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Abstract. A cross sectional survey was conducted with 121 caregivers of HIV-
infected children aged 6-13 years enrolled in an antiretroviral treatment (ART)
program at a tertiary hospital to determine the profile and HIV disclosure status
of children on ART, as well as the socio-demographic profile of their caregivers.
The majority of caregivers (n=104, 87.4%) were females, with a mean age of 39.6
years (range 21-76 years). Eighty-four (70.6%) caregivers had secondary educa-
tion, 61 (51.3%) were single, 83 (69.8%) were unemployed, 73 (61.9%) depended
on childcare grants, and 51 (42.9%) were biological mothers. The mean age of
children was 9.4 years (range 1-13 years), 109 (90.8%) were schooling, and the
mean diagnosis age was 5.2 years. Prevalence of disclosure was 40 (33.3 %), mean
disclosure age was 9.4 years (range 3-13 years), and mean diagnosis age was 5.2
years. Fifteen (37.5%) of the children were told their HIV diagnosis by biological
mothers, 10 (25%) by healthcare providers, 7 (17.5%) by grandmothers, and 8
(20%) were told by other relatives and foster parents. The prevalence of diagnosis
disclosure to HIV infected children was higher than previously reported rates in
South Africa and could be attributed to the older mean age of diagnosis. Although
biological mothers were the main caregivers, they disclosed the HIV diagnosis
to only one-third of the children. There is a need for more research to profile HIV
infected children accessing ART in public health facilities to inform interventions
to manage this growing population of children.
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INTRODUCTION

South Africa has made considerable
progress in providing antiretroviral treat-
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ment (ART) to children. According to the
United Nations General Assembly 26
Special Session (UNGASS), the country
has the largest pediatric ART program in
the world, and 81% of children in need of
ART were enrolled on ART at the end of
2009 (UNAIDS, 2010). Similar to what has
been observed in well-resourced settings,
the increased access to ART has resulted
in an increasing population of children
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and families living with HIV as a chronic
illness in poor resourced settings (Ledlie,
1999; Lee and Johann-Liang, 1999; Lester
et al 2002a; Wiener et al, 2007; Butler et al,
2009).

Studies conducted in well-resourced
and poorly resourced settings have re-
ported that, as the population of children
living with HIV matures, the issue of HIV
diagnosis disclosure to children becomes
more significant and becomes part of
their comprehensive clinical care (Lee and
Johann-Liang, 1999; Myer et al, 2006; Ober-
dorfer et al, 2006; Rujumba et al, 2010).

Despite the growing evidence of the
benefits of disclosure from well-resourced
settings, disclosure of HIV diagnosis to
children infected through mother-to-child
transmission (MTCT) remains a difficult
and controversial issue for families and
health care providers in resource-limited
settings (Lesch et al, 2007; Wiener et al,
2007). For the majority of children on
ART in these settings, HIV diagnosis
disclosure continues to be delayed until
older childhood and beyond (Wiener et
al, 2007). It has been 6 years since the roll
out of ART to children in South Africa,
and little has been empirically gathered
and documented on the age profile and
HIV disclosure status of children on
ART. This survey sought to determine
the socio-demographic profile and HIV
disclosure status of children enrolled in
the ART program of an academic hospital
in South Africa, and to describe the socio-
demographic profile of their caregivers.

MATERIALS AND METHODS

This study was carried out between
December 2009 and January 2010. A de-
scriptive survey was conducted for the
purpose of recruiting caregivers of HIV
infected children receiving ART to partici-
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pate in a series of scheduled focus group
(FG) interviews. The unit of analysis was
the caregiver who provided information
on the disclosure status and demographic
profile of children under their care. The
survey was the main strategy used to
recruit potential caregivers for the FG in-
terviews that used a qualitative grounded
theory approach to explore caregiver dis-
closure of HIV to infected children. A pe-
diatric HIV clinic of an academic hospital
in Pretoria, South Africa was the primary
site for recruitment of caregivers who par-
ticipated in a demographic survey.

