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Purpose: This study aims at exploring experiences of people caring for adolescents living with HIV, also known as caregivers. By
2021, 150,000 adolescents were living with HIV and 32,000 adolescents were dying of AIDS related causes. HIV/AIDS remains one
of the most serious public health problems, especially among the adolescents. This has placed a heavy burden on many caregivers, yet
they are essential in caring for ALHIV. However, focus of all interventions has excluded caregivers of ALHIV. Thus, this is the reason
why this study is being conducted to find out caregivers’ experience in caring for ALHIV.

Participants and Methods: A phenomenological study was carried out. Purposive sampling was used to select a total of 15
caregivers to participate in the study. These participants were subjected to in-depth semi-structured interviews. Their responses were
recorded, transcribed and translated for thematic analysis.

Results: While analyzing the results, six themes emerged. They include: diagnosis and reaction to diagnosis, experiences on
adolescent’s HIV serostatus disclosure, stigma and discrimination, care disengagement, and lastly, challenges during care and coping
strategies. Caregivers experienced feelings of fear, Guilt, suicidal thoughts after diagnosis. Stigma and discrimination of adolescents
living with HIV which was common at school and from the neighbors and the adolescent stage were some of the challenges
experienced by the caregivers and it makes it hard to retain ALHIV in care.

Conclusion: Families are the main source of caregiving to the adolescents living with HIV (ALHIV). The study’s findings indicate
that caregivers in the families experience challenges related to family needs, and psychological challenges resulting from the
adolescence stage. So, families should not be left to shoulder the burden of caring for ALHIV. As a way forward, social network
and financial support should also be strengthened for most caregivers as a coping strategy.
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Background

Human Immunodeficiency Virus/Acquired Immunodeficiency Syndrome (HIV/AIDS) has negatively impacted and
disrupted families. Family members’ productivity and functions have also been negatively affected, especially the
caregivers of adolescents living with HIV/AIDS." For all the efforts to control increasing numbers of people living
with HIV, 38.4 million people globally, were living with HIV at the end of 2021.> Among these, 36.7 million are adults,
1.75 million are adolescents aged 10-19 years and of these, 1 million adolescents were estimated to be girls while
750,000 were said to be boys. Also by 2021, 1,750,000 adolescents were living with HIV, 150.000 adolescents were
newly infected with HIV and 32,000 adolescents were dying of AIDS related causes.””

From the above statistics, we can conclude that HIV/AIDS remains one of the most serious public health problems,
especially among the adolescents. This is because adolescence is a critical period of development. Erikson’s theory of
psychosocial development explains adolescence as a transition from childhood to adulthood where adolescents begin to
feel confused and insecure about themselves. They begin to establish a sense of self and they end up experimenting
different roles like early marriage and behaviors like drinking alcohol and engage in early sex. Such changed behavior
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highly exposes them to HIV and also increases its transmission to those who are negative. It also leads to lower
percentage of adolescents testing and poor adherence to treatment.

Lower percentage of adolescents testing and adhering poorly to treatment has raised the number of adolescents living
with HIV to 82% of the 2.1 million people living with HIV globally. This has had both direct and indirect effects on the
population and caregivers of ALHIV have been severely affected. Depending on the intensity of this caregiving, such
involvement in caring has been observed to negatively affect their domestic economy, health, physical and psychological
wellbeing of caregivers. This has caused feelings of fear, grief, suicidal thoughts, financial burdens and household
dysfunctions among these care givers. These dysfunctions are highest in low and middle income countries where they do
not have enough income to take care of the family members.® In these countries, families and in particular parents or
guardians are the main source of home-based care for adolescents living with HIV, but are often overwhelmed and
burdened by caring for the adolescents living with HIV who are in this critical period at the same time living with HIV®
and would want to be supported.

