attitudes, poor clinic routine processes or workflow and
communication having a negative impact on participants’
experiences with service delivery and subsequent adher-
ence to HIV treatment. While some systems issues were
applicable to public healthcare facilities in South Africa
in general, others were specific to clinical trial partici-
pants’ reintegration into public PHCs. Participants from
both the ADVANCE and DORA clinical trials did not
receive adequate health services when they returned to
PHC facilities after clinical trial participation. Based on
the study findings, we accede that follow-up of transferred

participants after the end of a clinical trial is vital as it
could enhance effective linkage to care.”

Staff attitudes towards patients and the quality of their
communication both with patients and among their
different groupings (clinical trial healthcare providers
and PHC) came up short in the opinions of many of
the participants. Some participants reported disturbing
remarks from healthcare providers, including healthcare
providers who assumed that clinical trial participants
expected preferential treatment because they were in the
clinical trial. Such negative interactions are concerning
and could jeopardise patients’ willingness to access health
services at such centres in the future, since other studies
have shown that cordial relationships with healthcare staff
drive HIV care retention. For example, Offie ¢t al draw on
their own and other research to demonstrate that men
who have sex with men were more likely to remain in HIV
care when they had a positive relationship with health-
care personnel.”

Furthermore, participants in our study were dissatisfied
that healthcare providers rushed their visits, leaving their
medical-related queries and concerns unaddressed. The
focus seemed to be mostly on dispensing pills. Having
said that, Wilson et alin their investigation, point out that
one of the hurdles to affording longer consultation and
counselling times to individual patients is logistical—
there is simply insufficient time in the day to be able to
cater to patients’ individual needs and be able to attend
to all of the patients for that day.** While this may be true,
what cannot be avoided is the reality that the quality of
care that patients receive in these instances is compro-
mised. Apart from suboptimal communication between
healthcare providers and patients, healthcare provider
to healthcare provider communication also impacts the
patient experience. Our participants were vocal about
the fact that they often did not receive results of blood
tests after having had blood drawn and, at times, were
even given the incorrect medication. Participants put
the incorrect pill dispensing down to different medicine
dispensing procedures being followed at clinical trial
facilities versus public health facilities, poor communi-
cation between personnel at these two types of facilities
and different medications being available at each type of
facility. For PLHIV, this is especially worrying because their
treatment plans are more complicated, and they have an
increased susceptibility to medication errors. Such errors
can cause further health complications. Although there
are very few studies about the extent of medication errors,
particularly in PLHIV in South Africa, those that have
been conducted show that in hospitalisations, such errors
were not uncommon.” Our study reinforces the need for
further research, as we have shown that even in clinics,
such errors occur, especially when patients move from
one facility to another. It becomes imperative to identify
and remedy the root cause to be able to provide respon-
sible healthcare services to PLHIV. Perhaps looking more
closely at how the Central Chronic Medicine Dispensing
and Distribution (CCMDD) programme in SA mitigates
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such errors can be a good starting point, since according
to Otwombe et al (2022), the CCMDD has enjoyed success
in doing so.*®

Service delivery issues as they relate to communica-
tion can be largely addressed through retraining and
upskilling healthcare staff, not only in facilities that are
catchment venues for clinical trial participants but for
all patients generally. Empirical studies have shown that
healthcare professionals who received additional training
in counselling, testing and treatment are better equipped
than other health workers who have not received such
training to relate to and treat clients in a professional
manner.”” ® Although the perspectives of healthcare
providers were not the focus of our study, other research
has shown that healthcare providers who have insuffi-
cient knowledge themselves about certain medications
or who felt uncomfortable talking about matters relating
to sexual behaviours found it difficult to engage with
patients and provide the correct medication to patients.
Again, continuous professional development of facility-
based healthcare providers may go a long way in boosting
the professional confidence of healthcare providers
to improve service delivery and communication with
patients.

Waiting in queues that were visible to the public outside
the PHCs was another barrier to linkage to care and
treatment adherence. Patients expressed concern about
being recognised by residents in their neighbourhood or
community when they stood in disease-specific lines as
they feared public stigmatisation and discrimination. This
corresponds with available evidence, which reported the
lack of confidentiality and privacy at the public PHCs as a
barrier to adherence.” * Another issue worth addressing
is the error in ART administered to patients following clin-
ical trials by public health personnel. Medical research
ethics require that, following a clinical trial, participants
have access to the study drug if it is still not available in
the public domain or to a Food and Drug Administration
(FDA)-approved alternative that is superior pending FDA
approval of the study drug.”” It appears that at times this
policy was not completely followed, resulting in partici-
pants receiving incorrect medication, which resulted from
a lack of communication and possible negligence on the
part of the public primary healthcare clinics. We reason
that because of incorrect assessments of participants'
clinical records by healthcare professionals at the PHCs
and participants' fear of asking questions, participants
had no choice but to take the wrong medication because
they were unable to ask questions to better understand
the medication taken. These findings are consistent with
previous research from Uganda, which discovered that
poor communication between patients and providers can
result in medication errors.”'