The pediatric HIV clinic started its
operation with pediatric ART in 2004 and
provides care to children from birth to 16
years of age. The clinic receives children
referred from primary care services in the
surrounding areas and patients from pe-
diatric wards at the hospital. The hospital
is in an urban area but provides services
to children from a vast area of urban, peri-
urban, and informal settlements. When
this study was conducted, the registration
records indicated that about 1,000 children
were enrolled in the ART program in this
clinic.

At the time of data collection, more
than 60% of the children enrolled in the
ART program were between the ages of
1 to 5 years old. The inclusion criteria for
the study were caregivers of children who
were between the ages of 6 to 13 years old.
The study used a convenience sample, and
caregivers who met the inclusion criteria
and were present, and who were willing
to participate in the study during the six
weeks of data collection were recruited.

Caregivers were recruited as they ac-
companied children for routine follow-up
for HIV care. A ‘caregiver” was defined
as a biological mother, biological father,
grandmother, grandfather, foster parents,
aunts, or siblings who performed routine
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care giving for the child. ‘Disclosure’
meant formally telling the child that the
name of their disease is HIV or AIDS.

Data collection

The researcher and two trained
research assistants conducted the field-
work. The research team was guided and
assisted by the health providers from the
clinic who also provided a private space
for data collection. A tool was developed
in English by the researcher based on in-
puts from the literature on disclosure of
HIV to children (Ledlie, 1998; Dematteo
et al, 2002). The tool was pretested and
translated to Setswana, which was the
first language of most participants in the
study setting.

Structured interviews were conduct-
ed to accommodate caregivers who could
not read and write. Caregivers provided
demographic information regarding their
age, gender, employment status, level of
education, marital status, and relationship
to child, as well as demographic infor-
mation for the children under their care,
including age, gender, school grade, diag-
nose age, length of time on ART, whether
the child was told about the diagnosis,
and the age when the child was told about
the diagnosis.

Data analysis

Data were entered into Microsoft
Excel 2003® (version 11; Microsoft Corp,
Redmond, WA) and the data were ana-
lyzed using STATA for Windows® (version
10, StataCorp LP; College Station, TX).

For the purpose of analysis, chil-
dren’s ages were rounded off to whole
completed years; for example, 15 months
would be documented as 1 year. Descrip-
tive statistics were carried out to explore
the socio-demographic characteristics of
caregivers and children. The Student'’s ¢-
test was used to compare means between
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children who knew their HIV status and
those who did not know.

Ethical considerations

The Medunsa Research Ethics Com-
mittee of the University of Limpopo
granted ethical approval for this study
(MREC/PH/170/2009: PG; 2009 Nov 26).
The hospital management also gave per-
mission to conduct the study, and writ-
ten informed consent was obtained from
caregivers before data collection.

RESULTS

Caregiver socio-demographics

The survey participants consisted of
caregivers of children on ART who were
recruited from an HIV pediatric clinic
of a tertiary hospital. One hundred and
twenty-one caregivers were recruited to
participate in the survey. The caregivers
resided in urban, peri-urban, and infor-
mal settlements within the catchment
areas of the hospital. Table 1 summarizes
the socio-demographic characteristics of
caregiver participants. The majority of
caregivers (n1=104, 87.4%) were females.
The mean age of caregivers was 39.6 years
[range 21-76 years, standard deviation
(SD) =12.7 years].

The main caregivers were biological
mothers (n=51, 42.9%), other relatives
(n=27, 22.7%), and grandmothers (n=17,
14.3%). Therefore, biological mothers
cared for just less than half of the children
(42.9%), while people other than their
biological parents cared for approximately
60% (n=68, 57.1%).

Half of the caregivers (n=61, 51.3%)
were single, and more than one-third
(n=43, 36.1%) were married. The highest
level of education of the majority of care-
givers was a secondary education (n=_84,
70.6%), with 42 (35.3%) of those having
attained grade 12.
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Tablel
Demographic characteristics of
caregivers of children on ART (N=121).

Table 2
Profile of children on antiretroviral
therapy (N=121).