In the past decade, the global community and individual countries have made progress in meeting the needs of children
living with HIV. Support is often provided through targeted programs. Unfortunately, this support does not meet the needs
of the population and challenges that arise during the adolescence period’ have not been addressed. They have only targeted
adults and children living with HIV and their families. It is upon this background that we explored the experiences of
caregivers of adolescents living with HI'V at Mbarara City Health Centre IV which is found in South Western Uganda.

Methods

Study Design

This was a qualitative study rooted within a phenomenological design. It was employed to explore caregivers’
experiences in regard to caring for adolescents living with HIV. The study was conducted at Mbarara city Health center
IV. The qualitative approach was chosen because it was suitable for exploring and describing the unique experiences of
caregivers, their challenges and the coping strategies that have been employed by caregivers of adolescents living
with HIV.

Study Setting

This study was conducted from the antiretroviral therapy (ART) clinic at Mbarara City Health Centre IV in Mbarara
City, South western Uganda. Mbarara City Health Centre is a large volume facility in the center of Mbarara City.
They offer specialized services which include the adolescent clinic that is scheduled on a Tuesday every week. The
Mbarara City Health Centre facility was chosen because it is one of the facilities with high numbers of adolescents
living with HIV. They receive care from the ART clinic. It is located in Mbarara which is the second largest city in
Uganda.

Population

The study’s population involved care givers of ALWH (10-19 years) at Mbarara City Health Centre IV, Mbarara City
South Western Uganda. Participants were drawn from the Mbarara City Health Centre four adolescent HIV care clinic
using the purposive sampling method. This is because the facility runs weekly ART clinic for adolescents. Also 15 care
givers who had come with the ALHIV (10-19) to the ART clinic were recruited. Potential participants were easily
identified by the researcher since it was an adolescent clinic day. Adolescent peers helped in the identification of these

participants.

Inclusion Criteria
All caregivers of who are providing direct care to adolescents living with HIV aged 10 to 19 years and consented to
participate in the study.
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Exclusion Criteria
Caregivers of ALHIV (10-19 years) who were not able to use the English language and Runyankore-Rukiga which were
the languages being used in the study.

Sample Size

Fifteen care givers were enrolled and they were determined by saturation of information. Saturation was a point where no
more new information was being generated from the in-depth interviews. Data saturation occurs when there is repetition
of ideas from participants and information becomes redundant. It is used to determine sample size in qualitative research.

Instrument

A semi-structured interview guide was used to collect the data. This was developed basing on the objectives of the study
following the cited literature on this the subject. It comprised of two sections: part on the biographic data (age, sex,
relationship with the child etc.) and the main questions which probed the respondents reaction to the diagnosis, their
challenges and how they have tried to cope with the challenges.

Data Collection Procedure

The researchers piloted their semi-structured interview guide at Bwizibwera Health Centre Four. This helped them in
adjusting and modifying the questions to suit the context and the objectives of the study. After obtaining the Research
Ethics Committee approval and administrative clearance from Mbarara City Health Centre four, the researcher then
explained to the study participants the study’s topic, its objectives as well as the purpose of the study. They made it clear
to the participants that participation was entirely voluntary. A written consent was obtained from all the selected
participants of ALHIV (10-19 years).

With the help of the adolescent peers, researchers used purposive sampling to recruit care givers of ALHIV who had
come to the adolescent clinic day. Data was collected in July 2022 in a quiet place, precisely in private rooms which were
allocated to the researchers within the hospital’s premises. Researchers conducted 15 face to face in-depth interviews
with caregivers. Their responses were recorded using an audio recorder and also in a note book. Participants that is both
the care givers and the ALHIV adolescent were given two bottles of soda as refreshment during the study. Clients who
attended the adolescent clinic and met the inclusion criteria were consented to voluntarily participate in our study. Data
was collected using semi-structured interview guides. On average, each in-depth interview took about forty-five minutes.

