
•  PATA is a network of healthcare 
providers operating programmes in partnership 
with 289 facilities in 24 African countries. 

•  From July 2014 – August 2017, PATA 
conducted a situational analysis of 
adolescent HIV treatment and care 
in 218 facilities in 23 countries. 
Narrative responses from health 
facility surveys (n=218) and programme 
reports by healthcare providers (n=289) constitute 
the primary research base for this study.

•  Inductive analysis of Mzantsi Wakho and PATA data 
identified multiple, divergent understandings of ART 
non-adherence and defaulting among HIV-positive 
teenagers, caregivers, and healthcare providers. 
Combined deductive analysis explored these discrepancies in further detail.
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Results
Healthcare workers’ perspectives: ‘We don’t know how to stop this defaulting business’

•  Within the combined PATA and Mzantsi Wakho datasets, many healthcare workers were 
frustrated by non-adherence among adolescent patients, which they perceived as a 
behavioural phenomenon beyond their control, but for which they would bear the negative 
consequences in the form of a heavier case-burden of HIV-related morbidity and mortality.

Figure 3: Health providers at the 2017 PATA Summit most widely reported poor adherence 
as the key challenge faced when working with adolescents

•  They recounted their frustration and confusion, both regarding the negative health effects 
of non-adherence among adolescents, and its underlying causes.

•  Healthcare workers offered various explanations for adolescents’ ART defaulting. These 
included:  cost of transport to facilities, clinic operating hours that clashed with school or 
work schedules, and stigma of being identified as HIV-positive through clinic attendance or 
ART possession.

‘These teenagers, they are a big problem. They are in a big mess.’ 
(Nurse, hospital ART ward, Eastern Cape, South Africa, October 2013)

‘We don’t know why they default, whilst they default.’ 
(Nurse, day hospital, Eastern Cape, South Africa, June 2014)

‘We don’t know how to stop this defaulting business. We sit with piles and piles and 
piles of cards from patients who have defaulted.’ (Nurse, clinic antenatal care unit, Eastern Cape, South 
Africa, June 2014) 

‘Most of the adolescents do not comply with treatment because they are in their 
self-discovery stage where they start questioning and some feel there is no point for 
them to take their medication after all they will die like their parents.’ (Nurse, Swaziland, 2014)

‘I came to this clinic after not taking my treatment for 6 months. I was depressed, and 
I did not have anyone to support me in taking my drugs. I experienced challenges at 
home because my mother is the only breadwinner.’ Young person (Kenya)

‘I have had challenges with keeping time for my drugs. Sometimes, I forget taking my 
drugs and ended up missing my doses.’  Young person (Uganda)
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Background
•  Adherence to antiretroviral treatment (ART) is one of the greatest healthcare challenges 

facing HIV-positive adolescents.

•  In Southern Africa, adolescents have poorer ART adherence than adults, with associated 
lower rates of viral suppression and immune-recovery, and higher rates of HIV-related 
mortality and morbidity.1

•  A growing literature documents socio-structural and clinical factors associated with ART 
non-adherence among adolescents.2 

•  Comparably little research has been conducted on how adolescents themselves understand 
non-adherence, and how their understandings differ from adult caregivers and healthcare 
providers. 

Methods
•  This research combines the qualitative dataset of the Mzantsi Wakho study and operational 

research by Paediatric-Adolescent    Treatment for Africa (PATA). 

•  Mzantsi Wakho is the largest longitudinal, community-traced study of ART adherence among 
adolescents living with HIV (n=1057). 

•  Alongside a multi-wave quantitative survey (2013 – 2018), qualitative research was 
conducted with adolescents, their friends, families, and healthcare providers. In-depth 
interviews, focus groups, participatory research exercises, and over 2000 hours of 
observations in clinics, homes, play areas, and support groups constitute the qualitative 
dataset for this study. 

Figure 1: A timeline of the The Mzantsi Wakho study, which has combined qualitative, quantitative 
and participatory research methods from 2013 - 2018
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Figure 2: The PATA Network- 2018
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Conclusion
•  ART non-adherence is a major cause of HIV-related mortality and morbidity among 

adolescents.

