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Background: Adolescents with HIV are faced with challenges when taking care of their
medication, which affects their treatment adherence. Therefore, this study aimed to explore
the experiences and needs of adolescents living with HIV regarding their antiretroviral
therapy adherence and retention in care in southern Ethiopia.

Methods: An inductive qualitative study design was applied to explore adolescents’ experi-
ences and needs regarding antiretroviral treatment adherence and retention in care in south-
ern Ethiopia. Eighteen adolescents were selected from five HIV care and treatment facilities
by purposive sampling. The interviews followed an interview guide, translated into the
participants’ national language. The interviews were transcribed verbatim and the first author
developed a coding frame for the analysis by using NVivo software including meaning units
and codes, which were discussed by all authors. Then, sub-themes and themes were
identified and analyzed by qualitative content analysis.

Results: The results were described in two themes: barriers and facilitators for treatment
adherence and retention in care. Barriers were described in seven subthemes and facilitators
in three subthemes. Forgetting to take medication, hiding information, or non-disclosure of
HIV status, being afraid to collect treatment drugs, being in an orphanage, and school
activities were described as barriers while support from health care workers, families,
personal motivation to cope with medication-related problems were described as facilitators
for antiretroviral therapy adherence and retention in care.

Conclusion: Adherence is a major challenge among adolescents living with HIV in Ethiopia, with
barriers that are unique to this age group and their living conditions. Therefore, interventions should
be targeted to address privacy barriers, stigma, and lack of support.
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retention in care

Introduction

Adolescents, defined as persons aged between 10 and 19, account for about 1.7 million of
all people living with the human immunodeficiency virus (HIV).? Of these, about 1.5
million (88%) live in sub-Saharan Africa.’ Successes in the prevention of mother-to-child
transmission (PMTCT) program are believed to lead to substantial reductions in new
perinatal infections, whilst new sexually acquired infections among the older adolescent
group seem to fuel the HIV epidemic.* More recent global cohort data on adolescents aged
10-14 years showed that about 79% of prenatally HIV-infected adolescents were living in
sub-Saharan Africa.”® Adolescents, as they transition from childhood to adulthood, are
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faced with unique challenges of taking care of themselves,
which affects their treatment adherence and retention in care.
Retention in care is defined as a patient’s regular engagement
with medical care at a health care facility after initial entry into
the system.” Evidence from a systematic review suggests that
adherence to antiretroviral treatment (ART) among adoles-
cents was only 62.3%," and as adolescents get older and are
under less parental supervision, adherence to their ART med-
ication becomes a challenge.” Other challenges related to ART
adherence were: being in an orphanage,'® financial
constraints,'' accessibility,'* fear of stigma,'''* high pill bur-
den, ART side effects,'? depression,14 and forgetfulness.ls’16
For these reasons, the World Health Organization (WHO)
recommends better support for adolescents to improve their
adherence to treatment and retention in care.'”

ART adherence is defined as the level to which a
person is taking medicine as prescribed by a physician
and as per medical recommendations for timing, dosing,
and consistency, and correctly taking the drugs in terms of
the right doses at the right time."®'” For ART to be
effective and stop the emergence of resistant strains, a
strict adherence level of >95% is suggested.” Failure to
achieve the specified adherence level leads to accelerated
progression of PLWHIV to AIDS,*' increased morbidity
and mortality,* and resistance to ART.? In Ethiopia, 34%
of out of 74% of people who were on ART had not
achieved the expected level of viral load suppression.?*
This low viral load suppression rate indicates poor adher-
ence to ART and retention in care. To facilitate adherence
and improve treatment outcomes in HIV-infected adoles-
cents, an understanding of barriers and facilitators helps in
planning interventions to address adherence concerns.
Therefore, this study aimed to explore the experiences
and needs of adolescents living with HIV regarding their
ART adherence and retention in care in southern Ethiopia.

Methods
Design and Study Setting

An inductive qualitative study design was applied.”> The
study was conducted at five health facilities (two health
centers and three hospitals) in the Gamo, Gofa, and south
Omo zones in the Southern Nations Nationalities and
People’s Region (SNNPR) of Ethiopia. In this study area,
there were 28 districts and seven town administrations.
There are five hospitals and 71 health centers providing
health services for the 2 million population, of whom 85%
live in rural areas. At the time of the study, approximately

15,000 HIV patients were enrolled for ART services in the
facilities. Of these, about 400 were adolescents.