Variable No. %
Age (years)
21-30 34 29.0
31-40 40 34.2
41-50 19 16.2
51-60 16 13.6
61-76 8 6.8
Mean age 39.6
Gender
Male 15 12.6
Female 104 87.4
Marital status
Single 61 51.3
Married 43 36.1
Widowed 4 3.4
Live with partner 7 5.9
Divorced 4 3.4
Employment status
Employed 20 16.8
Part time employed 8 6.7
Self employed 5 4.2
Unemployed 83 69.8
Pensioner 3 2.5
Level of education
Primary 25 21.0
Grade 8-11 42 35.3
Grade 12 42 35.3
Tertiary 10 8.4
Relationship to child
Mother 51 429
Father 9 7.6
Grandmother 17 14.3
Grandfather 3 25
Foster parent 12 10.1
Other relatives 27 227
Receiving childcare grant
No 45 38.1
Yes 73 61.9

Variable No. %o
Age (yrs)
6-9 62 51.2
10-13 59 48.8
Mean age 9.4 yrs (SD=2.2 yrs)
Gender
Boy 66 54.6
Girl 55 45.5
Age at diagnosis (yrs)
Birth-5 67 55.4
6-10 40 33.1
11-13 14 11.6

Mean diagnosis age 5.2 yrs (SD=3.7 yrs)
Disclosed

No 81 66.9

Yes 40 33.1
Age at disclosure (yrs)

3-5 3 8.3

6-10 18 50.0

11-13 15 41.7

Mean disclose age 9.4 yrs (SD=2.6 yrs)
Duration on HAART (yrs)

1 7 5.8

2 114 94.2

Mean duration on ART 1.9 yrs (SD=0.3 yrs)
Schooling

No 11 9.2

Yes 109 90.8
Grade

No schooling 10 8.6

Grade 1-5 82 70.1

Grade 6-7 17 14.5

Grade 8-10 8 6.8

Mean grade 3.7 yrs (SD+2.3 yrs)

More than two-thirds of caregivers
(n=83, 69.8%) were unemployed, and only
20 (16.8%) were employed; two-thirds
of caregivers (n=73, 61.9%) in this study

received the child-care grant.
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Profiles of children

One hundred and twenty-one care-

givers provided information on the chil-
dren under their care. Table 2 summarizes
the profile of children on ART. The gender
distribution of the children in the sample
shows that there were a few more boys
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Table 3
Child characteristics in disclosed and non-disclosed group.

Disclosed HIV diagnosis, 1 (%)

Variables
N (n=81) Yes (n=40)

Age (years)

6-10 64 (79.1) 18 (45)

11-13 17 (20.9) 22 (55)

Mean age 8.7 10.8
Gender

Boy 5 (55.6) 21 (52.5)

Girl 36 (44.4) 19 (47.5)
Diagnosis age (years)

1-5 47 (58.0) 20 (50.0)

6-10 27 (33.3) 13 (32.5)

11-13 7 (8.6) 7 (17.5)

Mean diagnosis age 4.8 6.0
Schooling

No 9(11.3) 2 (5.0)

Yes 71 (88.8) 38(95.0)
School grade

No schooling 10 (12.5) 0

Grade 1-5 58 (72.5) 24 (64.9)

Grade 6-7 10 (12.5) 7 (18.9)

Grade 8-10 2(2.5) 6 (16.2)

Mean grade 3.1 5.0
Duration on ART (years)

1 6 (7.4) 1(2.5)

2 75 (92.6) 39 (97.5)

Mean ART duration 1.9 1.9

(n=66, 54.6%) than girls (n=55, 45.5%).

The caregivers provided information
about the age at which children were di-
agnosed with HIV, and more than half of
the children (n=67, 55.4%) were diagnosed
between birth and 5 years, 40 (33.1%) were
between 6-10 years, and 14 (11.6%) were
between11-13 years. The mean age of the
children was 9.4 years (range 6-13, SD=
2.2 years); the mean time on ART was 1.9
years (range 0-2, SD=0.27 years).

