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Human immunodeficiency virus (HIV) 
continues to affect millions of people worldwide. 
According to UNICEF (2023), an estimated 
39 million individuals were living with HIV 
in 2022, including 2.58 million children and 
adolescents under the age of 19.1 In Türkiye, 

the number of individuals diagnosed with HIV 
has been progressively increasing each year.2 To 
prevent acquired immune deficiency syndrome 
(AIDS), antiretroviral therapy (ART) should 
be provided effectively, and the individual’s 
adherence to treatment should be at a rate of 
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ABSTRACT

Aim. This study aimed to describe barriers and facilitators of the adherence of children with human 
immunodeficiency virus (HIV) to antiretroviral therapy (ART) from the perspectives of their caregivers. 

Methods.  In-depth interviews were held with the caregivers of 15 children. The collected data were analyzed 
using thematic analysis procedures. The Consolidated Criteria for Reporting Qualitative Research (COREQ) 
were followed in the study.

Results.  The perspectives of caregivers were categorized under four themes and subthemes. Barriers and 
facilitators of the adherence of children with HIV to ART were categorized into 4 main themes: (1) medication-
related, (2) child-related, (3) caregiver-related, and (4) health system-related. The results indicated that 
understanding the factors that influence pediatric ART adherence is critical to the development of adequate 
strategies. In addition, disclosure of HIV status to the child is also an important factor affecting drug 
administration in the social environment.

Conclusions. To ensure adherence to lifelong ART, targeted caregiver support through continuous supervision, 
clear guidance on drug preparation, and strategies for effective administration should be integrated into context-
specific interventions that address the combined influence of factors related to the child, medication, healthcare, 
and of the sociocultural environment.
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95-100%.3,4 Adherence to ART decreases drug 
resistance, reduces the risk of HIV transmission, 
lowers HIV-related morbidity rates, and 
improves the patient’s quality of life.3,5-7 A child’ 
s adherence to ART is a significant challenge 
for caregivers because it is influenced by many 
factors that make it easier or more complex8 
such as the child’s behavior, the tolerability 
of medications, the quality of health services, 
the disclosure of HIV status, and the fear of 
stigma.9-11 To understand the barriers to and 
facilitators of ART adherence in children 
is essential for achieving the Sustainable 
Development Goals (SDGs), especially SDG #3: 
Good health and well-being (United Nations, 
n.d.).12

Despite the increase in the number of children 
diagnosed with HIV in Türkiye2, current studies 
on ART compliance are limited to adults.13-15 
Therefore, this study aimed to identify barriers 
to and facilitators of children’s adherence to 
ART from the perspectives of caregivers in 
Türkiye. 

Material and Methods

Study design 

A phenomenological qualitative research 
approach was used in this study. The authors 
followed the COREQ Checklist to ensure 
accurate and complete reporting.16

Settings and participants

From November 2022 to January 2023, we 
conducted semi-structured interviews with 
caregivers of children and adolescents on 
ART at a Pediatric Infectious Diseases Clinic 
of İstanbul University Hospital in Istanbul. 
A purposive sampling method was used to 
identify participants. Eligible caregivers were 
responsible for the primary care of pediatric 
patients diagnosed with HIV and on ART for 
at least 3 months, and voluntarily agreed to 
participate in the study. Three researchers 
(AD, NMA, ED) contacted the participants by 

phone, explaining the purpose of the study and 
asking whether they would like to participate 
in the study. The term used in this study, 
“participant”, refers to caregivers.

Data collection

An in-depth interview method was employed 
to collect the data by using a semi-structured 
interview form. This open-ended interview 
questionnaire was developed by the researcher 
team based on the relevant literature.17-19 
Examples of the questions that were used are 
shown in Table I.

Each interview was audio-recorded and 
lasted 30-45 minutes. One of the authors, 
with prior experience in in-depth interviews 
(ÖŞ), conducted the face-to-face interviews 
in the outpatient clinic room with only the 
interviewer and the participant present. Privacy 
was ensured by giving an anonymous ID.

