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Background: Community client-led ART delivery groups (CCLADs) were introduced as one of the strategies to better serve
individual needs and reduce unnecessary burdens on the health system. However, limited data adequately explained the factors
influencing ART adherence among HIV/AIDS patients in CCLAD’s model of care. The study aimed to assess the factors influencing
ART adherence among HIV-positive patients attending CCLADs in Lira District, Uganda.

Materials and Methods: We employed a qualitative method of data collection recruiting 25 study participants (expert clients)
between July and August 2020. The study purposefully chose 25 participants to participate in with HIV/AIDS patients enrolled in
community-based HIV care models. The interviews were recorded on audiotape, transcribed, and translated verbatim. We used
a thematic approach to analyze the data.

Results: Our study shows that social support among group members, patient self-motivation, counselling, and guidance were the
major facilitators of adherence. From the analysis of results, our study found the following themes: Lack of food, stigma, forgetfulness,
stress, unfair staff at the hospital, and socio-cultural beliefs were among the major barriers identified in this study.

Conclusion: The study emphasizes that CCLADs improve ART adherence for HIV-positive clients by providing a supportive
environment and medication access. Peer influence on alternative medicine usage hinders adherence. We recommend that continued
support, funding, and education are necessary to address misconceptions and sustain CCLADs’ effectiveness.
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Background
Globally, 38.4 million [33.9 million—43.8 million] people are reported living with HIV in 2021." CCLADs according to
this study are community-based models of care that empower HIV-positive clients to form peer-led groups where they
collectively support and assist each other in various aspects of HIV treatment and care. The initiative plays a crucial role
in achieving the UNAIDS 95-95-95 target, which aims to ensure that 95% of the persons living with HIV are enrolled
into care and virally suppressed by 2030." According to the Uganda Aids Commission (2022) fact sheet report,
1.4 million people in Uganda were living with HIV and AIDS.> In the same year, 96% of people living with HIV
(PLWHIV) were on treatment, but only 92% were virally suppressed.” Full ART adherence is central to good treatment
outcomes; however, it still remains a challenge among HIV positive patients to date.’

In Uganda, ART service delivery puts a lot of pressure on the health system, which translates into higher cost,
congestions, and long waiting times due to the long waiting lines.* The World Health Organization (WHO) and major
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donors recommended differentiated HIV service delivery as a novel evidenced based strategy to promote meaningful
involvement of PLWHIV, and to enhance patients’ self-management.” The CCLADs have been implemented as one of
the differentiated service delivery (DSD) model since 2017 by the Ministry of Health.®’

The CCLADs are thought to bring treatment closer to patients, best serving the increasing number of HIV patients
while decreasing undue burden on the HIV treatment system® and improving adherence. According to this study
adherence refers to the extent to which individuals living with HIV consistently follow their prescribed ART regimen.
Each CCLAD group consists of between 4 and 6 HIV positive patients who come from the same community. An expert
client is identified by group members and made the group leader. An expert client refers to an individual living with HIV
who has received training and support to provide peer-based services and support to other individuals living with HIV.’
The collection of ART regiments at each refill for all the group members from the facility is done by only one member
who then distributes to the others. However, there is limited information on how well CCLADs have addressed the
critical issues in improving adherence as a method aimed at improving treatment outcomes. In addition, HIV differ-
entiated care might be influenced by many factors such as complexity around patient’s preferences among others.> It is
against this background that this study assessed the factors influencing ART adherence among persons living with HIV/
AIDS in Lira District, Uganda. A preprint has previously been published in research Gate.'

Materials and Methods

Study Design/Setting

We conducted a qualitative study to explore the perspectives of PLWHIV in CCLADs regarding factors influencing ART
adherence between July and August 2020. We conducted the study at Lira City and district, northern Uganda. Lira
Regional Referral Hospital located in Lira City was used as the entry point because they have all the records of the clients
in CCLADs. Lira Regional Referral Hospital; has 12,275 HIV/AIDS clients currently on HAART and 219 HIV positive
patients in 36 CCLAD groups.'' To qualify as an expert client, a person must have at least 24 months of ART experience,
excellent adherence (virally suppressed at or below 1000 copies/mL of blood), and training in basic psychosocial support
for other patients. Lira is located approximately 340 kilometers from Kampala by road, the capital city of Uganda. The
Lira district is part of the Lango sub-region. The district is bordered to the northeast by Otuke district, to the north by
Pader district, to the southeast by Dokolo district, to the east by Alebtong district, to the southwest by Kwania district,
and to the west by Kole district.