Participant Recruitment and Data

Collection

The adolescents were purposively recruited from August
to October 2020 to get a broad variety of participants
regarding age, gender, the living context through maxi-
mum variation sampling technique.”® Inclusion criteria
were adolescents aged 10-19, diagnosed with HIV and
on ART. The first author approached eighteen adolescents
with HIV when they arrived at the ART clinic to receive
routine service. Staff in the ART clinic facilitated the
interview process and all those asked were willing to
participate. The interviews were performed by the first
author and followed a semi-structured interview guide
developed after reviewing the literature, including ques-
tions about feelings when the physician told of status,
disclosure, treatments, and challenging parts of the care.
The interviews were performed in Ambharic, one of the
national languages, and lasted 20-30 minutes in a quiet
and confidential area at the respective health facilities. All
interviews were audio-recorded with the permission of the
adolescents. The age of adolescents who participated in
the interview ranged from 10-18 years and all of them
could read and write. Out of the 18 interviewed adoles-
cents, 15 were infected with HIV vertically from mother at
birth, two acquired the virus through sexual contact, and
one did not know the source of infection and suspected the
exposure of harmful traditional uvular practice in child-
hood. All were aware of their HIV status. Sixteen had been
in ART treatment for more than a year and two had less
than a year of experience.

Data Analysis

Sixteen of the interviews were transcribed verbatim by the
first author and two by an independent assistant. Then the
interviews were translated from Amharic to English by the
first author and checked for accuracy by one independent
language expert. All authors read the transcribed inter-
views independently for familiarization. After that, the
first author developed a coding frame for the analysis by
using NVivo software including meaning units and codes,
which were discussed by all authors. Preliminary sub-
themes and themes were identified and reviewed, checked
for accuracy with the transcripts, and discussed among all
three authors until consensus was reached using thematic
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Table | Themes and Subthemes of Adolescents’ Experiences and Needs of Living with HIV in Ethiopia

Sub-Themes

Themes

Fear and shame of disclosing HIV status

Barriers to treatment adherence and retention in care

Perceived stigma and discrimination

Emotional instability

Challenges for medication time

Pill burden and fatigue due to co-morbidities

Lack of patients and missing medical appointments

Challenges in orphan care

Health professionals’ help and support

Facilitators for treatment adherence and retention in care

Support from family and friends is important to remember appointments

Personal motivation and understanding

analysis.”’ Finally, quotes from the adolescents were used
to illustrate the sub-themes.

Result

The experiences and needs of adolescents living with HIV
were described in two themes: barriers and facilitators for
treatment adherence and retention in care. Barriers were
described in seven subthemes and facilitators in three sub-
themes. See Table 1.

Barriers to Treatment Adherence and
Retention in Care

Fear and Shame of Disclosing Their HIV Status

The adolescents described how their family kept their HIV
status secret and how they were afraid to disclose their status to
others. They did not want to reveal their status to anyone except
some of the family members and adolescents participating in
the psychosocial support group at the hospital. The adolescents
believed that the information was private and they were afraid
that disclosing it would end social interactions and that they
would lose their close friends. To keep their HIV status secret,
they hid their medication during play, studying, fasting, and
prayer, while waiting for dinner and visiting friends and

relatives.

So far, no one knows my history except my mother and brother.
Neither my father nor anyone else knew that I have HIV. I do
not want my friends to know my status. Because if they hear it,
they will go to other friends and talk to them and may detach
my relationship. (13 years, old Female)

Perceived Stigma and Discrimination from Family,
Friends, and Society
Adolescents described how they feared being seen by others
while taking medication, visiting the clinic for appointments,
and collecting ART medication as they were afraid of being
stigmatized. Medication times and hospital appointments were
not respected due to the fear of shame from friends and the risk
of disclosing their status. Adolescents described how health
workers insulted them when they missed their appointments
and how they stopped taking the drug because of that.
Sometimes a family member or another caregiver collected
their medication as they feared suffering discrimination.
Adolescents described how they preferred to live alone after
becoming orphans due to discrimination or lack of support
from relatives.