Data analysis

The recordings were transcribed verbatim by one 
of the researchers (ÖŞ). The data were analyzed 
using the six-step thematic analysis method.20 
At the beginning of the data analysis process, 
two researchers (ÖŞ, AA) independently 
listened to the audio recordings and checked 
the transcripts for corrections for any mistakes. 
This was to assure methodological accuracy and 
ensure that the transcripts correctly expressed 
the statements of the participants. Once the 
raw data were gathered, three researchers (ÖŞ, 
AA, SB) independently created their codes and 
themes by reading the raw data. Then, they 
came together and identified the similarities 
and differences between the themes and 
subthemes they determined through codes. The 
researchers utilized code meanings and code 
frequencies to assess data saturation.21 After 15 
caregivers were interviewed, it was determined 
that there was no new code, the data reached 
the saturation point, it was decided that the 
data were sufficient, and no more interviews 
were held. The transcripts were sent to the 
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researchers participating in the study (AS, 
ND, NMA, ED , SHT) for their opinions and 
recommendations, and the final revision was 
made. Each author provided final approval for 
the publication of this version and agreed to be 
considered accountable for all aspects of the 
work.

Ethical considerations

The study was conducted in accordance with 
the Declaration of Helsinki, and the study 
was approved by the İstanbul University’s 
Social Sciences Ethics Review Board 
(1109334/22.08.2022). Additionally, institutional 
permission was obtained before the study. 
Before the interview, informed consent was 
taken from all participants for participation to 
the research and record audio of interviews. 
Due to the sensitive nature of the research topic, 
before each interview, the researcher reminded 
the participants that participation was voluntary 
and that they could cease participation at any 
time during the interview.

Results

The study analyzed data from 15 participants. 
Table II summarizes the sociodemographic 
characteristics of the participants and the 
pediatric patients they cared for. Qualitative 

analysis results are presented as themes and 
subthemes below and in Fig. 1.

Barriers to adherence to antiretroviral 
treatment

Theme 1: Medication-related barriers

From the perspectives of the participants, 
the ‘structure and preparation of drugs’, 
‘negative experiences with medications’, and 
‘the numbers and timing of medications’ were 
barriers to children’s adherence to ART.

Structure and preparation of drugs. The 
participants reported that they had difficulty in 
calculating the dose by snapping the tablets into 
smaller pieces (lopinavir + ritonavir/Kaletra®), 
and they stated that the long dissolution period 
of the drug prolonged its preparation time 
(10/15).

‘…but there is one called “Kaletra” (lopinavir 
+ ritonavir/Kaletra®). We developed some 
methods at home because the drug is very 
hard to break. At first, we tried hitting it with a 
hammer or something, but it didn’t work. Then, 
my wife found something [some method].’ (P-8, 
father of 5-year-old girl)

Negative experiences with medicines. According 
to the statements of the participants, due to the 

Table I. Interview questions
Interview topic: Providing care to a child with HIV
Questions:
How has your child’s disease changed your life?
How is your child's care going?
What is the most difficult situation you have experienced in caring for your child?
When you need support in this process, how do you get support?
Interview topic: Antiretroviral therapy
Questions: 
How is your child's treatment going? Can you share your experiences regarding your child's treatment?
How do you manage your child’s treatment regime?
What types of difficulties do you experience with your child's treatment/use of medication?
What do you think are the factors that make it easier or more difficult for your child to take medication? How 
did you find solutions?
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bitter taste of the medicine, it was very difficult 
to administer, and their children started to feel 
nausea and vomiting as soon as they tasted it 
(9/15).

‘He immediately vomited after taking the 
medication, and I was nearby holding a bucket. 
He gets nauseous because it tastes so bad.’ (P-
14, mother of 3.5-year-old boy)

Numbers and timing of medications. The 
participants stated that the number of 
medications was too much, and therefore, they 
had difficulty in arranging medication times at 
occasions such as before going to bed or school 
(6/15).