Data Analysis

We adopted thematic analysis to analyze the data because it allows the researchers to fully reveal the meanings emerging
from the data while conceptualizing narrative reports as per significant units. We first wanted to know the full meanings
from each transcript by reading them thoroughly and carefully. We therefore noted down the different themes which were
identified. The noted themes were compared to each transcript until we got the relevant themes equivalent to our research
questions and objectives. We ensured that these themes provide the evidence from the data collected. Through the various
discussions about the themes, we finally concluded on them and proceeded with identifying the compelling quotes from
the transcripts which tallied with our working themes and research questions. Validity was ensured through continuous
reading of the transcripts by all the authors (KM, NA, KE and ATO) Discussion of the codes which made us come to final
changes which were incorporated into the findings.

Ethical Consideration

Ethical approval was obtained from Mbarara University Research Ethics Committee (MUST-REC: 2022-575) since the
Research Ethics Committee at Bishop Stuart University was not yet accredited. This study complied in line with the
Declaration of Helsinki ethical guidelines pertaining research involving human subject participants. We also sought
permission from the city health officer and principle medical officer, Mbarara City Health Centre IV and the ART clinic
in-charge who allowed us to interact with the caregivers of ALHIV. All the study participants provided consent in writing
or through their thumbprint after being informed about the study. Participants were not penalized for refusal to participate
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in the study. In the informed consent form, Confidentiality was protected throughout data collection to ensure data
quality. Participants were informed and authorized publication of the anonymous responses after meaningful analysis.

Results

Demographics of the Participants
We interviewed a total of 15 caregivers and among them, were 11 females and 4 men in the age category of 30-35 years
of age. Most of these caregivers were females and they were HIV seropositive. A considerable number (9) of caregivers
were peasants, who dropped out of school at primary level and they were Anglicans by religious denomination as shown
in Table 1.

The thematic analysis examined the challenges caregivers experienced while caring for the ALHIV and 6 major
themes and subthemes emerged as illustrated in Table 2 below.

Major Themes
The responses retrieved from caregivers highlighted the challenges they experienced while caring for adolescents living
with HIV and the following themes were generated.

Theme |: Diagnosis and Reaction to HIV Diagnosis

At the time of diagnosis, some caregivers were not aware that their children were already living with HIV. This was
found to be common among grandmothers who had no idea of what HIV was. Their reactions to the diagnosis of their
children’s status were scaring and it included suicidal thoughts, fear and grief. It was however a different story for the
mothers who were HIV positive, it was not that surprising because this was expected by HIV positive mothers who knew
there was a possibility of mother to child HIV transmission since some of them did not deliver from hospital. Since
adolescents were diagnosed at a younger age and they were biologically related to the care givers; their reactions were
divided into two subthemes.

Subtheme |: Knowledge on Adolescent’s HIV Infection

HIV positive mothers knew their HIV status and there was a possibility of mother to child transmission. So, when the
results turned out positive, it was not surprising however, they were not happy as voiced in the quotations below;

Table | Demographic Characteristics of Participants

SN Age of Sex | Occupation Relationship | HIV Religion | Age of Sex of Education
Participant with Child Status Child Child
CGOoOol | 46 F Peasant Mother + Anglican 10 F Primary level
CG002 | 45 F Small business Mother + Anglican 14 F Primary level
CGO003 | 47 F Peasant Grand mother | — Catholic 10 M Primary level
CG004 | 40 F Peasant Mother + Moslem 15 M Primary level
CGO005 | 44 F Tailor Grandmother | _ Anglican 12 F Secondary level
CGO006 | 38 F Housewife Mother + Catholic 15 F Secondary level
CG007 | 52 F Peasant Mother + Catholic 17 M Primary level
CGo08 | 30 M Peasant Father + Anglican 13 F Primary level
CGO009 | 40 M Small business Paternal Uncle | _ Catholic 18 F Primary level
CGOl10 | 50 F Peasant Mother + Anglican 19 F Primary level
CGOll | 48 F Peasant Grand mother | _ Moslem 18 M Primary level
CGOI2 | 35 M Motorcycle rider Paternal uncle | _ Moslem 14 F Secondary level
CGOI3 | 30 M Small business Mother + Anglican I M Primary level
CGO14 | 45 F Peasant Mother + Catholic 14 F
CGOI5 | 42 F Peasant Mother + Anglican 14 F Primary level
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Table 2 Themes and Subthemes