The majority of the children (n=109,
90.8%) were schooling; only one-tenth
(n=11, 9.2%) were pre-school children.
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The grades of children who were in school
ranged from Grades 1 to 10. The mean age
at which children were diagnosed with
HIV was 5.2 years (range 6-13, SD=3.7
years), with the majority of children (n=67,
55.4%) diagnosed between birth and 5
years old, 40 (33.1%) between 6-10 years,
and 14 (11.6%) between 11-13 years.
Profiles of HIV status disclosure to chil-
dren (Table 3)

The caregivers reported that 40 (33%)
of the children had been told their HIV
diagnosis, and slightly more boys (n=21,
52.5%) than girls (n=19, 47.5%) knew their
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Table 4
Persons who told the children about
their HIV diagnosis (1=40).

Person who disclose Freq Percent

Biological mother 15 37.5
Biological father 1 2.5
Grandmother 7 17.5
Grandfather 2 5
Foster parent 2 5
Other relatives 3 7.5
Health worker 10 25
Total 40 100

HIV diagnosis. The mean age when chil-
dren were told their HIV diagnosis was 9.4
years (range 3-13, SD = 2.6 years). Almost
all children who had their HIV status dis-
closed (n=40, 33%) were schooling, with
a mean school grade of 5.02 (SD=2.08),
as compared to mean school grade of 3.0
(SD = 2.26) for children who had not had
disclosure.

The mean age of children disclosed
to was 10.8 years (SD=1.9 years), as
compared to 8.7 years (SD=1.9 years) for
children who did not know their HIV
diagnosis.

The mean age when children were
informed of their HIV status was 6.0 years
(SD = 3.9 years), as compared to 4.7 years
(SD = 3.5 years), the mean diagnosis age
of children not disclosed to.

Characteristics of persons who disclose
to the child

Table 4 shows that more than one-
third (n=15, 37.5%) of the children who
knew their HIV diagnosis were told by
their biological mothers, one-quarter
(n=10, 25%) were told by health care
providers (nurses, doctors and social
workers), and grandmothers told about
7 (17.5%) of the children. The remaining
percentages of children were told their
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HIV diagnosis by a combination of grand-
fathers, biological fathers, foster parents,
and other relatives. Overall, nearly two-
thirds of children (1=26, 60.0%) were told
of their HIV diagnosis by people other
than their biological parents.

Demographic characteristics of caregivers
who disclosed

The characteristics of caregiver for
disclosed and non-disclosed children
are shown in Table 5. Forty caregivers
reported that the children under their care
were informed of their HIV diagnosis. The
majority (1=33, 86.8%) of the caregivers
who disclosed HIV to the children were
female, only (1=5, 13.2%) were males. The
mean age of caregivers who disclosed was
43.9 years (SD=12.9 years) as compared to
37.6 years (SD=12.1 years) for caregivers
who have not disclosed.

DISCUSSION

This survey described the profile
and HIV diagnosis disclosure status of
children enrolled in ART at a tertiary
hospital, as well as the socio-demographic
profile of their caregivers. We found that
the caregiving responsibility for HIV in-
fected children is a shared responsibility
among a variety of caregivers comprised
of biological parents, grandparents, foster
parents, and other relatives (aunts, uncles
and siblings).

In this study, the majority of caregiv-
ers were females (87.4%), and this gender
distribution of caregivers is an indication
of the role played by women in caring for
HIV-infected children in poor resource
settings (Shisana et al, 2009). Indeed, un-
employment among the caregivers in this
setting was very high, with 69.8% of the
caregivers reporting to be unemployed,
and two-thirds (61.9%) depending on the
child care grant as a source of income.
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Table 5
Characteristics of caregivers for disclosed and non-disclosed children.