Study Population and Sample Size Estimation

We studied adult HIV positive patients referred to as expert clients receiving ART in the CCLAD models at LRRH.
Expert Clients are cadres of HIV-positive persons who use their own personal experience living with HIV to help others
overcome the many challenges that come with an HIV-positive diagnosis to improve adherence.'? The information
saturation principle was used to estimate a sample size of 25 participants for a thorough understanding of the
phenomenon. Interviews were conducted until a complete range of responses was obtained, and additional interviews
yielded no new information.'*> The expert clients were recruited in the study if they were at least one adult aged 18 years
or older and agreed to provide informed consent for the interviews. The expert clients were excluded if they were sick
and unable to be interviewed.

Sampling Criteria

We chose LRRH on purpose because it contained records for all PLWHIV receiving care through CCLADs in Lira
district, northern Uganda. The expert clients were purposefully chosen as participants based on characteristics or qualities
that will allow for a thorough understanding of factors influencing ART adherence among PLWHIV in CCLADs. The key
characteristic considered in this study was because they have a wealth of information about their experiences receiving
services through the CCLAD model. Expert clients according to this study are HIV-positive men and women who use
their own experiences living with HIV to help others overcome the many challenges that come with being HIV-positive.
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The participants were contacted by phone, and an appointment to meet with them in the community was set up. Those
who met the eligibility requirements were chosen.

Data Collection, Tools and Method

The study research assistants of social sciences training were recruited. They were trained on the study protocol, as well
as tools for one day. The research assistants conducted interviews among people living with HIV in their homes in
private, in the Lango language, for an average of 30 minutes. The interviewers took the time to get to win the trust of the
respondents so they could open up about their experiences. The interviewers asked the questions while observing the
participants’ body language. Key informant interview guide was used to collect data from the respondents. The inter-
views were conducted with the participants, and the audio was recorded, and additional fieldnotes taken during the
interviews. The interviews were conducted in the language best understood by the respondents (English or Luo). The
interviews took an average of 30 minutes each.

Data Management and Analysis

The qualitative data was recorded in audio recorders during interviews and was transcribed in the respective languages.
Those in the local language Langi were then translated into English. The transcripts were read multiple times for data
familiarization.'* The data were coded manually, and the codes were merged following consensus from the authors of the
study, then summarized into themes. Thematic analysis was done based on major themes that emerged from the
responses obtained during the interviews.

Ethics Approval and Consent to Participate

The authors confirm that the approvals were sought from appropriate institutions and that all methods in this study were
performed in accordance with the relevant guidelines and regulations. The study protocol was reviewed and cleared by the Gulu
University Research Ethics Committee (GUREC-048-20). The protocol was further cleared for collection of data in Uganda by
the national research regulator, the Uganda National Council of Science and Technology (RESCLEAR/01). Administrative
clearance for this study was obtained from the district health officer of Lira district and the hospital administration of LRRH.
Written informed consent was obtained from all study participants according to the Declaration of Helsinki for interviews, audio
recording and publication of anonymised responses. None of the participants were below 18 years of age.

Results

Characteristics of Respondents

In our study, of the 25 group heads of CCLADs, majority, 64% (16/25), of the respondents are males and 64% (16/25)
were married. In addition, the majority, 60% (15/25), of those who participated only had completed primary education
and 76% (19/25) were dependent on subsistence farming (Table 1).

ART Adherence Among HIV-Positive Clients in CCLAD in Lira District

Majority of the participants reported that CCLADs improved ART adherence since there is group support. Accordingly,
CCLADs had many benefits, although some participants narrated some challenges related to being in care while in the
CCLAD-differentiated model of care. These are presented as a mixed narrative of the factors influencing ART adherence
from the themes that emerged from the data. Enablers are defined in this study as benefits qualified by those in the
CCLAD groups that may directly result in increased ART adherence. The barriers are considered as factors that
negatively affect adherence among the members of the CCLADs.