SN Main Themes Subthemes

| Diagnosis and reaction to diagnosis Knowledge on adolescent’s HIV infection
No prior knowledge on adolescent’s HIV infection
2 Experiences on adolescent’s HIV serostatus disclosure Suicidal thoughts,

Feelings of grief fear

Concerns about the future

3 Stigma and discrimination Surrounding people

No discrimination

4 Care disengagement Weight loss

Poor ART adherence and retention in care
5 Challenges with care giving Challenges with the adolescence

Financial difficulties (food and transport)

6 Coping strategies Support from people

No support from people

She began falling sick severely, later she was diagnosed with HIV, I was not happy since I am already sick and now the child.
I started wondering which crime my child had committed. This actually took me a long time to overcome thought the counselors
supported and comforted me. I love her more than the rest of the children from the time of diagnosis and they all know why
I love her (52-year-old female, HIV +VE CG007)

Another caregiver shared about taking the child to the hospital for an HIV test as early as possible so that she could be
enrolled on ART if found positive. Since the couple was on ART, this caregiver knew the importance of early enrollment
on ART.

I tested my child when she was around three months but I didn’t see positive results as a new thing because I knew the reason
since my wife gave birth from home (30-year-old male, HIV +VE CG008)

Subtheme 2: No Prior Knowledge on Child’s HIV Infection

Caregivers stated that they could not think about HIV because they believed their children were young and thus, they
could not have involved themselves in sexual activities which is one of the surest ways of contracting HIV. It was after
they got severely sick that they went to the hospital. After HIV tests were carried out, they found out that the children
were HIV positive. The caregivers developed feelings of fear and hopelessness. This is because they were wondering
how these young people were going to live with HIV for the rest of their lives. A number of questions thus, popped up on
how and where they contracted the virus from, yet the caregivers themselves were HIV negative. But these questions
could not be answered by either themselves or even the adolescents. Below are their reactions:

I told the health workers to give him medications since I had nothing to do at the time. This is because the mother claimed that
the son might have contracted the virus from the house helper and not her. So, I had to let the child begin ART since at the time
he was too sick and was about to die of diarrhea and cough (47-year-old female, HIV —VE CG003)

[ am not the one who took her to the hospital. It is her aunt who took her there. When she reached there, they discovered that, she was
positive. When they returned, the aunt asked me to enter the house. She didn’t want anyone to listen to what we were discussing. She
immediately showed me the results. I was numbed by what I saw. I ran short of words. However, I later on asked the girl to tell me
how she thinks she got infected. She completely denied and refused to reveal the source of her infection. I was hurt and I never want to
recall that story because it brings stress to me which I had put behind me (45-year-old female, HIV —VE CG002)

Theme 2: Experiences on HIV Serostatus Disclosure
Overall, after listening to the caregivers who were interviewed, we concluded that, times of disclosure have been
a stressing moment for caregivers. Mostly, grandmothers who have to deal with their own responsibilities and advanced
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age, are always wondering how their grandchildren will be able to survive those situations. Most caregivers are
hopelessness and some of them even contemplate committing suicide. A certain caregiver of a 12-year female adolescent
was worried about the future of her daughter. She was worried that her daughter might never get married because of the
discrimination and stigma she has witnessed herself. This continuously haunts her.