Disclosed HIV diagnosis

n (%)
Variables No (n=81) Yes (n=40) p-value?
Age
Mean age 37.6 yrs 43.9 yrs 0.005
21-30 yrs 29 (36.3) 5 (13.5)
31-40 yrs 27 (33.8) 13 (35.1)
41-50 yrs 12 (15.0) 7 (18.9)
51-60 yrs 7 (8.8) 9 (24.3)
61-71 yrs 5 (6.3) 3(8.1)
Gender 1.000
Male 10 (12.4) 5 (13.2)
Female 71 (87.7) 33 (86.8)
Marital status 0.319
Single 43 (53.1) 18 (47.4)
Married 25 (30.9) 17 (44.7)
Live with partner 4 (4.9) 0
Divorced 4 (4.9) 3(7.9)
Widowed 5 (4.9) 0
Employment status 0.574
Unemployed 55 (67.9) 27 (71.1)
Employed 16 (19.8) 4 (10.5)
Self employed 4 (4.9) 4 (10.5)
Part time 3 (3.7) 2 (5.3)
Pensioner 3 (3.7) 1(2.6)
Level of education 0.201
Primary 13 (16.3) 11 (29.0)
Grade 8-11 27 (33.8) 15 (39.5)
Grade 12 33 (41.3) 9 (23.7)
Tertiary 7 (8.8) 3(7.9)
Relationship to child 0.624
Biological mother 37 (45.7) 14 (36.8)
Biological father 7 (8.6) 2 (5.3)
Grandmother 10 (12.4) 7 (18.4)
Grandfather 2 (2.5) 1(2.6)
Foster parents 6 (7.4) 6 (15.8)
Other relatives 19 (23.5) 8 (21.1)

aFisher’s exact test.

The high unemployment rates exist
among caregivers in this sample despite
a high proportion (35.3%) of caregivers
having completed grade 12 and a few hav-
ing a tertiary education (8.4%). The mean
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age of caregivers was 39.6 years (range 21
-76), about one-third of the caregivers fall
within the lower age range of 20-30 years.
This younger category of caregivers of
HIV-infected children could possibly be
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attributed to the increased enrollment of
pregnant women in prevention of mother-
to-child transmission (PMTCT) of HIV
programs in the country and the initia-
tion of ART to children infected through
MTCT soon after diagnosis (Orie et al,
2009). A small percentage of caregivers
falls within the age category of 50-80 years
and is comprised mostly of non-biological
mothers including grandmothers.

The main caregivers in this sample
were biological mothers who made up al-
most half of the caregivers. The increased
representation of biological mothers could
be attributed to the increased access to
ART and increased survival time of adults
living with HIV (Shisana et al, 2009). It
should be noted that although biological
mothers were the main caregivers, non-
biological caregivers cared for half of the
children. This survey did not collect infor-
mation on the orphan status of children
cared for by non-biological caregivers.

In resource-limited settings, the im-
pact of the disease on society has placed
the care of HIV-infected children with
other non-biological caregivers as well
as grandmothers. Findings from other
studies have indicated that grandmothers
are often the major caregivers of children
infected with HIV (Chazan, 2008; Boon
et al, 2010). However, our findings sug-
gested that other relatives comprised
the second main caregivers of children,
followed by grandmothers. Other rela-
tives comprised of older siblings, aunts,
and cousins who often played the role of
informal foster parent (a phenomenon
where the child is cared for by the next
available adult in the family without fol-
lowing formalized foster-care processes).
This finding is in line with the relatively
younger population of caregivers.

The age profile of children in this
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study shows that the majority of children
were 10-years-old, with a mean age of 9.4
years (range of 3-13 years). The increased
availability of ART, the increased enroll-
ment of pregnant women in PMTCT
programs, as well as the initiation of ART
to children immediately after diagnosis
are changing the age profile of children
on ART. This is also evident in the mean
diagnosis age of 5.2 years, where 55.4%
of children were diagnosed between 0-5
years. While it was also noted that more
than one-third of these children were
diagnosed between 6 -13 years, denoting
a high-age profile of children surviving
without ART.