Healthcare Worker—Client Relationship
Majority of the respondents reported mixed feelings about how they were treated by health workers. During drug refills
and clinical appointments, the majority of respondents said they got along well with the health workers. Some reported
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Table | The Socio-Demographic Characteristics of the Participants in
CCLAD:s in Lira (n = 25)

Variables Category Frequency n (%) Mean (SD)
Age 44.0 (9.9)
Gender Male 9 (46.0)
Female 16 (64.0)
Marital status
Single 3 (12.0)
Married 16 (64.0)
Divorced 3 (12.0)
Widowed 3 (12.0)
Education level
No education 2 (8.0)
Primary 15 (60.0)
Secondary 4 (16.0)
Tertiary 4 (16.0)
Occupation Peasant farmer 19 (76.0)
Business person 4 (16.0)
Civil servant 2 (8.0)
Religion Catholic 12 (48.0)
Protestants 9 (36.0)
Muslim 4 (16.0)

that health workers treated them unfairly, which may discourage them from remaining in care. Some had the following to

say regarding treatment by the health workers:

....... Medical personnel who could follow me up because at that time they could really care for those with HIV. I could shed

tears whenever | see that nurse. It was a Dr. who convinced me and I started again and I realized I could live again and

I continued till now. (Female, R02, 45 years)

It is that nurse I got in
(Female, R15, 34 Years)

who helped me because she took me by hand to the clinical room and gave me my medication.

Some of the KIs pointed out that they were being mistreated such as being shouted at by the health workers. One of the

respondents had the following to say....

When I started taking ARVs, I did not want to continue because I found a nurse who shouted at me in the presence of my

daughter and I left taking it for one year. And yet I had to pick drugs from my friends. (Female, R02, 45 years)

Saving Transport Cost
Most of the participants reported that adherence to ART has numerous benefits. The majority of the key informants had

similar views that CCLADs have enabled clients to access the drugs conveniently, saving them transport cost. The clients

further reported that, by pooling resources, clients can share the cost of transportation, making it more affordable for

everyone. Some of the views have been shared as quoted below;

....... we always have turns for each person to collect our medication from the hospital. So, if it is your turn, we collect 500/=

shillings each to give a person going to collect our medication. However, for other people, I do not know how it can prevent

them because am always at my home here and if it is my turn of going to the hospital, I just go and pick drugs for all and we

save money. (Female, R14, 31 years)
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Some people had started to fear going to the hospital because of covid-19 lockdown but I would like to thank the hospital for
making the ARV refill near us. This was really a problem to us because we could go and if not having a mask would be

a challenge. (Female, R7, 33 years)

Benefits of ART Adherence

The majority of participants stated that adhering to ART has numerous advantages. The majority of key informants
agreed that CCLADs had helped clients stick to treatment. A significant number of respondents stated that the drugs are
brought to the clients’ homes and they rarely miss taking them, resulting in better adherence. Here are a few examples of

quotes:

I realized the goodness of this drug because it was making me stronger and healthier. The drugs are brought nearer and I keep on
taking ARVs because it is making me able to live, pay school fees, and farm. (Male, R3, 53 years)

The support I get from the group makes HIV medication easy. When we meet, we remind each other about the importance of
taking the drugs....... it has made me happy since it has given me a longer life. I never liked this drug in the beginning because
I did not know that I was HIV positive. (Female, R9, 37 years)

Religious Influence

In addition, the influence of the religious leaders was also reported by some of the participants. A number of participants
reported that religious leaders are very strong pillars in their lives. Some of the respondents reported that they would
consult religious leaders with the hopes of getting healed. One of the participants was quoted as follows:

Sometimes our group go to the pastor to pray for us with belief we shall get healed or God can make it easy to live with AIDS.
At first, we abandoned taking the drugs with hopes of getting healed and one of us nearly died when she got very sick. (Female,
R13, 54 years)