“Students run away from me at school and I get angry
and when someone makes jokes about the disease, I get

very upset” (15 years old, Male).

Emotional Instability

Disclosing HIV sero-status to adolescents was described as
having a negative impact on the adolescent’s emotions. The
reactions to disclosure ranged from anger to expressions of a
shock to a feeling of sadness and crying. They described how
they became emotionally shocked, desired to commit suicide,
and were anxious about dying soon when the health care
provider disclosed their HIV-positive status. Some of them
reported an immediate feeling of hopelessness, and disappoint-
ment about their status, and they often faced internal struggles
with self-stigma and worried about the impact of HIV on their
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future relationships. In contrast, others reported a sense of relief
when playing with peers who disclosed their HIV status.

“I am very much disappointed! I hated myself, and I
was very nervous when I went to the hospital for a
monthly appointment” (17 years old, Male).

“I am involved in the psycho-social support group.
When we play with our peers, the anxiety is gone” (16
years old, Male).

Challenges for Medication Time

Adolescents were challenged to fit their daily ART medi-
cation into their schedules. They were most concerned
about the morning dose, which was challenging for them,
as they had to leave for school early in the morning before
the scheduled time in order to take their ART medication
and before breakfast. Sometimes they stopped taking the
drug when church preachers prayed for them and said they
were cured. The adolescents experienced discomfort when
they took their ART medication on an empty stomach and
felt sick and uncomfortable The fear of being seen taking
medication led to forgetting or delaying the drug to be

taken at the prescribed time.

They give me medicine to take twice a day. However, I
could not take it properly. I don’t want to take it in the
morning because in the morning most of the time there’s a
fasting and praying program at the church so I took morn-
ing and evening medicine together in the evening. (15
years old, Male)

When I go out with friends and play, sometimes the
medication hours pass. In addition, the medication time
is usually delayed, especially if a guest comes to our
house. Because I put the drugs on the buffet in the living
room, then it’s not comfortable to swallow it in front of
others. (17 years old, Male)

Pill Burden and Fatigue Due to Co-
Morbidities

For the adolescents, the pill burden and treatment fatigue
were described as adding to other ART-related challenges,
such as side effects, emotional and physical tiredness due
to internalized feelings of shame, and forgetfulness. It was
not just about the burden of taking pills every day, but the
adolescents also felt exhausted due to their low income,
being an orphan, or other interconnected challenges such
as mental health issues, stigma, and discrimination. The

adolescents who had co-morbidity described the difficulty

of taking multiple drugs both in the morning and in the
evenings.

After my parents died, I was also infected by tuberculosis,
so I was tired of taking tuberculosis and HIV drugs
together, and I was fatigued by taking the drug. So some
days if I take it in the morning, there is a day when I don’t
take it in the evening. (17 years old, Male)

Missing Medical Appointments

Fear of going to the hospital alone or having problems with
money for transportation to the hospital for appointments were
described as reasons for missing hospital appointments, espe-
cially by those who came from a remote area or were orphans.
The adolescents said that they sometimes felt overwhelmed by
their problems or that they lacked the patience to follow the
treatment adherence and retention in care properly and skipped
the day of the appointment.

Sometimes I don’t go to a hospital appointment and I don’t
get advice from health care providers because I don’t want
anyone to see me. Even when I run out of the drug and [
come to the hospital on the day of the appointment, if
there is a long queue, I will return home without taking the

drug. (14 years old, Female)

Keeping hospital appointments is challenging for me
because since my mother is a servant at the private limited
organization, sometimes the organization does not allow
her to go to hospital during working hours. As a result, I
have been forced to miss the appointment and drug collec-
tion because I am afraid to go to the hospital alone. (13
years old, Male)

Challenges in Orphan Care

Adolescents who were orphans and under the care of non-
biological caregivers such as grandmothers, aunts, uncles,
and siblings, or had parents who worked far away from
home described a lack of assistance and support for adher-
ence. They described how, in the past, people who took
antiretroviral treatment would be treated free of charge if
they contracted any disease. Now, other than HIV the
adolescents themselves covered all medical costs. Hence,
orphans who did not have enough money were not treated
on time, and as a result, they described that living with an
aunt or uncle, or a guardian, meant poor adherence.