‘He takes a lot of medications. When he goes to 
school in the morning, I give him the medication 
to take [there]. He can’t have breakfast because 
he goes early. ... I tell him you must take it at 
this time, but he could skip it [without my 
knowledge].’ (P-5, mother of 15-year-old boy)

‘...if he was very sleepy that day and was very 
tired. There were times when I couldn’t give 
him the medicine because he was too sleepy.’ 
(P-4, mother of 4-year-old boy)

Length of the treatment. The participants 
emphasized that taking drugs continuously 
and coming to the hospital often for treatment 
caused boredom in children (2/15).

Table II. Sociodemographic characteristics of caregivers and pediatric patients
Caregiver’s characteristics Child’ s characteristics

Gender Age 
(yr)

Level of education HIV status Relation to 
child

Age Sex Route of 
infection

Time since 
treatment 
initiation

P-1 F 37 University Positive Mother 16 yr F Perinatal 15 yr
P-2 F 22 High school Positive Mother 42 mo M Perinatal 30 mo
P-3 F 43 Primary-secondary 

school
Positive Mother 20 mo F Perinatal 12 mo

P-4 F 38 Primary-secondary 
school

Positive Mother 4 yr M Perinatal 4 yr

P-5 F 53 Primary-secondary 
school

Positive Mother 14 yr M Perinatal 13 yr

P-6 F 46 Primary-secondary 
school

Positive Mother 7 yr M Perinatal 4 mo

P-7 F 45 University Negative Legal 
guardian

17 yr M Unknown 26 mo

P-8 M 42 University Positive Father 5 yr F Perinatal 4 yr
P-9 F 24 University Negative Legal 

guardian
16 yr F Unknown 4 mo

P-10 F 27 High school Positive Mother 10 yr M Perinatal 3 yr
P-11 F 58 High school Negative Mother 17 yr M Sexual 18 mo
P-12 F 28 Primary-secondary 

school
Positive Mother 5 yr F Perinatal 5 yr

P-13 F 47 Primary-secondary 
school

Negative Mother 17 yr M Blood 
transfusion

9 yr

P-14 F 33 Primary school Positive Mother 42 mo M Perinatal 30 mo
P-15 F 23 High school Positive Mother 30 mo M Perinatal 30 mo
F: female, HIV: human immunodeficiency virus, M: male, mo: months, yr: years.
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‘He is upset because he is constantly being 
treated. He regularly gives blood tests… He is 
tired. He doesn’t want to go anymore.’ (P-10, 
mother of 10-year-old boy)

Theme 2: Child-related barriers

Based on the statements of the participants, the 
‘child’s developmental stage’, ‘forgetfulness’, 
and ‘unwillingness to take medication’ were 
found to negatively affect children’s compliance 
with ART.

Child’s developmental stage. It was determined 
that children had different behaviours 
that made medication compliance difficult 
according to their developmental stage. The 
participants reported that young children 
ran away when they saw the medicine, while 
preschool children asked why they were taking 
the medicine (6/15). 

‘He immediately hides when he sees me holding 
the medication. I must give it to him regularly. 
It was and is hard...’ (P-15, mother of 2.5-year-
old boy)

‘We can’t explain it because he is very young. 
He says, mom, other children don’t take 
[medication] every day.’ (P-4, mother of 4-year-
old boy)

Reluctance to use medicine. The participants 
revealed that children expressed reluctance to 
take medication when they felt better and asked 
why they had to continue using the medicine 
(5/15).

‘If I give him the boxes of medicine, he knows 
all of them, he can take them, but sometimes 
he says that’s enough. He says he doesn’t 
have anything [of concern in terms of health]. 
…especially when he feels much better, he 
says, he’s no different from others.’ (P-7, legal 
guardian of a 17-year-old boy)

Forgetfulness. The participants said that their 
children’s treatment was disrupted due to 
forgetfulness (3/15). 