The prevalence of disclosure of HIV
diagnosis to children in this sample was
33.3%, similar to the prevalence of 30.1%
and of 29% reported in Thailand and
Uganda among HIV infected children
aged between 5 and 17 years (Bikaako-
Kajura et al, 2006; Oberdorfer et al, 2006;
Kallem et al, 2010). However, this was
much higher than a prevalence of 9%
reported in a previous study conducted
with caregivers of children aged between
5 and 11 years in Cape Town, South Africa
(Moodley et al, 2006). The high prevalence
in this study is in contrast with reports
from several studies showing that dis-
closure of HIV diagnosis to children in
poor resource countries remains very low
(Instone, 2000; Mialky et al, 2001; Lester
et al, 2002b; Mellins et al, 2002; Moodley
et al, 2006; Oberdorfer et al, 2006; Vaz et al,
2008; Kallem et al, 2010; Vaz et al, 2010).
According to Moodley et al (2006), the low
disclosure rates in poorly resourced set-
tings are suggestive of significant barriers
to discussing HIV status with children in
these settings. Although reasons for non-
disclosure of HIV diagnosis to children
were not investigated in this sample,
although several studies conducted in
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well-resourced and in resource-limited
settings have shown that age is a factor
in disclosing HIV diagnosis to children
(Wiener et al, 1996).

The literature suggests that the best
age to disclose to a child is 6 years, as the
child is able to understand disease and
illness (Lester et al, 2002b; Wiener et al,
2007; De Baets et al, 2008; Kallem et al,
2010). In the current study, the mean age of
disclosure was 9.4 years, suggesting that
disclosure in this setting is still delayed
much longer than the mean age of 6 years
documented in the literature. Reports
from several studies have suggested that
caregivers consider children less than 5
years of age as too young to understand
their illness and its implication.

Moreover, Mellins et al (2002) argue
that evidence from the literature shows
that very few children less than 7 years of
age know of their HIV status. We found
a significant difference between the mean
age of children who were informed about
their HIV diagnosis (10.8 years) and those
who were not informed (8.7 years). These
findings support previous studies show-
ing that children disclosed to tended to
be older than children who have not been
disclosed to (Moodley et al, 2006; Wiener
et al, 2007).

More than one-third of children
(37.5%) were informed about their HIV
diagnosis by caregivers other than their
biological mothers, and about one-
quarter (25%) were informed about their
HIV diagnosis by healthcare providers.
Healthcare providers played an active
role in the disclosure of HIV diagnosis
in this setting. Our data confirms recent
findings of health care providers’ direct
involvement in initiating disclosure with
HIV infected children in Congo (Vaz et al,
2010). Previous studies conducted in
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the country reported low levels of direct
involvement of health care providers in
disclosure of HIV to infected children
(Kouyoumdjian et al, 2005; Moodley et al,
2006; Myer et al, 2006).

The high disclosure of HIV diagnosis
by caregivers other than the biological
mother is in line with previous reports
that caregivers who disclose early tend
to be primary caregivers who are not the
biological parents of the infected children
(Ledlie, 1999; Lee and Johann-Liang, 1999;
Mellins et al, 2002; Thorne et al, 2002;
Lesch et al, 2007). According to Wiener
et al (1998), disclosure of HIV diagnosis is
an emotional process, and most biologi-
cal parents find it painful and difficult to
inform children of the HIV diagnosis.

One of the limitations of this study
was selection bias; we therefore cannot
generalize our findings to other settings.
Selecting a range of caregivers, including
biological mothers, grandmothers, foster
parents, aunts, and siblings representing
caregivers caring for HIV infected chil-
dren in parts of the country similar to the
study setting, minimized selection bias.

Another potential limitation of the
study was recall bias, as caregivers might
not recall some of the events in the child’s
life, such as the age when the child started
with ART and the age when the child was
diagnosed with HIV. The other limitation
was that the scope of the survey did not
include the collection of data on reasons
for disclosure and non-disclosure that are
important in understanding disclosure of
HIV diagnosis to children. Nevertheless
the findings provide important prelimi-
nary information on the profile of caregiv-
ers and children on ART program in the
study setting.