•  In identifying and monitoring poor adherence to ART, terms such as ‘non-adherent’ or 
‘defaulting’ are used widely by healthcare workers and adult caregivers of HIV-positive 
adolescents. But adolescents themselves do not use or identify with these terms. 

•  Adolescents  typically report adhering well to ART, seeking to maintain adults’ impressions that 
they are reliable, responsible and obedient. When asked in greater depth about the challenges of 
accessing and remaining within care, adolescents’ accounts of non-adherence may surface.   

•  To improve adolescent ART-related outcomes, it is crucial to address the disjuncture between 
adolescents’, caregivers’ and healthcare provider’s understandings of non-adherence. 
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•  Adolescent ART clinic files and observations of clinic consultations revealed a variety of 
responses to non-adherence by healthcare workers. 

•  ‘Positive’ approaches included targeted adherence counselling, referrals to social services, 
and pleas and cajolements to motivate and inspire better medicines-taking. 

•  ‘Negative’ approaches included warning patients that health services would be denied to 
them in the future should their ART-adherence fail to improve, and threats that defaulting 
would be reported to adult authorities – including family members, senior healthcare 
workers, and even the police. 

Caregiver perspectives: ‘He doesn’t listen’

•  Caregivers understood adolescents’ non-adherence as a form of deviance. They compared 
defaulting to other insubordinate behaviours, such as speaking rudely to elders, or sneaking 
out of the house at night. 

•  The mother of a 14-year old boy explained her challenges in overseeing his adherence: 

Caregiver: He doesn’t listen. He wants to be reminded all the time… He will come back at 
night and realize that he forgot to take his pills. He should take them at seven. Seven pm and 
seven am… He forgets a lot, but its better now. 

Interviewer: Does he seem to like them, or does he feel forced?
Caregiver: Now he is forced, after he defaulted. 

•  In accounts of adolescent non-adherence, adult caregivers and healthcare workers oscillated 
between frustration and bewilderment, concern and care, as they sought a variety of tactics 
to promote better adherence.  

•  Their efforts included reprimands and punishments, increased surveillance of pill-taking and 
physical whereabouts, and attempts to ameliorate the socio-structural and individual 
circumstances perceived to undermine adherence. This included trying to secure better 
provision of food and water, and matching medicines-taking to other household routines, 
such as eating breakfast or brushing teeth.

Adolescents perspectives: ‘I drink them now’
•  The terms ‘adherence’, ‘non-adherence’ and ‘defaulting’ were not used by a single 

adolescent to describe their medicines-taking within the combined Mzantsi Wakho and 
PATA datasets. 

•  When asked outright about their adherence to ART, responses were mostly curt and 
formulaic. This excerpt from an interview with a 17-year old girl (Eastern Cape, November 
2014), is typical of these exchanges:

Interviewer: How are your pills treating you?
Participant: Good, because they make me strong.
Interviewer: So you like them?
Participant:  Ya.
Interviewer: Oh, and did your doctor tell you if your CD4 count is good or bad?
Participant:  They told me my CD4 count is good now.
Interviewer: Now? Was it bad before?
Participant:  Bad.
Interviewer: Why?
Participant:  I did not take my pills.
Interviewer: Why?
Participant:  I would forget, like after I ate I would go to sleep.
Interviewer: Do they make you sleepy or keep you awake?
Participant:  They keep me awake.
Interviewer: And you just want to sleep?
Participant:  Yes.
Interviewer: So now?
Participant:  I drink them now.

•  Within qualitative interviews, adolescents’ admissions of non-adherence were embedded 
within descriptions of broader challenges in accessing or remaining in care, such as the 
cost of transport to clinics, stock-outs of medicines, or the fear of being ‘outed’ as 
HIV-positive.

•  In some instances, adolescents made veiled references to defaulting through accounts of 
improved compliance in the present, and of the preferred palatability or lighter pill burden 
of a current regimen, in contradistinction to a previous regimen that had ‘failed’. 
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