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ABSTRACT
South Africa has seen an increasing population of children and adolescents accessing antiretroviral treatment (ART) in
the past seven years. Many of these children are at the age when they should know their HIV diagnosis. We used
grounded theory to explore the process, reasons and outcomes of HIV disclosure to children accessing ART from a
paediatric HIV clinic in South Africa. Twenty seven caregivers of children aged 6 - 13 years who were receiving ART
participated in four focus group interviews. Four main themes, disclosure occurring as a process, asking HIV related
questions, the right age to tell, and the child’s reaction to the diagnosis emerged. Biological caregivers approached disclosure as a process; they planned and prepared for the disclosure event for a long time. Full disclosure occurred when
the caregivers had dealt with their own personal fears over the child’s diagnosis, resulting in disclosure being delayed to
older age and adolescence. Non-biological caregivers disclosed impulsively to children and employed partial disclosure.
Caregivers disclosed because of the child’s refusal to continue taking medication or the child repeatedly questioned the
reasons for taking medication. Caregivers also disclosed because it was the right time to disclose, and the right time was
often when the child reaches adolescence. After learning about their HIV diagnosis children became more adherent to
medication, they also ensured that their HIV infected biological caregivers were adherent too. Children kept their diagnosis secret from people outside their immediate families. The increased survival of children on ART in South Africa
calls for concerted efforts from researchers and health care providers to develop disclosure guidelines to assist caregivers to disclose to children in a manner that promotes the wellbeing of the child.
Keywords: HIV Infected Children; Revealing the Diagnosis; Disclosure Outcomes; South Africa; Reaction to
Disclosure; Disclosure Guidelines; Disclosure Process

1. Introduction
Sub-Saharan Africa remains the region most heavily
affected by HIV, of the estimated 3.4 million children
under 15 years old living with HIV in 2010, 90% of them
are in sub-Saharan Africa. About 350,000 children were
newly infected with HIV in 2010 [1]. The Joint United
Nations Programme on HIV/AID estimates that up to
280,000 children under 15 years were living with HIV in
South Africa in 2009, making it the country with the
highest number of children living with HIV in the world
[2]. With a massive roll out of antiretroviral treatment
(ART), South Africa has seen an increasing population of
children and adolescents accessing ART in the past seven
years [3]. Many of the children who started ART in
South Africa are at the age when they should know their
HIV diagnosis. Recent data from a South African study
conducted with caregivers of HIV infected children
Copyright © 2012 SciRes.

show an increase in the number of older children
accessing ART. The mean age of the children in this
study was 8.2 years with a range of 4 - 17 years [4].
There is evidence from studies conducted in developed
countries that issues regarding adherence to ART medication and the HIV diagnosis disclosure take on additional importance as children with HIV reach adolescence [5,6]. According to Domek [7] issues around adherence to ART medication, self-esteem and behavioural
problems cannot be adequately addressed without HIV
disclosure to infected children and adolescents. Furthermore, as HIV infected children reach adolescence, having information about their own disease becomes an
essential part of HIV prevention within the larger population [6,8].
There is a great deal of evidence in support of the
disclosure of the diagnosis to children infected with HIV.
Blasini et al. [9] established that both the youth and their
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caregivers considered disclosure as a positive event for
them and their families. Findings from developed countries show that children and adolescents who know their
HIV diagnosis are more likely to accept HIV related medical care than those who are unaware of their diagnosis
[8,10-12]. Disclosure positively influences adherence to
ART for some HIV-positive children [13]. However,
when children take their doses of ART medication they
become asymptomatic, and they do not understand the
visits to health care facilities for routine check-ups and
the continuous taking of medication [10,14-16]. This
often results in poor adherence to long term ART medication particularly among older children and adolescents
[17-21]. Disclosure increases knowledge and understanding of HIV, helps to facilitate children’s adjustment
to the illness and treatment regimens, boosts self-esteem,
decreases risky behaviours, and builds stronger family
ties to tackle more challenging issues in the future [10-12,
22]. In addition, Mellins et al. [23] observed less depression among children who knew their HIV diagnosis
than in those who did not. Again, several studies maintain that HIV disclosure to children and adolescents has
implications for the progression of the disease and the
success of the treatment [11,14,20,24].
Current data from studies conducted in Sub Saharan
Africa show that HIV disclosure rates to infected children remain low [25]. Moreover, data show that HIV
disclosure to infected children is still delayed until older
childhood and adolescence in many settings [9,16,23].
What complicates HIV disclosure to children in developing countries is the increasing prolonged survival
among untreated vertically-infected HIV-positive children [26-28], who are now accessing HIV care services. In
a study conducted in South Africa, a third (30.5%) of
HIV infected children were diagnosed between 11 - 17
years [4]. Whereas in the beginning caregivers argued
that the child was too young to know about their HIV
diagnosis and delayed disclosure [7,20,29-31], children
now live much longer without ART, and an increasing
number is diagnosed in their early teens [4,26,28]. Delaying HIV disclosure to these children is likely to result
in accidental disclosure with negative consequences.
Accidental disclosure could lead to misinformation, confusion, bitterness and limited opportunities for processing
the information in a supportive environment. Also, the
possibility of children learning about their HIV diagnosis
from sources other than their caregivers increases considerably with age because children are exposed to HIV
and AIDS related information in their communities,
schools, and through the media [23].
HIV disclosure to infected children is more complex
than disclosure by adults because children have little
control over when and how they are informed of their
Copyright © 2012 SciRes.

