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HIV-positive children and young people may face substantial social barriers to maintaining appropriate levels of 
adherence to antiretroviral therapy (ART) during childhood and adolescence. In this paper, we focus on these 
children’s voices and the challenges they face growing up living with HIV in Uganda. Drawing on retrospective 
self-reports of 26 children living with HIV, taking ART and attending a clinic in central Uganda, we examine the 
reasons for non-adherence to ART among children and why they may not report when they miss their treatment. 
The reasons why children may not take their treatment are socially complex and similar to adult experiences and 
the struggles people face in adhering to life-long treatment of a condition that is stigmatised. Children are aware 
of the stigma that surrounds their condition and respond to adults who stress the importance of keeping their 
condition secret. The causes of non-adherence are not necessarily due to forgetting, but because of concerns 
about secrecy and children deliberately avoiding being seen taking their treatment, for example, to avoid 
identification. Children’s desire to maintain and protect relationships explains non-adherence as well as their failure 
to report it to adults. The clinical focus on exemplary adherence makes it more difficult for healthcare workers to 
discuss with children the social challenges that they may experience in taking treatment every day. If adults could 
approach non-adherence with greater empathy, recognising that children too are juggling treatment taking and 
social concerns then children may feel more willing to tell them about missed doses. Their poor adherence is not an 
inevitable element of the experience of being a child, but rather, like many adults, a substantial challenge if they are 
to manage their life-long treatment.
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Introduction

A greater number of children born with HIV are surviving 
into adolescence and adulthood as a result of increased 
access to antiretroviral therapy (ART). Out of an estimated 
3.3 million children who were living with HIV at the end of 
2012, 91% of them are in sub-Saharan Africa (UNAIDS 
2013). The number of children under 15 years old receiving 
ART rose from 566 000 in 2011 to 630 000 in 2012 (WHO 
2013). In Uganda in 2013 a total of 570 373 people had 
access to ART countrywide, 526 487 of whom were adults 
aged 15 years and over, and 43 886 children aged 0–14 
years (MOH 2013).

While the growing number of children surviving with 
HIV heralds a treatment success, challenges remain 
as these young people face a life-time of managing their 
HIV-infection (Bernays et al. 2014). Children and young 
people may face substantial social barriers to maintaining 
appropriate levels of adherence during adolescence 
because of lifestyle changes and their resentment at 
having to take treatment daily. In addition, the stigma that 

surrounds HIV may lead children to take their treatment 
in secret which may be challenging for children living 
in crowded conditions or with people unaware of their 
infection. The requirement to take treatment every day 
may be made harder where food is short or a carer’s long 
working hours curtail the support that person might give 
to ensuring that medications are taken on time (Weiser 
et al. 2010, Buchanan et al. 2012, Young et al. 2013). 
Adherence to HIV treatment is monitored clinically through 
pill counts and manifestations of clinical symptoms, as 
well as asking children whether they missed any doses. 
In resource-constrained settings clinicians will depend on 
the reports of the children taking drugs or their carers to 
determine whether they are adhering to treatment (Kagee 
2008, Byakika-Tusiime et al. 2009). However, until a child 
presents with clinical signs and symptoms it may be difficult 
to assess adherence.

Several studies have been conducted in sub-Saharan 
Africa to determine the reasons for non-adherence, 
(Arrive et al. 2005, Johnston 2005, Bikaako-Kajura et al. 
2006, Polisset et al. 2009) but most have focused on the 
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