“I failed to take them as I should and now I’m scared”: How can we support
adolescents’ adherence on second line HIV treatment.
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Results

Background
Sustaining optimal adherence is the major challenge facing adolescents
living with HIV (ALHIV). There are a growing number of children and
young people who will need to be moved onto second line anti-retroviral
treatment (ART) before they reach adulthood. In low-income settings
second-line treatment is often the last affordable and accessible option.
The aim of this qualitative study is to identify how best to support
children and young people to maintain optimal adherence once they are
moved onto second line treatment.

Methods
Using qualitative data from a large international clinical trial, ODYSSEY
(Poster #34), we examine the adherence experiences of young people
who are being moved onto second-line treatment, prior to starting the
trial. We report on the baseline in-depth interview data (i.e. their pre-trial
experiences) from 40 ALHIV (aged 10-18) from Uganda and Zimbabwe.
The data were collected using participatory methods to elicit their
adherence stories, including reasons for their sub-optimal adherence
behaviour. From their accounts of the challenges they encountered
adhering to anti-retroviral treatment (ART) before being in the trial we
identify the implications for their treatment engagement, support needs
and self-management of HIV.

Results
Sample characteristics

Age (years)
10-14
15-17
18+

Female
9
9
2

Male
8
10
2

Totals
17
19
4

Orphanhood status
Maternal
Paternal
Double
Non orphans

Female
5
4
3
8

Male
6
6
2
6

Total
11
10
5
14

Physical side effects of taking anti-retroviral treatment (ART)

In the baseline interviews participants
discussed their experiences of
treatment adherence. Some ALHIV
explained that poor adherence was
due to a limited understanding of why
they were taking the medication and
the physical side effects of taking ART,
such as persistent nausea. In most
cases it was only upon switching
treatments that they told anyone about
how it physically felt to take the treatment.
“The pills were many and they caused me to feel lazy and dizzy and
they had an awful smell so the medication from here is okay.”
(Ronald, 12 year old, Zimbabwe).
“I felt sad when I was going to take my medication because I got pain
in my stomach and sometimes I would also get nausea……when I
was holding my medicine in the evening just before taking it I would
feel nervous.” ( Denna, 11 year old, Uganda).

Frustration at the lack of transparency about the nature of their
condition

There were also more complex explanations, which included feeling
frustrated with carers’ lack of transparency about the nature of their
condition and uncertainty about their present and future with HIV.
“It was irritating because I didn’t know what the tablets were for, so it
was boring because they would tell me that I was going to get sick, so
sometime you would want to see what would happen if you stop the
medication.” (Paida 18 year old, Zimbabwe).
Challenges in shifting from mediated to autonomous treatment taking

Participants described there commonly being a rapid shift from mediated
to autonomous treatment taking, in which they found themselves
isolated from effective adherence support. This switch often seemed to
precede worsening adherence behaviour. The silencing of difficult
adherence experiences delayed their identification until a clinical crisis
occurred.
“I now take my medication well because my mother and sisters now
help me, but in the past I used to do it myself and would forget a lot.
Now they are sometimes there to see when I am taking my medicine”
(Mariam, 16 year old, Uganda).
“I did not have people who cared for me. They just didn’t ask if I had
taken or not and they would sometimes ask but they never bothered
to check if I was taking for sure so I just said let me not bother myself
with the pills. But now I am staying with my parents and my mother
watches me taking the medication.” (Ratidzo, 17 year old, Zimbabwe).
Switching treatments: Fear and blame around ‘treatment failure’

The clinical term ‘treatment failure’, frequently used
to explain a treatment switch, has been imbued with
unintended social meaning. It is interpreted by
participants as indicating failed adherence behaviour.
Switching treatment is characterised by fear and
blame, which further impedes being candid about
adherence problems.
“I messed up my first line treatment so I was moved to second line.”
(Mariam, 16 year old, Uganda).
“They told me that if I fail to take the pills well they won’t be any more
pills for me and I will die so I am worried and I don’t know what if I take
them well and they just don’t work in my body.” (Alice, 18 year old,
Zimbabwe).

Conclusions
 Adherence behaviour is not static, especially throughout
adolescence as adolescents living with HIV encounter multiple
changes in circumstances and responsibilities.
 Fluctuating treatment compliance can be anticipated and
ongoing discussion initiated within the clinic.
 We must reconsider the language used to describe treatment
switches and move from the implicit emphasis on individual
culpability.
 Relationally-orientated solutions which involve significant
others around the young person appear to show greater
potential for supporting adherence than the narrower focus on
the individual.