diagnosis. Caregivers usually hold the power to decide
what is in the best interests of the child and may be
reluctant to disclose for various reasons [30,32]. Consequently, most studies conducted on HIV disclosure to
infected children report on the challenges experienced by
caregivers to disclose HIV to their children. Previous
studies maintained that caregivers in developing countries, often struggle with issues of how to talk to the child,
what should be said and who should talk to the child [7,
33-35]. There are limited studies that examine the caregivers’ decision making process for HIV disclosure to
infected children in developing countries. For South
Africa, the country with the largest paediatric ART
programme in the world [36]; it is imperative that health
care providers and researchers understand why, when
and how caregivers disclose HIV to their infected children to develop interventions to support caregivers in
disclosure. This paper reports on the process, reasons and
outcomes of HIV disclosure to children accessing ART
from a paediatric HIV clinic in South Africa. The purpose of the study is to inform the development of interventions to manage HIV disclosure to children and adolescents enrolled in ART programs.

2. Materials and Methods
Data described here were collected as part of doctoral
grounded theory study conducted in partial fulfilment of
the requirements for a doctoral degree from the School of
Public Health, University of Limpopo Medunsa Campus,
South Africa. Data were collected between November
2009 and March 2010.

2.1. Setting
Focus group (FG) interviews were conducted with caregivers of HIV infected children receiving ART in a paediatric clinic of an academic hospital. The clinic at the Dr
George Mukhari academic hospital started with paediatric ART in 2004 and provides treatment and care to children from urban, peri-urban and informal settlements in a
resource limited district of Gauteng province in South
Africa. Caregivers were recruited as they waited for consultation and medication during the routine monthly visits for their children, and scheduled appointments were
made with caregivers who met the inclusion criteria. The
criteria for selection for FG interviews was being the
caregiver of an HIV infected child aged 6 - 13 years and
receiving ART. Caregiver’s biographic and demographic
information such as their age, gender, level of education,
employment status, relationship with child, and the age
of the child were carefully considered to maximize variation. One other critical criterion was a caregiver’s report
that the child knew his/her HIV diagnosis, which was
WJA
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used to assign caregivers to either the disclosed or the
non-disclosed groups. For the purpose of this study, we
defined a caregiver as the biological mother, biological
father, grandmother, grandfather, foster parent, or other
relative who performs primary caregiving functions for
the child routinely or on a daily basis.