I don’t have a mother, a father, a brother, or a sister.
Therefore, there is no one to help me. I have been living
with a caregiver who is also a drug user. Difficult to get
food and to take the medication, if I don’t take food at that

1002 "

Dove!

HIV/AIDS - Research and Palliative Care 2021:13


https://www.dovepress.com
https://www.dovepress.com

Dove

Tunje et al

time, what will happen to me more than this, [ need food, I
may not get food when I need it. (16 years old, Male)

Facilitators for Treatment Adherence and

Retention in Care
Health Professionals’ Help and Support
Health professionals were described as playing a signifi-
cant role in counseling, motivating, and providing support
to improve treatment adherence and retention in care. The
adolescents described the patient-provider relationship as
an important element in their treatment adherence and
retention in care. Health care workers used home-to-
home search as a strategy by sending adherence support
staff to those who were lost to follow-up. Sometimes the
treatment supporter collected their medicine when they
were too unwell or unwilling to go to the clinic. They
also described receiving psychosocial support from people
engaged in religious activities. Support from religious
aspects such as fasting, healing, or cures was sometimes
described as positively affecting their treatment adherence
and retention in care.

One adolescent described it thus:

“A nurse said that you are going to die, and she
brought me to the hospital again. I finally agreed, and
now I live in peace” (17 years old, female)

Support from Family and Friends

Getting support from families and friends was described as
positively influencing ART treatment, and one way of
optimizing adherence. When adolescents were living with
their own family, they felt that their family members,
including parents and siblings, generally provided a sup-
portive environment, often reminding them to collect and
take their medication. The caregivers frequently gave
advice or reminded adolescents to take their medication,
supervised, or watched as they took their medication.
Adolescents participating in psychosocial support groups
described how they were supported by their peers and how
they helped them to keep up with their treatment and
relieved their anxiety. Peers in psychosocial support were
described as reinforcing positive behavior to increase ART
adherence.

Before joining the psychosocial support group, sometimes
I forgot to take my drug on time, and as a result, I was
severely sick. Now I am participating in a psychosocial

support group in the hospital and having a good time with

my peers. Now [ am using the drug properly and getting
better. (18 years old, Female)

At first, it was very difficult for me to take the drug that
other children did not take. But now I’m using it properly
due to care and support from family and health care
providers, except for the time variation in taking it. (15
years old, Female)

Personal Motivation and Understanding

Adolescents who had an understanding of poor outcomes
without ART medication were motivated to adhere to their
ART medication. They understood why they were receiv-
ing treatment, the gravity of missing antiretroviral therapy,
and they developed and used strategies to remember their
medication time. They believed that the medicine worked
well and that they could live as long as HIV-negative
people live. To minimize forgetting to take their medica-
tion they bought alarm clocks or programmed the times for
taking medication into their cell phones, used television
programs or asked families to remind them, and planned to
use text messages as strategies.

I often watch a television program to remember the med-
ication time. If the television program came, I knew it was
also my medication time. When the electric power is off, I
look at my watch or my sister’s phone. (15 years old,
Female)

Discussion

In this study, adolescents described their experiences of
their ART and retention in care in terms of barriers and
facilitators. Forgetting to take medication, hiding informa-
tion, or non-disclosure of HIV status to family, friends, or
romantic partners were described as the main barriers to
ART adherence and retention in care. As suggested in the

literature from Uganda,z&29

the fear of stigma influences
disclosure, disease management, and social relations and
was a big hindrance to ART and retention in care.
Similarly in Ghana, the fear of stigmatization after disclo-
sure to their classmates and their friends or peers within
the home environment has been reported as a barrier to
adherence and retention in care.’® However, the study
conducted in Uganda revealed that children were tuned
in to the stigma and keeping their condition secret. As a
result, the cause of non-adherence is not necessarily for-
getfulness, but knowingly avoiding being seen taking their
treatment.®’ In the present study, forgetfulness to take
medicines was reported as a serious barrier to adherence
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among adolescents, sometimes related to other life events
such as attending church programs, going to school, play-
ing with friends, and helping parents/guardians with trad-
ing activities. Similar findings were reported in studies
from Ethiopia,32 South Africa,33 Uganda,29 Zambia, and