Peer Influence to Use of Alternative Medicine

A number of HIV-positive patients in CCLADs reported that group members influenced them to use alternative medicine
(traditional herbs) to cure HIV as a belief and practice that impeded consistent ART adherence. Some of the participants
died as a result of using alternative medicine. This view was reported by some of the respondents as quoted below;

There was a friend of mine in the group who said they are not supposed to take a particular drug for so long, and she went to an
herbalist and started taking herbs, abandoning ARVs, and she died. (Female, R6, 53 years)

Another respondent said those without knowledge of treatment options in the group still use the harmful traditional
methods to cure HIV which can negatively influence ART adherence. He reported

............. Still stuck on cultural ways and beliefs such as using traditional herbs for curing HIV which can discourage him/her
from taking their ARVs. (Male, R22, 45 years)

Stigma

However, some of the clients in the CCLADs pointed out that being in groups leads to stigma. Some participants reported
that there are affiliates in the group who share groupmate’s status with other members of the community. Then, everyone
will get to know that you are living positively which can increase stigma. Some of the quotations are as shown below.

Because of fear of stigma, some men living with HIV who are not in CCLADs avoid refilling their ARVs. As a result, they
begin to share ARVs with their wives in CCLADs. This causes these women to miss taking their ARVs because the medications
run out before their refill dates. (Female, R15, 34 Years)

Sometimes people can point out to us that we are taking HIV medication, and this can anger us. (Female, R11, 52 years)
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Conflict in the Group

Some participants reported bad conversations among group members, which can lead to poor adherence. A good personal
focus on treatment was reported as a strategy to ensure group members’ adherence and to take medications as an essential
part of their daily lives. This viewpoint was shared by some of the respondents as quoted below:

The people in the group I interact with talk bad about each other, but cannot stop me, but encourage me. That is how I have been
living because I don’t even take alcohol. (Male, R1, 45 years)

However, on the other hand, some of the respondents reported being infuriated by others in the group. It was reported that
when the group members lack understanding amongst themselves it leads to conflicts which affect adherence to the
drugs. A huge number of the respondents reported being infuriated by the associates in the group due to negative talk.
Some of the participants had the following to say:

My thoughts prevented me from taking my medication in the past because if you are upset by someone in the group and you are
also sick, you can be annoyed and easily stop taking your medication and offer to die. (Male, R25, 62 years)

Discussion

The study revealed important findings regarding ART adherence among HIV-positive clients in CCLADs in Lira district.
Participants reported that CCLADs improve adherence through group support, but challenges such as healthcare worker—
client relationships, peer influence, religious leaders, conflicts, and stigma hinder adherence.

The benefits of being in a community client-led ART delivery group in low-resource settings are numerous. Our
results in this study show that community client-led ART delivery groups (CCLADs) can improve adherence to
treatment, retention in care, and reduce healthcare costs. An earlier study found that CCLADs significantly reduced
costs associated with HIV care.” First, these groups provide a support system for PLHIV who may face stigma and
discrimination in their communities. Our results further show that being a part of a group of people who share similar
experiences can help reduce the isolation and loneliness that PLHIV may feel. Similar studies have shown that adherence
rates were higher in groups where clients were involved in the distribution and administration of ART drugs than in those
where healthcare providers were responsible for the entire process.®!>'¢

In low-resource settings, where access to healthcare is limited, community-led ART delivery groups can provide
a supportive environment for PLHIV and improve their overall health outcomes. Being part of a supportive community
can positively influence health, adherence to ART, and overall health outcomes of people living with HIV (PLHIV).
Several studies have highlighted the benefits of community-based interventions. The result from this study is consistent
with other evidence highlighting the importance of social support in community client-led ART delivery groups and
suggests that such groups can facilitate social support among PLWHIV.'”'® These findings underscore the importance of
developing and supporting community client-led ART delivery groups in low resource settings.

Furthermore, participants in this study had similar views that CCLADs have enabled them to access the drugs
conveniently and saving them in transport cost. This is due to the fact that transport costs can be a significant barrier to
accessing healthcare services in many low-income countries.® Especially in rural and remote areas, clients may have to
travel long distances to reach health facilities, which can be expensive. Our results are in agreement with evidence from
elsewhere, where patients participating in the CCLAD model valued the opportunity to share the burden of ART refill
pick-up transportation costs from facilities.”"""