In conclusion, the prevalence of
disclosure to HIV infected children was
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higher than previously reported rates in
South Africa and could be attributed to the
older mean age of diagnosis. The study
also found a high-age profile of children
surviving without ART. Biological moth-
ers were the main caregivers, although
mothers disclosed to only one-third of
children who knew their HIV diagnosis.
There is a need for more qualitative and
quantitative research to profile HIV in-
fected children accessing ART in public
health facilities to inform interventions
to manage this growing population of
children.

ACKNOWLEDGEMENTS

This research was partially funded
by AAU Grants for Graduate Research
and Scholarship, and the Vlaamse Inter-
universitaire Raad (VLIR) Institutional
University Cooperation (IUC) as partial
fulfillment of the doctoral thesis of Sphiwe
Madiba, DrPH of the Faculty of Health
Care Sciences, School of Public Health,
University of Limpopo. We thank Mr
Abram Maubane, the research assistant,
and Ms Chidi Matlala, an MPH intern,
for their role in the collection of data for
this research project. We also thank the
health care providers at the Doctor George
Mukhari Paediatric Clinic for their guid-
ance and assistance during data collec-
tion; our gratitude is also extended to the
caregivers for sharing their time with us.

REFERENCES

Bikaako-Kajura W, Luyirika E, Purcell DW, et al.
Disclosure of HIV status and adherence to
daily drug regimens among HIV-infected
children in Uganda. AIDS Behav 2006; 10:
85-93.

Boon H, James S, Ruiter RAC, et al. Explaining
perceived ability among older people to
provide care as a result of HIV and AIDS in

Vol 44 No. 6 November 2013

South Africa. AIDS Care 2010; 22: 399-408.

Butler AM, Williams PL, Howland LC, et al.
Impact of disclosure of HIV infection on
health-related quality of life among chil-
dren and adolescents with HIV infection.
Pediatrics 2009; 123: 935-43.

Chazan, M. Seven “deadly’ assumptions: un-
ravelling the implications of HIV/AIDS
among grandmothers in South Africa and
beyond. Ageing Soc 2008; 28: 935-58.

De Baets A], Sifovo S, Parsons R, Pazvaka-
vambwa IE. HIV disclosure and discus-
sions about grief with Shona children: a
comparison between health care workers
and community members in Eastern Zim-
babwe. Soc Sci Med 2008; 66: 479-91.

Dematteo D, Harrison C, Arneson C, et al. Dis-
closing HIV/AIDS to children: the paths
families take to truthtelling. Psychol Health
Med 2002; 7: 339-56.

Instone S. Perceptions of children with HIV
infection when not told for so long: impli-
cations for diagnosis disclosure. | Pediatr
Health Care 2000; 14: 235-43.

Kallem S, Renner L, Ghebremichael M, Paintsil
E. Prevalence and pattern of disclosure
of HIV status in HIV-infected children in
Ghana. AIDS Behav 2010; 15: 1121-7.

Kouyoumdjian FG, Meyers T, Mtshizana S. Bar-
riers to disclosure to children with HIV. |
Trop Pediatr 2005; 51: 285-7.

Ledlie SW. Diagnosis disclosure by family care-
givers to children who have perinatally ac-
quired HIV disease: when the time comes.
Philadelphia: University of Pennsylvania,
1998. 178 pp. Dissertation.

Ledlie SW. Diagnosis disclosure by family
caregivers to children who have perina-
tally acquired HIV disease: when the time
comes. Nurs Res 1999; 48: 141-9.

Lee CL, Johann-Liang R. Disclosure of the di-
agnosis of HIV/AIDS to children born of
HIV-infected mothers. AIDS Patient Care
STDS 1999; 13: 41-5.

Lesch A, Swartz L, Kagee A, et al. Paediatric
HIV/AIDS disclosure: towards a devel-

1019



SOUTHEAST ASIAN | TRoP MED PusLic HEALTH

opmental and process-oriented approach.
AIDS Care 2007; 19: 811-6.

Lester P, Chesney M, Cooke M, et al. Diagnostic
disclosure to HIV-infected children: how
parents decide when and what to tell. |
Child Psychol Psychiatry 2002a; 7: 85-99.