‘This one is very forgetful, extremely forgetful. 
I even recall him not taking his medication for a 
week…’ (P-11, mother of 17-year-old boy)

Fig. 1. Barriers to and facilitators of pediatric adherence to antiretroviral therapy.
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Theme 3: Caregiver-related barriers

From the perspectives of the participants, the 
‘fear of disclosure’, ‘caregiver’s attitude’, and 
‘forgetting and financial difficulties’ were 
associated with children’s adherence to ART.

Fear of disclosure. It was revealed that most of the 
participants did not disclose the diagnosis to 
their child or other relatives. They reported that 
they hid the medicine and removed the labels 
from the boxes, especially when they went on 
a vacation or had guests because they were 
concerned about stigma (13/15). 

‘… the only difficulty we have is that we don’t 
tell anyone. When someone comes to our house, 
we always hide all the medicine, we take out the 
boxes, labels, etc. just in case they accidentally 
see them. Sometimes, when we visit our friends 
or relatives, we can’t give [our child] the 
medicine there either.’ (P-8, father of 5-year-old 
girl)

Forgetfulness. The participants stated that they 
had a lot of responsibilities because they had to 
take care of household chores and their other 
children, and they occasionally forgot to give 
their child medication (5/15).

‘…I have to attend to my other child. I forget 
about it [administering medication], I am 
dealing with other things, sometimes I forget.’ 
(P-14, mother of 3.5-year-old boy)

Financial difficulties. Although the medicines 
they used were free of charge, the participants 
stated that in some cases, they had to pay a fee 
(4/15).

‘They have pills there but not syrup. I purchase 
the syrup from abroad. It’s a bit expensive, let’s 
say four bottles, 800 euros, they last for three 
months (Lopinavir/ritonavir, syrup). So, [I 
purchase it] as long as I can...’ (P-2, mother of 
42-month-old boy)

Attitudes of caregivers. According to the 
participants, they often had difficulties in the 
treatment of their children; some participants 
tried hard and used different methods to give 
their children the medication, while some gave 
up when they were unable to have their children 
take the medicine (1/15).

‘He doesn’t take [the medicine] in any way, 
I mean, I’ve tried in every way. I’ve given up 
these days.’ (P-2, mother of 42-month-old boy)

Theme 4: Healthcare system-related barriers 

The participants stated that ‘access to 
medication’ and ‘lack of information’ were 
barriers to their children’s adherence to ART.

Access to medication. It was determined that the 
participants had problems in access to drugs 
that were prescribed with a medical report 
and that were available free of charge from 
pharmacies (4/15). 

‘It’s been a week since we were able to get the 
tablet. There was a problem with the medical 
report.’ (P-6, mother of 7-year-old boy)

Lack of information. The participants stated that 
they had received insufficient information about 
the preparation steps of medicines, such as how 
to calculate the dose and how to administer it 
(4/15). 

‘At first, we had a very hard time. Then we 
talked to the doctor, and he said you can put it 
in her formula. I had already found this on my 
own (this method) and I could not give it in any 
other way.’ (P-3, mother of 20-month-old girl)

Facilitators of Adherence to Antiretroviral 
Treatment

Theme 1: Medication-related facilitators

It was determined that for the participants, 
‘benefits of medication’ and ‘the structure of 
medicines’ facilitated the compliance of their 
children with ART.
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Benefits of medication. The participants stated 
that they observed the positive effects of 
the medication and that these effects were 
influential in their administration of the 
medication to children regularly (5/15).

‘There’s no problem if he takes the medicine. 
He needs to take the medicine for his survival 
and immunity.’ (P-11, mother of 17-year-ol boy)

Structure of drugs. It was found that the children 
of the participants found it easier to take drugs 
in the form of syrups compared to tablets (2/15).

‘There is no difficulty with syrups. She already 
has [other] syrups with a spoon, there is no 
problem with syrups.’ (P-3, mother of 20-month-
old girl)

Theme 2: Child-related facilitators

Willingness to take medication. Some participants 
stated that their children were used to the 
treatment and were willing to take their 
medication (2/15).