I keep on wondering about what will happen to her when she grows up because I think she will be neglected by men in case she
wants to get married. It has taken me a long time to overcome the above thoughts. However, the counselors have tried to help
me out. (45-year-old female, HIV+VE CGO14)

Theme 3: Stigma and Discrimination

There is minimal sensitization and awareness about stigma and discrimination related to HIV among the HIV negative
people. It still affects some caregivers and their adolescents living with HIV. However, some caregivers stated that some
of their relatives were supportive both financially and emotionally.

Subtheme |: Surrounding People

Caregivers were found to be so sensitive to the abusive words from the neighbors and the surrounding society to their
adolescents living with HIV. Seeing their adolescents being stigmatized and discriminated from others while playing with
their neighboring children is something very hard for them to take in. At school, the adolescents reported to their
caregivers that whenever they coughed during breakfast, they would be taken to separate rooms claiming that they had
tuberculosis and that they were preventing them from spreading it to other children.

Haaaa! Our neighbors abuse her and look at her like an AIDS person and they claim that she is about to die. They also claim she
sold herself to acquire AIDS. This annoys me forcing me to exchange words with them. This actually affects her too and she has
been stressed for a while though was comforted by the counselor... (45 year old female, HIV —VE CG002)

At first, they used to treat her badly, abusing her using all sorts of words. They assured her that she had AIDS, and that she is
about to die. They also kept on telling her that her whole family is going to die. She asks me why they treat her like that. These
words have affected her and there was a point when the stigma compelled her to leave school and run away from home. she was
found in some place and I was telephoned to picked her up. She once asked me how she got infected with HIV AIDS yet others
don’t have it. I explained to her (52-year-old female, +VE CG007)

Subtheme 2: No Discrimination
Some adolescents living with HIV and their caregivers have not experienced any form of discrimination. However, it is
because they have not disclosed to anyone their HIV status. Relatives who knew about it treat them with care and love.

Neighbors and friends do not know.

Some relatives know about it and they don’t discriminate her, we went at home and disclosed our status to them. So, they don’t
treat us in a different way and incase she doesn’t have what to eat they always give us something to eat. (46-year-old female,
HIV +VE CGO001)

Those who know about it take care of this child well and they have actually helped me in taking care of him well and they
mostly give him comforting messages just in case he is lonely (40 Year old male, HIV -VECG009)

Theme 4: Care Disengagement

This theme clarifies the consequences that have resulted from adolescents living with HIV. Adolescence being a period of
changed behavior and wanting to discover, the adolescents tend to ask so many questions eg Why they are taking
medications etc. They end up disengaging themselves from care which results into losing weight and adhering poorly to

ART. This has been discussed under two sub-themes which is weight loss and poor ART adherence and retention in care.
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Subtheme |: Weight Loss

Caregivers were worried about their ALHIV losing and not gaining weight, yet they feed well. This could be because
they were not taking ART as they are supposed to. An incidence of throwing away medications was voiced as reported
below;

At some point the viral load was high and he had lost weight and I wondered why until when the counselor probed and
discovered that he had been throwing away the medications. Counseling was done until he resumed taking his medications and
now, he is okay (38-year-old female, +VE CG006)

Subtheme 2: Poor ART Adherence and Retention in Care

Some care givers have disclosed HIV status to the adolescents and given them the ART keep and be in control since
caregivers believe that these adolescents are now mature. Adolescence being the age of role confusion and sometimes
disrespectful, they intentionally refuse to take medications and their parents find it hard to convince them due to the
questions they ask like why I am the only one taking drugs every day? What did I do wrong? As a result they disengage
leading to poor ART adherence and retention in care

She refuses to take medication and later falls sick. This disturbs me so much. Otherwise, she wouldn’t have any problem (35-
year-old male, HIV —VE CGO12)

Another care giver observed:

She would have no problem but she has refused to take medication and it becomes worse when she is at school, I try to talk to
her but still ignores me. She also has also developed a habit of not listening to me at all while taking to her, I don’t know if it is
this age or she is angry that I transmitted HIV to her (40-year-old female, HIV +VE CG004)

Theme 5: Challenges with Care Giving
As earlier on asserted in this study, adolescence is a vulnerable stage which is characterized by immature judgment and
bad decision making. They ask questions which are very difficult to answer yet, if they are not given answers, they decide
not to continue engaging themselves in care.