Lester P, Chesney M, Cooke M, et al. When
the time comes to talk about HIV: factors
associated with diagnostic disclosure and
emotional distress in HIV-infected chil-
dren. | Acquir Immune Defic Syndr 2002b;
31: 309-17.

Mellins CA, Brackis-Cott E, Dolezal C, Richards
A, Nicholas SW, Abrams EJ. Patterns of
HIV status disclosure to perinatally HIV-
infected children and subsequent mental
health outcomes. ] Child Psychol Psychiatry
2002; 7: 101-14.

Mialky E, Vagnoni J, Rutstein R. School-age
children with perinatally acquired HIV
infection: medical and psychosocial issues
in a Philadelphia cohort. AIDS Patient Care
STDS 2001; 15: 575-9.

Moodley K, Myer L, Michaels D, Cotton M.
Paediatric HIV disclosure in South Africa
caregivers’ perspectives on discussing HIV
with infected children [Letter]. S Afric Med
] 2006; 96: 201-4.

Myer L, Moodley K, Hendricks F, Cotton M.
Healthcare providers’ perspectives on dis-
cussing HIV status with infected children.
] Trop Pediatr 2006; 52: 293-5.

Oberdorfer P, Puthanakit T, Louthrenoo O,
Charnsil C, Sirisanthana V, Sirisanthana T.
Disclosure of HIV/AIDS diagnosis to HIV-
infected children in Thailand. | Paediatr
Child Health 2006; 42: 283-8.

Orie E, Songca P, Moodley J. An audit of
PMTCT services at a regional hospital in
South Africa. SA Fam Pract 2009; 51: 492-5.

Rujumba J, Mbasaalaki-Mwaka C, Ndeezi G.
Challenges faced by health workers in
providing counselling services to HIV-
positive children in Uganda: a descriptive

1020

study. | Int AIDS Soc 2010; 13: 9.

Shisana O, Rehle T, Simbayi LC, et al; SABSSM
IIT Implementation Team. South African
national HIV prevalence, incidence, be-
haviour and communication survey 2008:
a turning tide among teenagers? Cape
Town: HSRC Press, 2009. [Cited 2011 Jun
9]. Available from: URL: http://www.mrc.
ac.za/pressreleases/2009/sanat.pdf

Thorne C, Newell ML, Botet FA, et al. Older
children and adolescents surviving with
vertically acquired HIV infection. | Acquir
Immune Defic Syndr 2002; 29: 396-401.

UNAIDS. Republic of South Africa: country
progress report on the declaration of
commitment on HIV/AIDS: 2010 report.
Johannesburg: UNAIDS, 2010: 126 pp.
[Cited 2011 Jun 9]. Available from: URL:
http://www.unaids.org/en/dataanalysis/
knowyourresponse/countryprogressrepo
rts/2010countries/southafrica_2010_coun-
try_progress_report_en.pdf

Vaz L, Corneli A, Dulyx ], et al. The process
of HIV status disclosure to HIV-positive
youth in Kinshasa, Democratic Republic
of the Congo. AIDS Care 2008; 20: 842-52.

Vaz LME, Eng E, Maman S, Tshikandu T, Behets
E. Telling children they have HIV: lessons
learned from findings of a qualitative
study in Sub-Saharan Africa. AIDS Patient
Care STDS 2010; 24: 247-56.

Wiener L, Battles H, Heilman N, Sigelman C,
Pizzo P. Factors associated with disclosure
of diagnosis to children with HIV/AIDS.
Pediatr AIDS HIV Infect 1996; 7: 310-24.

Wiener L, Battles H, Heilman N. Factors as-
sociated with parents’ decision to disclose
their HIV diagnosis to their children. Child
Welfare 1998; 77: 115-35.

Wiener LP, Mellins CAP, Marhefka SP, Battles
HBP. Disclosure of an HIV diagnosis to
children: history, current research, and

future directions [Review]. | Dev Behav
Pediatr 2007; 155-66.

Vol 44 No. 6 November 2013