‘...it’s very bitter, but she got used to it, and now 
she takes the medicine herself.’ (P-8, father of 
5-year-old girl)

Theme 3: Caregiver-related facilitators

Caregiver-related facilitators were identified 
as ‘caregiver’s attitudes’, ‘strategies for 
remembering’, and ‘disclosure of HIV status to 
others.’

Attitudes of the caregiver. It was stated by the 
participants that they had a lot of difficulties 
while administering the medication, but most 
of them had their children take the medication 
even if they had to persuade them to take it 
(7/15). 

‘I say to him, if he doesn’t take the medicine, 
I would turn off the cartoon [on TV]’ (P-14, 
mother of 42-month-old boy)

Strategies for remembering. Some participants 
reported that they used some strategies to have 
their children take their medication (4/15).

‘We set an alarm on the phone, otherwise, we 
forget.’ (P-13, mother of 17-year-old boy)

‘You know, if I go somewhere, I always carry 
my spares in my bag in case the schedule is 
disrupted. In case I need to go somewhere 
urgently, I immediately grab it before leaving.’ 
(P-3, mother of 20-month-old girl)

Disclosure of HIV status to others. The participants 
who disclosed the HIV diagnosis of their 
children stated that they received support from 
their close relatives in the treatment of their 
children (2/15). 

‘He doesn’t take his medicine with anyone else. 
Either with me or with my brother. My mom, 
my brother, my whole family, they all support 
me.’ (P-2, mother of 42-month-old boy)

Theme 4: Healthcare system-related facilitators

Quality of care. Some participants expressed their 
view that they were satisfied with the quality of 
service they received, and their children were 
well cared for (3/15). 

‘The healthcare workers here are very good. 
God bless them all. They are very protective. 
Like a family.’ (P-10, mother of 10-year-old boy)

Discussion

This study explores the barriers and facilitators 
to pediatric ART adherence in Türkiye, 
highlighting caregivers’ challenges and the 
need for targeted interventions.

Barriers to adherence

Medication-related barriers were the most 
frequently stated barriers by the participants. 
Since the children had difficulty taking the 
drugs in pill form, they were more exposed 
to their bitter taste and thus experienced 
nausea and vomiting. The participants of 
this study often tried to disguise the bitter 
taste of medicines by mixing them with other 
foods, which was similar to other methods 
mentioned in previous studies22, but children 
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still have negative experiences with ART, such 
as nausea and vomiting. Our results, as in 
previous studies, showed that factors leading to 
difficulties in drug administration such as drug 
size17,23, negative experiences including side 
effects8,17,23,24, the numbers and timing of taking 
medication17,23 affect children’s adherence to 
ART. Similar to the results of studies with 
adolescents, activities of daily living, such as 
school or sleep prevented adolescents from 
taking their medication at the right time.18 
Therefore, long treatment durations may cause 
fatigue and boredom in children.8,17,25

The World Health Organization (WHO) has 
consistently revised its treatment protocols 
for individuals living with HIV in response 
to emerging evidence and clinical needs. In 
line with these efforts, the Paediatric Drug 
Optimization (PADO) initiative was launched 
in 2013 to establish strategic priorities for the 
development of antiretroviral therapies tailored 
to children.26 This initiative has substantially 
contributed to the advancement of several high-
priority pediatric ART formulations, including 
dispersible fixed-dose combinations (FDC) and 
long active injectable options. However, these 
formulations of dispersible FDCs  remain largely 
inaccessible in many low- and middle-income 
countries (LMICs), including Türkiye.27  The 
United States Food and Drug Administration 
(FDA) approved cabotegravir–rilpivirine (CAB/
RPV) in 2021 as the first long-acting injectable 
treatment for adults living with HIV.28 However, 
the development of such injectable therapies 
has also been identified as a long-term priority 
under the PADO-3 framework.29 Children have 
difficulty taking oral medications, especially 
tablets, due to factors such as taste, smell, and 
the need for daily intake, which negatively 
affects medication adherence. Therefore, it is 
argued that long-acting injectable therapies 
should also be prioritized within pediatric HIV 
treatment research.