2.2. Data Collection
The FG interviews were conducted by the lead researcher
who is experienced in facilitating focus groups. A trained
research assistant assisted with recruitment and FG interviews. Two open ended FG guides, one for disclosed and
one for non-disclosed caregivers was used for the FG
interviews. The guides were developed in English and
translated into Setswana, a local language spoken by
most caregivers in the study site. The FG interviews were
conducted in Setswana and were audio recorded with the
participants’ permission. FG interviews lasted for about
60 to 90 minutes. Written informed consent was obtained
from individual caregivers prior to the start of the FG
interview. The caregivers received R50.00 (equivalent
US $8) to cover their transport cost, and refreshments
were provided at the end of the FG interviews. A total of
nine FG interviews were conducted with disclosed and
non-disclosed caregivers of children on ART. One FG
interview was conducted with a mixed group of disclosed
and non-disclosed caregivers, three with non-disclosed
and disclosed caregivers, respectively. Each FG interview had an average of seven participants with a total of
52 caregivers. Two follow up FG interviews were conducted with 12 caregivers.
The socio-demographic information of the caregivers
and children in their care was collected at the end of the
FG interviews using a brief self-administered questionaire. The tool was also translated to Setswana, and
caregivers who could not read or write were assisted to
complete the tool by the research assistant.
The Medunsa Research Ethics Committee of the University of Limpopo granted ethical approval for the study,
and permission to conduct the study was obtained from
the hospital management of Dr. George Mukhari Academic hospital. Participation in the study was voluntary,
and the researchers ensured confidentiality throughout
data collection. Informed consent was obtained from
participants prior to the FG interviews.

2.3. Data Analysis
The constant comparative data analysis as described by
Straus and Corbin [37] guided the analysis of data for
this study. FG interviews were transcribed verbatim in
Setswana and translated to English by the lead researcher.
Each transcribed FG interview was reviewed for accuCopyright © 2012 SciRes.
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racy by replaying each interview recorder whilst reading
and translating the transcript. Transcripts were imported
into NVivo version 8, a computer software package for
qualitative analysis, which was used for coding all the
FG interviews. Analysis began with the development of a
code list from multiple readings of a number of transcripts. The code list was reviewed by the lead researcher
and the research promoter for consensus on the definitions of the themes and sub themes. This was followed
by open coding to identify major themes and categories
that emerged from the data. The lead researcher and
promoter met frequently to review themes, and new
emergent themes identified, were integrated in the coding
process. The transcripts were recoded if a new code
emerged or an existing code was revised. Axial coding
was used to draw tentative connections and relationships
between the codes and categories that were generated
through open coding [37]. The simultaneous processes of
data collection and analysis permitted on going verification of codes and categories. Data triangulation, transcribing verbatim, peer debriefing, and analyzing data
using computer software were employed to attain trustworthiness [38].
Because this paper is focused on the process, reasons
and outcomes of disclosure, analyses are confined to FG
interviews with non-disclosed caregivers.
Responses provided on the caregiver and child demographic data were analysed using Stata version 10.0 [39].

3. Findings
3.1. Sample Description
Demographic characteristics of the caregivers are presented in Table 1. A total of 27 caregivers of children on
ART participated in three FG interviews and one follow
up FG interview. Caregivers ranged in age from 20 - 70
years. Less than half 12 (44.4%) of the caregivers were
the biological mothers of children. The caregiver employment status revealed that 19 (70.4%) were unemployed and that the majority 22 (81.5%) depended on
child support grant. Half 14 (51.9%) of the caregivers
were married while more than a third 10 (37%) were
single. A third 8 (29.6%) had high school and tertiary
education and 12 (44.4%) had a secondary education.
About 12 (44.4%) of the caregivers did not know their
HIV status while 3 (11.1%) were HIV negative.
Demographic information on children was collected
from the caregivers and is presented in Table 2. The
children ranged in age from 6 - 13 years, and the mean
age was 11 years. More than half 14 (51.8%) were diagnosed between 10 - 13 years, and the mean age of diagnosis was 8.3 years. More than two thirds 16 (61.1%) of
the children were disclosed to between 10 - 13 years, and
WJA
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Table 1. Caregiver demographic information (n = 27).