Our results show that, CCLADs save clients time and other resources which have ability to improve adherence. Our
findings are in agreement with a study that found that CCLADs reduce patient travel time and costs associated with
receiving care.'® Additionally, congestion and long waiting times at points of care can also lead to missed appointments
and poor follow-up care, further exacerbating the negative impact on patient outcomes. Similar findings were echoed in
a study conducted elsewhere and in Uganda which found that congestion and long waiting times were common
challenges faced by community client-led ART delivery groups.'”** The study found that these challenges led to
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frustration and dissatisfaction among patients, which could potentially lead to poor adherence to ART and subsequent
treatment failure. A possible reason could be due to the context in which these studies were conducted.

Our findings revealed that some PLWHIV in CCLADs seek treatment from religious leaders and alternative medicine
in the hope of being healed. The findings are similar to those of another study, which discovered that some respondents
believed that prayer can indeed heal HIV.?' Furthermore, another study identified religious leaders as key stakeholders in
the HIV/AIDS fight, despite their role being limited by a lack of training, inadequate equipment, and facilitation to carry
out HIV prevention programs.>? This could be due to the similarity of the population and the context. The role of the
religious leaders and key individuals in the group who may have influence can negatively impact on adherence to ART.
Nonetheless, most antiretroviral treatment (ART) programs in this region continue to struggle with poor adherence to
therapy due to client factors such as religious beliefs.”®> Furthermore, evidence from elsewhere also suggests that some
individuals have preference for traditional medication (herbs) which have the potential to compromise the adherence to
ART*

Community client-led ART delivery groups can reduce stigma is by providing a safe and supportive environment for
people to share their experiences and challenges with HIV/AIDS and take control of their treatment. In our study, we
found that CCLADs remarkably reduced stigma. A possible reason could be that community client-led ART delivery
groups provide a safe and supportive environment for peer support and education, empowering individuals living with
HIV/AIDS. Our finding is consistent with the result from a study where individuals recognize the fact that the model
improves their medication devotion and enhances their capacity to be productive workers and considers taking
responsibility for their families.”> However, the study conducted elsewhere found that fear of stigma was one of the
barriers to adherence.?®

While community client-led groups can be effective in reducing transport costs and improving access to healthcare,
conflicts can arise within these groups. Our finding shows that conflict in community client-led ART delivery groups can
have negative consequences for both the group and the clients they serve. This could be due to difference in priorities/
interest within group members or an unhealthy dynamic, where certain individuals exert disproportionate control or
influence over decision-making processes. Similar findings were found in a study which showed that some clients voiced
a lack of unity among individuals, as well as some patients are hesitant to form CCLAD groups as they may not know
one another at first and are afraid of conflicting in the society.'® By addressing conflicts early on and promoting
collaboration and shared decision-making, community client-led groups can continue to serve their clients effectively
and promote equitable access to healthcare services.

Strengths and Limitations of the Study

The current study had some strengths. The study identified several facilitators of CCLADs, including positive relation-
ships with healthcare workers and social support from group members. Participants reported that good treatment by
healthcare workers encourages them to adhere to their medication, while social support from group members creates
a strong support network that provides various benefits, including cost-sharing and access to drugs during COVID-19
lockdowns. Religious leaders were also identified as influential in some cases, while peer influence to use of alternative
medicine was reported as a significant barrier to ART adherence. Our study had some limitations. This study was only
conducted on CCLADs in one health facility, which could affect the generalizability of the findings. There is a potential
impact of interviewer bias on participant responses, but we believe it is minor in comparison to the knowledge generated
in this article.

Conclusion

Overall, the study underscores the importance of CCLADs as a model of care for HIV-positive clients in improving ART
adherence. The findings suggest that a supportive environment and access to medication are crucial enablers of
adherence, while peer influence to use of alternative medicine poses a significant barrier. The study highlights the
need for continued support and funding for CCLADs, as well as ongoing education to address misconceptions about HIV
treatment and the use of alternative medicine.
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