Participants expressed several other concerns about
waiting times and how this impacted their clinic visits,
contributing to suboptimal adherence to ART. The study’s
findings indicate that more formal training on how to
treat patients, combined with enhanced patient flows, is

needed to prevent patient loss to follow-up and treatment
interruption. Long clinic wait times and staff attitudes
towards patients can both be reduced by implementing
quality improvement strategies such as streamlining clinic
booking processes, identifying specific areas for improve-
ment and retraining to provide healthcare professionals
with strong interpersonal skills.*

While the patients’ concerns are sound, they cannot be
looked at in isolation. Ngcobo et al in their investigation
into community health workers who provide community-
based HIV care in sub-Saharan Africa, explain that the
consequence of absent structured action plans causes
inaccuracies in communication, mistrust and inefficiency
among combinations of patients, healthcare workers
and a variety of stakeholders and organisations.”® This
suggests that collaborations between clinical trials and
public healthcare facilities should be to improve patient
referral, continued clinical care and treatment outcomes.
The outcome of our research indicates that patients,
when reintegrating into public health facilities after clin-
ical trial participation, are returned to healthcare systems
and facilities that are not necessarily able to live up to
their expectations of receiving acceptable HIV treatment.

Limitations

The study only involved PLHIV who maintained their
ART regimens and who were virologically suppressed. It
did not include patients with virological failure and who
consequently may experience other challenges. Thus, the
results from our study can only be generalised to patients
who share similar characteristics to the participants in
our study. Adolescents were not represented in our study.
Given that their social context and experiences are likely
to be different from the entirely adult participants in our
study, our study’s result may not be reflective of adoles-
cents living with HIV. To thoroughly identify areas of
healthcare services for improvement, it would have been
more informative to gather opinions from stakeholders
and healthcare providers. Therefore, future studies
should consider involving healthcare providers and
other stakeholders, like health facility partners, who are
working closely with patients undergoing ART. Addition-
ally, because there has been a scarcity of studies reporting
on the experience of PLHIV reintegration to PHC post-
clinical trials, it was difficult to compare the current study
findings with similar studies.

Study implications

The periodic evaluation of health services based on the
patient’s experiences is a crucial tool for the manage-
ment and formulation of public health policies whose
aim is to strengthen health systems and improve health
outcomes.” Sustainable Development Goal 3, in tandem
with health sector reform policies, emphasises the need
for equity, efficiency, quality and sustainability in the provi-
sion of healthcare and also refines the policies based on
periodic evaluations.” Based on the experiences shared
by the participants, poor service delivery could negatively
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impact the uptake of public health services and treat-
ment adherence. Therefore, there is a need for health
stakeholders in South Africa to strengthen reintegration
strategies and improve health literacy and knowledge of
healthcare providers providing care to patients who are
reintegrated or referred to PHCs post-clinical trial period.

Recommendations

There is a need for a proper patient transfer plan after
the end of the trial. This should include an appropriate
communication plan between the clinical trial site and
PHCs’ staff about the patients who are transferred back
to their facilities for continued care. In addition, clin-
ical trial teams should integrate adherence counselling
sessions into study participant visits and emphasise the
importance of treatment adherence to patients after the
clinical trials. Patients should be comfortable commu-
nicating with the healthcare providers if they are facing
any challenges with the treatment they are taking. Imple-
menting efficient booking systems will assist with allevi-
ating the burden of workload and the ratio of patient
volume to clinical staff faced by the PHCs.

CONCLUSION

Factors such as clinic processes, patient flows and staff
attitudes remain barriers to the reintegration of PLHIV
on ART from clinical trial facilities back to the stan-
dard of care within PHGCs. This study highlighted areas
of concern in public health services that necessitate
effective remedial strategies to improve access to PHCs
for patients referred to care from clinical trial facilities.
More research is needed to understand the perspec-
tives of healthcare workers on the barriers to care and
ART adherence for patients. If pressing issues such as
PHC processes, communication gaps and discriminatory
elements are actively addressed, reintegration from clin-
ical trials to PHCs could be improved.
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