Tanzania,>**°

showing that the clash of school activities
was the main challenge to collecting ART drugs and
adhering to medication time. In our study, the difficulty
of getting food at medication time, or late preparation of
food by the caregivers, affects adherence to medication
time. Studies from Kenya, Uganda, and South Aftica also
showed that lack of food or food insecurity was a leading
obstacle to ART adherence. As a result, adolescents with-
out access to sufficient food reported occasionally skip-
ping the drugs.*®>® In addition, in our study religious
beliefs were identified as a barrier to ART adherence as
adolescents said that they stopped taking medication in the
belief that they would be cured by prayers, or by using
holy water. Other studies also reported that religious
beliefs and practices such as fasting, healing, or cures
negatively affected ART adherence and retention in
care 29:32:34.39

After the HIV disclosure, the adolescents in our study
described having negative feelings such as disappointment,
hopelessness, depression, difficulty accepting, and emotion-
ally wanting to harm themselves. Similarly, a study con-
ducted in Ethiopia revealed that the magnitude of suicidal
ideation and attempts among youth attending ART follow-
ups was high.** Another study conducted in Rwanda showed
that a great many adolescents were hurt and felt suffering,
depressed and isolated, and fewer were motivated to take
their ART after disclosure.>**! A study from Zambia likewise
found high rates of emotional difficulties and peer problems
in HIV-positive adolescents.*” In addition, studies from
Tanzania and Northern Thailand showed that depressive
in vertically HIV-infected

symptoms were common

adolescents.*>**

In the present study, adolescents described how they
feared being seen by others while taking medication, visit-
ing clinics for appointments, and collecting ART medica-
tion as they were afraid of being stigmatized. Similarly,
studies from Tanzania®> and Zambia®* showed that per-
ceived stigma adversely affected collecting ART medica-
tion and led to fear of being labeled as HIV-positive.
Similarly, a study conducted in the US showed that chil-
dren who knew their HIV status expressed severe emo-
tional distress, social isolation, and negative self-image.*’
Whereas studies from South Africa,*® and West Africa®’

have shown that disclosed HIV status improved ART
adherence and retention in care.

In the present study adolescents who were orphans or
under the care of non-biological caregivers such as grand-
mothers, aunts, uncles, and siblings or who had parents who
worked far away from home described a lack of assistance
and support for adherence. Moreover, accessing ART ser-
vices was hindered by the shortage of money for transporta-
tion to visit the clinic because several of the adolescents lived
in remote areas where they even have difficulties in getting
transport to access the clinic for ART refill. Similar studies
have shown that the absence of family support, distance from
ART clinics, and lack of money for transportation affected
adolescents’ ART adherence negatively.***°

Support from family, friends, and health professionals
was described as the main facilitator for adherence and
retention in the present study. Similarly, studies from

"' Zambia,”® and Ghana®' showed that support

Ethiopia,
from families, friends, and health professionals was viewed
as an important facilitator for adherence. In addition, a study
from Ghana revealed that family support, financial support,
adolescents’ knowledge of their HIV status, and support
from health care workers were the main facilitators for
adherence to ART.>*>? Other studies from Rwanda® and
Uganda® showed that peer support groups were important
for accepting HIV status and facilitating adherence. In addi-
tion, in our study adolescents used their mobile phone alarm,
mobile phone clock, television, radio, or watch as part of
motivational strategies in ART medication reminders. These
were also described in a study from Lesotho as the main
facilitators for medication adherence.™

Conclusions

Adherence to ART is a major challenge among adolescents
living with HIV in Ethiopia, with barriers that are unique
to this age group and their living conditions. In exploring
the adolescents’ own experiences and needs, an under-
standing of the difficulty and complexity of their HIV
treatment and retention in care can be reached.
Forgetting medication time, being afraid to collect ART
drugs, being in an orphanage, and school activities have an
impact on ART adherence and retention in care. In con-
trast, adolescents with a comprehensive understanding of
ART medication seem to be motivated to adhere to their
ART medication by developing motivation strategies to
remind them of medication times. Giving support to the
adolescents will further enable them to make life better

and sustain adherence and retention in care. Therefore,
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interventions should be targeted to address privacy bar-
riers, stigma, and lack of support.
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