Table 2. Demographic information on children (n = 27).

Characteristics of caregivers

Characteristics of children

Frequency

Percent

20 - 30

4

14.8

31 - 40

13

48.2

41 - 50

3

11.1

51 - 60

6

22.2

61 - 70

1

3.7

Age

Frequency

Percent

6 - 9 years

6

22.2

10 years

4

14.8

11 years

6

22.2

12 years

3

11.1

13 years

8

29.6

Child age

Gender
Male

4

14.8

Female

23

85.2

Marital Status
Single

10

37.0

Married

14

51.9

Widowed

3

11.1

Divorced

0

0

Employment status
Employed

3

11.1

Unemployed

19

70.4

Part time employment

2

7.4

Pensioner

1

3.7

Schooling

0

0

Self employed

2

7.4

Highest level of education
Primary

6

22.2

Secondary school

12

44.4

Completed secondary

5

18.5

Tertiary education

3

11.1

Relationship to child
Mother

12

44.4

Father

3

11.1

Granny

5

18.5

Other relative

6

22.2

Foster

1

3.7

Caregiver HIV Status
Negative

1

4.0

Positive

12

44.4

Unknown

12

44.4

Receiving child grant

Mean age

11 years

Diagnosis age
Birth - 5 years

8

29.6

6 - 8 years

5

18.5

10 years

3

11.1

11 years

4

14.8

12 years

5

18.5

13 years

2

7.4

Mean diagnosis age

8.3 years

Disclosed age
Below 5 years

3

11.5

6 - 9 years

7

26.9

10 years

4

15.4

11 years

8

30.8

12 years

2

7.7

13 years

2

7.7

Mean disclosed age

9.4 years

Child gender
Boy

11

40.7

Girl

16

59.3

Primary

24

92.3

Secondary

2

7.7

Alive

15

55.6

Deceased

12

37.0

Mother

11

40.7

School grade

Mother alive

Disclosed by

Grandmother

5

18.5

Other relatives

5

18.5

No

5

18.5

Health care provider

5

18.5

Yes

22

81.5

Father

1

3.7

Copyright © 2012 SciRes.
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the mean age of disclosure was 9.4 years. All of the children were on ART, and the mean duration on ART was
3.2 years. Twelve (37%) children were maternal orphans.
Almost all (92.3%) of the children were in primary
school.
3.1.1. Disclosure Occurring as a Process
Disclosure in this sample was approached as a process
and not as once only occurrence. Caregivers talk about a
process of providing children with information appropriate for their ages and ability to understand.
I think it is important that she gets used to the disease
at an early age and that you keep reminding the child at
an early age and not when she is 11 or 12 years. I do not
think it can be a problem if she is told at 5 years so that
she grows up knowing about her illness and you continue building her understanding, and you tell the child
information that she can understand. By the time she is
12 years she will understand because you would have
given her a foundation (biological mother of a 12 years
old).
If you tell him when he is much older he will be hurt,
but if you tell him at an early age he grows up knowing
about this thing (HIV) and he will understand it (aunt of
a 13 years old).
The data show that the decision to disclose the HIV
diagnosis to children was difficult, stressful and emotional for most of the caregivers prior to disclosure.
Eish! …, I was afraid…, I did not know how she was
going to react…, I know the pain of knowing. I was hurt
when I found that she is sick (biological mother of a 6
years old).
For caregivers who were not the biological mothers of
the children, disclosure was easy, and they often disclosed immediately after the child came into their care or
after diagnosis.
The reason I decided to tell him…, his mother died,
and a few months later he got sick and was admitted in
hospital. When we got home from the hospital, I sat him
down and told him (grandmother of an 11 years old).
Besides the fact that caregivers experienced disclosure
as emotional, they also reported that there was a time
before disclosure when they did not know what to tell
and how to tell their children about the HIV diagnosis.
Eish! …, In the beginning, it is very difficult to tell the
child, it is difficult when the child is still small, you do
not know where to begin. But one day I decided to tell
him (grandmother of a 10 years old).
Planning and preparing for the disclosure event took
different forms, and was depended on the emotional
status and readiness of the caregiver to disclose.
It was scary…, whenever I wanted to tell him, I would
take him to the McDonald’s because I was not sure how
Copyright © 2012 SciRes.