This gap between global drug development 
and local availability becomes particularly 
problematic during the formulation of 
individualized treatment plans for children. 

For example, lopinavir/ritonavir (LPV/r), one of 
the very few ART currently available in a liquid 
formulation for children, has been reported 
to have poor palatability in the literature30,31; 
however, one caregiver in our study stated 
that they were unable to administer the tablet 
form to their child and therefore resorted to 
obtaining the syrup formulation from abroad 
at a high cost. Therefore, ART regimens should 
be individualized, and access to appropriate 
pediatric drug formulations must be improved. 
If palatable options are not available, caregivers 
should be supported with strategies to increase 
children’s compliance with unpleasant-tasting 
medications, such as numbing the taste with ice 
chips or masking the taste with sweet or tangy 
foods.30

The developmental stage of a child affects their 
behaviors of adherence to ART. Similar with our 
results, caregivers have reported that children 
aged 1-4 years refuse and avoid medication 
during administration whereas preschool 
children inquire as to why they are taking 
medication.23,32 According to the participants of 
our study, adolescents who knew their diagnosis 
but were not fully informed were reluctant to 
take their medication, especially when they 
were asymptomatic or felt well. This is thought 
to be closely related to the explanation of the 
diagnosis. Recent studies have shown that the 
disclosure of HIV status to adolescents and the 
closest members of the family plays an important 
role in improving medication adherence.9-11,33 
The disclosure of HIV status to children helps 
them better understand their need to adhere to 
their medication regimen.5,9,10,18 Nevertheless, 
HIV and AIDS are still taboo in Türkiye, and 
they are perceived as fatal. Thus, parents may 
be unwilling to disclose this condition to their 
children and other family members. This is also 
supported by the fact that sexual relationships 
are one of the transmission routes of HIV, 
and sexuality is not yet a topic that is easily 
discussed in Turkish society.

Caregivers may experience self-stigma when 
they internalize the societal stigma toward 
people living with HIV, which can lead to 
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feelings of guilt and shame. These emotions may 
result in withdrawal from social environments, 
delaying taking or giving medication in 
front of family members or friends, avoiding 
seeking support, and eventually becoming 
socially isolated. Consistent with previous 
research, our results showed that caregivers 
removed medication labels, skipped doses, or 
inadvertently missed medication times for fear 
of disclosure or stigmatization.22 Disruptions in 
medication regimens are known to negatively 
affect adherence to ART.3,5,34 Although this 
study did not include clinical data such as viral 
load measurements or drug resistance testing, 
the adherence-related challenges reported by 
caregivers such as fear of stigma and lack of 
social support and emotional distress are known 
to contribute to poor treatment outcomes. 
Previous mixed-method studies have shown 
that similar psychosocial and structural barriers 
can lead to virological failure and increase 
the risk of drug resistance in pediatric and 
adolescent populations living with HIV.35,36

The barriers related to the health system were 
stated by the participants of this study as delays 
in the electronic system for accessing drugs for 
free and their lack of information counseling 
on drug preparation. Drug reports and the 
pharmacy system need to be synchronized to 
avoid delays in accessing these drugs. Otherwise, 
treatment may be interrupted, and parents 
may have to purchase these medications and 
experience financial difficulties. Additionally, 
combined antiretroviral therapies may 
contribute to stock-outs and pose challenges 
for treatment adherence in young children.27 
However, beyond adherence, access to these 
medications is a fundamental right for children. 
Therefore, it is essential for health systems to 
develop proactive strategies that can anticipate 
and address delays in electronic systems or 
stock-out situations. Previous studies have 
suggested that lack of access and inadequate 
counseling on the use of medications negatively 
affect compliance with treatment.3,18,22