Caregivers also have financial challenges especially during clinic days. They usually lack transport to the hospital and
because of this they have to walk long distances to the hospital. And lastly, they also lack quality food yet they have
families to take care of.

Subtheme |: Challenges with Adolescence

Their age is very difficult to deal with. This has become a burden to the caregivers because they cannot listen to them in
case, they want them to avoid a certain vice, for example engaging in early sex which could result into early pregnancies.
They also ask their caregivers why they were born different from other children and why they take pills every day. Such
questions stress and psychologically challenge the caregivers. Also, some caregivers have not told their adolescents their
status because they claim it might be a terrible experience and so they are still preparing for the right time to tell them.

It has not been easy, first of all they are young and cannot advise themselves to make the right decision. So, caregivers also have
a burden of simultaneously handling their children’s stupid age and their status at the same time. It becomes so stressful to the
caregivers. More so their age is so hard to deal with. For example, the children ask why their parents did not make sure she was
born negative like others. Yet some of them are not old enough for one to explain to them. This is a serious burden to the
caregivers. (52-year-old female, HIV+VE CGO005)

Another care giver also added;

Recently she began acting differently, saying that she was fed up with life and she even wrote on paper showing
everyone how she was HIV positive. She could not allow anyone to talk to her. I am sure she didn’t think twice before
doing it. I can’t tell you that I know what brought her to that situation. Most probably it might have been that
adolescence age. (42-year-old female HIV+VE CGO015)
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Subtheme 2: Financial Difficulties (Food and Transport)
Most of the interviewed caregivers have no formal education hence they are not employed. They depend on farming
which cannot provide enough for their families.

In addition to the burdens of family responsibilities, their adolescents need much supervision to make sure they are
adhering well to ART. One care giver said:

She is jobless. Thus, she has nothing to eat. The health workers told me that she has lost weight. I think it’s because she lacks
what to eat and because of this, she is stressed due to lack of a job (46-year-old female, HIV+VECGO001)

A widowed caregiver lamented that she had lost her husband to AIDS. So, she lacks financial assistance and this financial
incapacitation has made her caregiving situation worse.

I give her the necessary care she needs. The only problem is that I am a single parent. This gives me hard time when providing
care. The father died last year. That has affected her care. For example, when it’s time to go to the hospital, it is hard for us to
get transport to take us up to the hospital. I am the only one to provide for the children. So, she doesn’t receive the right care that
she is supposed to get, I even end up missing the real appointment days and come after it has passed which shouldn’t be my
wish and this affects my child too (45-year-old female, HIV+VE CGO014)

Subtheme 3: No Support from People

The other group of caregivers stated that they had never received any support from anyone and that they would also wish
to get support in order to help them reduce on their burden of responsibilities since they also have other siblings to take
care of. They also added that they would want support in form of health education because these adolescents are in
a critical stage which needs constant reminding about their status so that they can be retained in care. A care giver
lamented;

We used to hear that when you have a child like mine, you would be given support from the hospitals. For me I have never got
anything like support for my child. I only suffer with her. I have never had a phone call telling me to go and pick for her stuff.
I wouldn’t mind any support given to me, be it school fees and what to eat so that she can be healthy so that people fail to
realize that she is sick (38-year-old female, +VE CGO006)

I have heard that different people get support mostly in education. But I have never received any form of the support (48-year-
old female, -VE CGO011)

Theme 6: Coping Strategies
Caregivers also shared with us the strategies which they employ in order to cope with the challenges which they
experience. They also stressed the importance of supporting caregivers of ALHIV.