323

he was going to react, whether he will be angry at me. So
I always postponed telling him, and I did it often. If the
clinic prepare us, it will be helpful because it is difficult
(biological mother of an 11 years old).
Although caregivers believed that disclosure should be
planned, in reality, some of the disclosure events were
accidental, unplanned and impulsive.
I was in the kitchen about to take my medication when
she said mama drink your medication otherwise you are
going to die. I said do you think I will die? And she said,
“don’t you see that you are sick?” I said what is wrong
with me? She said you have HIV, on TV they say people
are dying from HIV. I was confused for a few minutes
and I said it is better that I tell her and I said that is true,
mama is HIV positive and so are you. She said “I am not
sick” and you could see that she said that with all her
heart, but I already said it and I could not take it back
(biological mother of a 6 years old).
3.1.2. Asking HIV Related Questions
Caregivers reported that the disclosure event was influenced by their children’s asking questions about why
they had to continuously take medication.
The child was asking why she was taking medication
all the time and why other children were not taking
medication. She was complaining that she is always being called to take medication while other children are
playing. I had to explain that the treatment is for her life
(grandmother of an 8 years old).
Some of the caregivers disclosed the HIV diagnosis to
the child because of the child’s refusal to continue taking
medication:
The reason I told him is because he did not want to
take the medication, he takes his medication at six in the
morning and evenings, and sometimes he comes around
six thirty from playing. So, I decided that it is better that
I tell him because it looks like he does not know (aunt of
a 13 years old).
The reason I decided to tell her is because she would
cry when I call her for treatment and say she is tired of
taking medication (biological mother of a 13 years old).
Close to half (12 out of 27) of the children in this sample were maternal orphans and were cared for by relatives and foster parents. One of the reason caregivers
disclose was in response to children’s questions about
their biological parents.
He asked, and we told him that his mother and father
died from AIDS, the other thing he also wanted to know
the reason for taking medication (aunt of a 12 years old).
She was asking me about her mother and I explained
that this is the reason you also have this disease (HIV),
the disease that you suffer from is the same disease that
killed your mother (aunt of a 12 years old).
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3.1.3. Right Age to Tell
Caregivers perceived the age when the child is told about
the diagnosis as important for the child to be able to
manage the disclosure. Some of the caregivers disclosed
because they believed that it was the right age for the
child to know.
I think we helped him to know so that he grows up
knowing his condition. I am also grateful that if I die
XXX will not suffer because he will know his condition
(grandmother of a 10 years old).
When the child knows about his illness he can deal
with that better and does not think about it all the time
(biological father of a 14 years old).
Fear that the child will infect other children was a
great concern for caregivers in this study sample. Protecting other children from being infected was the reason
why children should know their HIV diagnosis.
The reason I told her is because I wanted her to know
what is wrong with her so that if she is playing with other
children and something happens to her, and there is
blood she should not allow people to touch her (aunt of a
12 years old).
3.1.4. The Child’s Reaction to the Diagnosis
Prior to disclosure most caregivers were fearful of the
children’s reaction to the disclosure. Responding to the
question of how their children reacted to learning about
their HIV diagnosis, some caregivers reported that children were mostly saddened by the disclosure.
He went to the disclosure camp, and when he came
back he was angry with me and was unhappy and moody,
when I tried to find out what was wrong I realized that I
was hurting him more. When he got back from the camp
he did not want to come close to me, and he was crying
all the time and did not want to discuss that topic (biological mother of a 9 years old).
She was not angry but was sad…, after being told, she
isolated herself from us, and when I asked her what she
was thinking of she said I am not thinking about anything
mama. But I could see that what I told her was making
her sad (biological mother of a 13 years old).
In contrast, some caregivers experienced the disclosure
occurrence differently and reported that their children
were able to easily accept the disclosure.
She wanted to know if the medication she was taking
was for HIV, and I said yes, she said “if I do not drink
the medication, will I die”, I said yes you will die. She
wanted to know how long will she be taking this medication, and I told her that she will take medication for the
rest of her life. She reacted well to this, and she was not
upset or hurt (foster mother of a 10 years old).
One of the challenges for the caregivers before disclosure was fear that the child was going to ask about the
Copyright © 2012 SciRes.