Facilitators of adherence

According to the results of this study, the themes 
that facilitated children’s adherence to ART 
varied. Medication-related facilitators included 
the caregiver’s observation of the benefits of ART 
on children and the syrup form. The benefits of 
ART are known to positively affect children’s 
adherence to treatment.35 The observation of the 
positive effects of drugs on children is thought 
to be a source of motivation for caregivers to 
continue their children’s treatment regularly.37 
Secondly, although it is known that the 
syrup form of drugs is an important factor in 
treatment compliance in terms of taste and 
easy administration23 very few children were 
able to access syrup forms in Türkiye because 
these forms were not covered by the healthcare 
system. This also posed financial challenges as 
a barrier for parents in ensuring their children’s 
adherence to ART. It is vital to facilitate access 
to the syrup form of ART and improve the 
taste and size of pills so that children can 
take them easily. Considering all the barriers 
and facilitators related to medication, one of 
the most important interventions to facilitate 
adherence to ART is access to the syrup form.

Many studies have reported the importance 
of caregiver support for optimal ART 
adherence.10,11,19,38,39 Consistent with previous 
results, caregivers made sure that their 
children adhered to treatment by persuasion 
or bargaining. Moreover, caregiver strategies 
such as reminders of medication time, setting 
an alarm, or carrying a spare bag facilitated 
adherence to ART in both young children and 
adolescents.17,18 During clinic visits, frequent 
reminders provided to caregivers about the 
routine use of techniques such as setting alarms 
to remember medication times or carrying spare 
bags may positively affect children’s adherence 
to ART. 

As mentioned earlier, some caregivers of 
children whose treatment was followed up in 
the same clinic reported the quality of health 
services as a facilitator, while some caregivers 
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reported their lack of information about the 
health system as a barrier to their children’s 
adherence to ART. This finding suggested that 
children and caregivers followed in the same 
clinic may not benefit from the same quality of 
care. Previous studies have shown that family-
centered care help improve adherence to ART.3,10

Strengths and limitations

This study includes data based on the self-reports 
of caregivers. The possibility of bias in parental/
caregiver statements constitutes a limitation of 
our study. In terms of the generalizability of the 
results, our sample represented a small group 
of 15 caregivers from a single urban center, 
which limits the transferability of findings to 
rural settings or diverse healthcare institutions 
across Türkiye. Additionally, the study did not 
examine how intersecting social determinants 
such as maternal age, education, economic 
status collectively influence adherence, which 
may be better addressed in future research. 
The strength of our study is that it is the first 
study to our knowledge, conducted in Türkiye 
to investigate the situations that facilitate and 
complicate the adherence of children to ART 
from the perspectives of their caregivers. Our 
study also sheds light on the experiences of 
caregivers regarding children’s adherence to 
ART in Türkiye.

Conclusion and recommendations

Adherence to ART in the pediatric population 
is a complex and dynamic process. Caregivers 
identified more barriers than facilitators 
to children’s adherence to ART, with the 
most significant barriers related to negative 
experiences and medication forms. Factors 
such as the child’s developmental stage and 
the disclosure status of the diagnosis to the 
child or their environment also played a critical 
role. Not disclosing the diagnosis to the child 
often leads to uncertainty and reluctance about 
treatment, while withholding the diagnosis 
from the community can disrupt medication 
schedules due to challenges in administering 

medication in social settings. These findings 
highlight the need to further investigate 
adolescents’ self-perceptions of HIV and 
ART, particularly in relation to disclosure and 
treatment autonomy. Caregivers, as central 
figures in managing pediatric HIV treatment, 
face significant difficulties in ensuring 
adherence. Health professionals, in their 
educator role, should provide targeted support 
to caregivers, offering strategies to address 
these challenges and improve medication 
administration. Effective treatment efforts 
must consider the interconnected influences of 
the child, caregiver(s), medication regimens, 
healthcare system, and sociocultural factors. 
Further research is essential to explore pediatric 
adherence to ART in Türkiye, particularly 
using larger, more diverse samples, to 
develop comprehensive and context-specific 
interventions. Employing mixed-methods 
designs could further enrich findings by 
integrating in-depth qualitative insights with 
measurable adherence outcomes.
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