Subtheme |: Support from People

Caregivers revealed that what kept them motivated is the support which they got from relatives and other organizations
from the hospital. For example, counseling although this has not been adequate. It is given once in the lifetime of the
children.

I only got support during the covid-19 pandemic. I was given 50000 shillings. I used it to buy chicken. This has helped me
because my child eats an egg every day. We have also been filling forms to get support in vain (50 year old female, HIV+VE
CG010)

Yes, I was given milk and transport the day I brought my child for an HIV test and results turned positive. It helped me so much.
I think it also helped me in reducing the stress on the day of diagnosis (42-year-old female, HIV +VE CGO015)
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Discussion

This study was a qualitative exploration of the experiences, challenges and coping strategies employed by caregivers of
adolescents living with HIV (ALHIV). The demographic data showed that there are many females who are primary
caregivers compared to men. This is probably because we included only caregivers who were providing direct care to the
ALHIV. In the African society care giving is perceived to be a responsibility of females and men can do it only if they are
willing. It is believed that men are not supposed to engage themselves in caregiving since it is a role that is traditionally
assumed to be for mothers or females in African settings. This has caused female caregivers to experience psychosocial
disruption, hopelessness and fear and this could be the reason as to why adolescents were not gaining weight per age. The
same findings correlate with the data that was reported in Uganda, Nigeria and Ghana by Uganda Aids Commission and

Asuquo et al.*'>!°

Experiences of Care Givers When Caring for the Adolescents Living with HIV
Caregivers described this whole period from the time of diagnosis as a stressful and difficult moment. It is a period that is
dominated and stirred by hopelessness, sadness, suicidal thoughts, shame and guilt. At the time of diagnosis, caregivers
and their adolescents experienced worrying reactions towards the diagnosis, most especially caregivers who are not
biological parents like grandmothers and uncles. The diagnosis usually occurred after adolescents had severely fallen
sick. This prompted them to go to the hospital for health checkup. Most of them were found to have no idea about HIV.
They thought it was some other kind of sickness not until they got severely sick, resulting into a permanent moment of
painful emotions, stress and guilt to the caregivers. This is in line with a study done by Lazarus et al, where study
findings also emphasize difficult moments for care takers after the diagnosis turning out to be positive.'” The same
experiences are consistent with findings in other studies.'*'®!? In addition to the above experiences, caregivers kept
wondering how they would explain this situation to these adolescents. They also got worried about their future and
thought it would be difficult for them to get spouses due to their HIV status.

Challenges with the Daily Care of Adolescent Living with HIV (ALHIV)

The different experiences emerged with a variety of challenges which affected both the caregivers and the adolescents as
discussed from previous studies.'*'” Adolescence stage which is defined by increased decision making, increased peer
pressures and search for self is the most experienced challenge and it is burdensome for caregivers. This is because
during this stage, most of the adolescents become disrespectful towards caregivers and fail to listen to important advice
and end up with poor adherence to treatment. Disrespect itself to care givers can demotivate them and reduce on the care
given to ALWHIV. The findings of a study done by Griffith et al,*® show that if youth are not cared for, it can result into
poor adherence and poor retention which means they need to be monitored and cared for to achieve good adherence and
retention in care. Such changed behavior and immature decisions make caregivers wonder if it will be possible to keep
these adolescents in school so that they can survive this vulnerable stage without messing their future.*”*® They are also
worried if they will manage to provide their education.