source of the infection. Data show that indeed children
asked about the source of the disease after learning about
their HIV diagnosis.
My child asked why she is positive and she wanted to
know if I was also positive, I told her that I am positive
but not yet taking medication (biological mother of a 12
years old).
He asked why he was taking medication and what the
medication was for; he also asked me how he got the
disease (grandmother of a 10 years old).
Most of the disclosure in this sample was prompted by
issues around medication. Reports from caregivers show
that following disclosure children became adherent to the
medication.
Now when it is time for treatment, she comes running
even if she was playing outside. Now she is able to take
her medication on her own (foster mother of a 10 years
old).
Since then…, around six in the evenings she comes,
even if she has been playing she will go to the bedroom
and take her medication. She does not have problems
anymore (biological mother of a 11 years old).
Reports from caregivers also show that adhering to
their medication for most children in the sample also
meant ensuring that their biological HIV infected caregivers were adherent to their medication too.
She knows and reminds me of the times for my treatment. She is happy these days. She has no problems; she
knows her times for her medication (biological mother of
an 11 years old).
Even if I am not there he knows that we both take
medication. Sometimes I leave the house early in the
morning, when I get back he would ask if I have taken my
medication (biological mother of a 9 years old).
Often caregivers instructed children to keep their HIV
diagnosis secret for fear of negative consequences should
the child tell others about their disease. However, even in
the absence of instructions the children still kept their
HIV diagnosis secret.
We did not tell him to talk or not to talk, but the way I
see it, he does not talk, I would not like him to talk
(brother of an 8 years old).
We did not say anything she just kept quiet, and she is
quiet about that (aunt of a 14 years old).

4. Discussion
The decision to disclose the diagnosis to HIV infected
children was difficult for most caregivers in this study.
Similar to other studies, caregivers found disclosure to be
an emotionally traumatic event [40,41]. Caregivers delayed disclosure because they were fearful that their children would ask about the source of the infection, which
they perceived as a difficult question to answer. ConWJA
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sequently, only 12 of the 27 children were told about
their diagnosis by biological mothers, the rest were
disclosed to by nonbiological caregivers. This study and
others, argue that nonbiological caregivers do not have to
deal with most of the fears that biological parents have
first to deal with, like passing the infection on to the
children. For biological caregivers disclosing the HIV
diagnosis to children is comparable to disclosure of the
parent’s HIV status [16,22,23,41]. When nonbiological
caregivers disclose there is less blame and guilt than
when biological caregivers disclose [41]. As a result, nonbiological caregivers often disclosed shortly after the
child came into their care or after the HIV diagnosis.
Literature on HIV disclosure to children conceptualises disclosure as a once-off event or a process when
information about the diagnosis is provided to the child
[16]. Ledlie [22] discusses three main patterns of disclosure and maintains that disclosure to children is a
process that caregivers pass through with a continuum of
conditions from total secrecy to partial disclosure to full
disclosure. The same patterns of disclosure were observed in this study, most biological caregivers employed full
disclosure in telling their children about the diagnosis,
while nonbiological caregivers were inclined to use
partial disclosure. Partial disclosure refers to the strategy
whereby caregivers provide children with information
about their illness without naming the disease as HIV/
AIDS [12]. Caregivers in this study often told children
that they have a disease similar to what their mothers had.
Given that only 12 of the 27 children were told their HIV
diagnosis by their biological mothers, the data suggest
that most children in the study received partially disclosure.
Similar to other studies, some of the caregivers in this
study approached disclosure as a process; planning and
preparing for the disclosure event [16,23,32,33,41,42].
Prior to disclosure, caregivers planned the disclosure
event over a long period. Planning involved specific
activities including buying toys, cell phones, or taking
the child out for lunch to prepare for the disclosure event.
Similar planning activities were reported [16]. In addition, caregivers exposed the children to HIV related programs on TV to provide them with HIV-related information in preparation for disclosure. While other caregivers read HIV and AIDS booklets with their children.
The reading sessions were used to provide children with
explanations about HIV. These activities influenced caregivers and their children positively, and made disclosure
easy.
However, data from this study and others show that
not every disclosure event was well planned and prepared for [16,42]. Some of the caregivers disclosed
during moments of frustration in response to the child’s
Copyright © 2012 SciRes.
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refusal to take ART medication. Caregivers also disclosed impulsively because the child persistently asked questions about the nature of their illness. Similar findings
were reported in other studies [16,42,43]. Disclosure was
also a once off impulsive event when nonbiological caregivers disclosed soon after the child was diagnosed with
HIV or came under their care. The impulsive nature of
HIV disclosure to children could be attributed to caregiver lack of disclosure skills as well as the lack of disclosure guidelines reported in many studies [7,20,44,
45].
The child’s reluctance to adhere to ART medication
prompted disclosure in some cases. Some caregivers disclosed because of the child’s refusal to continue taking
ART medication. While others disclosed because the child
was persistent in asking questions about taking medication continuously. These findings should be viewed in
the context where most of the children were healthy and
asymptomatic during field work, and they could not understand why they had to take ART medication. The data
generally agree with findings from previous studies [1416,23,30,46,47]. In line with previous findings, children
became adherent to their ART medication on learning
about their diagnosis [48]. Adhering to medication for
most children also meant ensuring that their biological
caregivers were adherent to their medication too. A variety of aids like watches with timers, reminder notices and
mobile phone alarms were used to remind them to take
their medication. Similar findings were reported in previous studies [46,49].
One other reason for disclosure was the persistent
questioning from symptomatic children about the nature
of their disease. Other studies also reported similar findings [46,50]. Persistent illness-related questioning was
not one of the main reasons why caregivers disclosed to
children. Most children were on ART medication for
three years and were asymptomatic and healthy. Caregivers also disclosed because children were asking questions about the death of their biological parents; 12 of the
27 children were maternal orphans. According to Vaz et
al. [16] caregivers view disease-related questions as a
motivation to tell children of their HIV diagnosis. Contrary to that, in this study, disclosure prompted by persistent illness related questioning was often unplanned,
impulsive and partial.
The right age to tell, also determined disclosure of
HIV to children, the right age is contextualized as the
time when the child is perceived to have the ability to
understand the diagnosis. Caregivers disclosed because
they believed that once children learn about their HIV
diagnosis they will be able to manage the disease better.
In line with this view, Bhattacharya [51] reported better
self-care as the most frequently cited advantage of disWJA

326

Disclosing HIV to Infected Children in South Africa in the Era of HAART: A Grounded Theory Study on the Process,
Reasons and Outcomes of Disclosure