Some care givers are still challenged on how and when HIV status disclosure to these adolescents should be done,
they feel the society should not know therefore consider these adolescents too young to keep that secret. Fear of
adolescents asking many questions for example how they acquired the disease contributes to failure of disclosure which
keeps them living in fear. These findings are in agreement with the previous findings which reported age as a major factor
for failure of disclosure.***’

HIV stigma and discrimination is also another challenge faced by people living with HIV. This study showed that it
was from the neighboring society and schools. Our findings correspond with results from previous studies which showed
that stigma still existed among PLHIV and majorly from the society and healthcare settings.>*? Caregivers also asserted
that stigma and discrimination had slightly reduced as a result of counselors’ interventions among those societies. This
was because it had affected the adolescent’s health and had caused a high viral load. This is because the adolescents were
not adhering to ART. Our findings are comparable to other studies done by Gabriel et al and Katz et al.>>** According to
Ashaba et al, continuous counseling, family and religious support can reduce stigma and discrimination.”
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Care givers are challenged by other factors including the adolescence stage which is characterized by immature
decisions, early sexual relationships, being argumentative and disrespectful towards caregivers. Such factors have
stopped adolescents living with HIV from engaging themselves HIV care.’**° Disengagement of these adolescents
living with HIV from care has resulted into issues related to their health like weight loss, and poor ART adherence.*® This
has resulted into continuous weight loss of ALHIV at every hospital visit.

Financial difficulties were also identified as one of the challenges faced by all caregivers.'®** This makes it difficult
to access daily utilities like food, transport to carry them to ART clinics and school fees. Again our findings are similar to
previous studies done in Limpopo province and India.**** The caregivers lack stable incomes to provide for their needs
since most of them are peasants. Studies done by Kang et al, indicate that poverty contributes a lot to the challenges faced
by people living with HIV and is associated with poor adherence.>*?

Because of the multiple challenges faced by caregivers, they have adopted coping strategies like support from the
hospital through counseling by trained counselors about adherence to antiretroviral therapy and being retained in care.
Caregivers have once in their life time received stuff like food and milk to help on the finances spent on food. Rencken
et al, study findings highlighted the importance of support to adolescents living with HIV(ALHIV).*' In addition Kose’s
study findings showed how support to the adolescents living with HIV with school based support improves adolescents
living with HIV wellbeing and health. The findings also show that peer support from family members is also important
and it can engage, access and sustain treatment which improves adolescent’s health. Rumana’s study findings showed
how caregivers are burdened by depression, anxiety and stress and so they require motivation to keep doing their work
effectively more so to informal caregivers.

Conclusion

Care givers experience a variety of challenges and families are the main source of home-based care for the adolescents
living with HIV (ALHIV). Therefore, these families experience challenges related to family needs, psychological
challenges due to the adolescence stage and so they should not be made the only shoulders to lean on but social network
support should be strengthened for most caregivers as a coping strategy. Therefore, the following are the recommenda-
tions of the study findings:

First and foremost, Ministry of Health should ensure free access of educational services for ALHIV to relieve them
from financial difficulties which they are facing today. The services should include school fees waivers and school
feeding schemes. This will reduce their present day unnecessary spending of the little income they have on education and
feeding yet they have to take care of their health. Keeping them in school also makes them busy. This prevents them from
engaging in premature relationships and bad groups. Ministry of Health and other non-government organizations which
are interested in adolescents’ health should also budget for these caregivers. At least let them receive support once in
a year most especially those who cannot afford money to buy food.

Furthermore, there is need to address the challenge of adolescence as a vulnerable stage by the care givers and health
providers. They should engage ALHIV in activities like preparing their diet and picking their medication on the ART
clinic day to keep their minds busy.

Health providers should also provide educational talks. Health education services with fellow ALHIV could reduce
stigma and cause more self acceptance. In these education talks, they receive counseling, peer advice and also get people
they look up to as their role models.

Strengths and Limitations
We are confident about the findings of the study due to qualitative approach that is significant in exploring participants’
experiences. In addition we managed to reach data saturation. The study was also conducted in the local language
familiar to all the study participants and each interview was accorded enough time to capture all the views of the study
participants.

The study was limited by the fact that we captured only care givers experiences and not adolescents themselves.
Therefore future studies should aim at capturing adolescent’s experiences in regard to their HIV status to eliminate any
bias created by this approach.
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