closure among children who were told about their HIV
diagnosis. The right time to disclose for many caregivers
was the time when the child reaches adolescence. Similar
findings were reported previously [8,16,30,40]. Furthermore, caregivers in this study and others, disclosed to the
adolescent primarily to protect their children, and also to
protect others from becoming infected [12,16,30].
The children’s initial reaction to disclosure was crying,
shock, disbelief, and anger. Children were saddened by
the disclosure; they isolated themselves, were often
moody, tearful and withdrawn. Some caregivers reported
that their children reacted well to the disclosure and were
able to accept the diagnosis. Mellins et al. [23] argue that,
caregivers tended to underestimate the level of shock to
children and overestimate the percentage of neutral
reactions of children at the time of the disclosure. This
study argues that given the process of disclosure employed by most caregivers, it is likely that the same phenomenon could have happened to caregivers’ estimation
of the reactions of their children. For some caregivers,
disclosure was a once-off impulsive occurrence and not a
process that required multiple conversations as suggested
by Mellins [23].
Recent findings from Vaz et al. [16] show that upon
learning about their diagnosis, most children did not ask
questions or verbalize their concerns to anyone. Although children in this study asked questions following
disclosure, caregivers did not associate the questioning to
concerns that the children have about their diagnosis.
Children asked questions about how long they were expected to take their ART medication, whether their biological caregiver was also infected with HIV, whether
their siblings were infected, they wanted to know if they
were going to die, as well as the source of their infection.
Similar findings were reported [16].
In response to learning about their diagnosis, children
developed strategies to manage their reception of the
HIV disclosure. Secrecy was used as a strategy to manage HIV disclosure by the children. Caregivers reported
that after disclosure, some of the children were instructed
to keep the diagnosis secret, due to the stigma associated
with HIV and AIDS. However, even when children were
not instructed to keep the diagnosis secret, they still kept
the diagnosis secret. This phenomenon was also identified by Hejoaka [52] who argues that children keep the
diagnosis secret because of their awareness of the secret
nature of the disease. In an endeavor to keep the diagnosis secret, children in this study developed strategies to
conceal their ART medications and the disease. They
used diverse strategies in the presence of other persons to
notify the caregiver discreetly that it is time for their
medication. These findings are similar to other studies
[32,52].
Copyright © 2012 SciRes.

5. Conclusions
We found that HIV disclosure to children was influenced
by the caregiver and child related factors as well as the
social context of HIV infection and disclosure. The interplay of these factors resulted in HIV disclosure being
delayed sometimes to older age and adolescence. Biological mothers, as compared to nonbiological caregivers
experienced disclosure as traumatic, and feared that they
would be blamed for the HIV infection. Consequently,
biological mothers often approached disclosure as a
process and planned and prepared for the disclosure
event. Full disclosure often occurred when the biological
caregivers believed that they had dealt with their own
personal fears over the child’s diagnosis. However,
planning and preparing for the disclosure often resulted
in disclosure being delayed to late adolescence. When
disclosure is delayed till late adolescence, adherence to
ART medication becomes a problem; hence most caregivers disclosed because the child was not adherent to
medication or repeatedly questioned the reasons for taking medication. Taking into consideration that an increasing number of children are diagnosed in their early
teens, early disclosure of HIV to these children should
take priority to ensure adherence to ART medication.
The role of the health care providers in facilitating HIV
disclosure to children becomes crucial.
In contrast, nonbiological caregivers often disclosed
impulsively to children soon after the child was diagnosed with HIV or came under their care. These findings
have implications for HIV disclosure to infected children.
When disclosure was a once of event and partial, HIV
infected children lose the opportunity to ask questions
and to be taught about their disease and ART medication.
Caregivers often delay disclosure because they lack disclosure skills; an impulsive disclosure is also an indication of the lack of disclosure skills as well as the lack of
the comprehension of the impact of a HIV diagnosis disclosure to a child. When disclosure is once off, caregivers also downplay the reactions of the child to the HIV
disclosure, hence the report that most children reacted
well to the disclosure. The development of disclosure
guidelines to assist caregivers to disclose HIV to infected
children has been the subject of debates for a more than a
decade. The increased survival of children on ART in
developing countries like South Africa calls for a concerted effort from researchers and health care providers
to develop disclosure guidelines to assist caregivers to
disclose to children in a manner that would promote the
wellbeing of the child.
The outcome of disclosure was positive for most children, after learning about their HIV diagnosis, children
became adherent to ART medication they also ensured
that their HIV infected biological caregivers were adherWJA
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ent too. In spite of this, children kept their diagnosis secret; they used secrecy as a strategy to conceal their ART
medication as well as the disease from people outside
their immediate families. Keeping a secret is an additional burden for children who have to cope with their
HIV diagnosis, adhere to ART medication, and monitor
their caregivers’ adherence to their ART medication.
Disclosure guidelines should take into consideration the
secret nature of HIV and educate caregivers about the
negative impact of secrets on the child.
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