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Introduction
The success in the prevention and treatment of Paediatric
HIV in high resource countries, and later on in low resource
countries, has changed the face of the HIV epidemic in children. A number of clinical, social and psychological issues
arise among children who acquire perinatal HIV infection.
Paediatric survival post-HIV infection without anti-retroviral treatment was calculated using pooled data from 12
studies showed that children infected perinatally had a much
higher risk of dying than those infected through breastfeeding [1]. Now most children live longer than before [2]. However, these successes pose new challenges as children with
perinatal HIV infection survive into adolescence and adulthood. Hence the perinatally infected children, who are HIV
survivors, are ‘coming of age’ and need to meet biological and
psychosocial challenges of life. Increased survival of HIV infected children is associated with challenges in maintaining
adherence to what is likely life-long therapy [3,4]. One of the
biggest psychosocial challenges that health care providers and
parents face is the disclosure of HIV diagnosis among children [5]. Children with a variety of chronic diseases, including those with cancer, have exhibited better coping skills and
fewer psychosocial problems when appropriately informed
about the nature and consequences of their illness [6,7]. Further, the World Health Organization (WHO) recommends
the disclosure of HIV diagnosis to children (WHO 2011).
Perinatal HIV-1 infection has been reported to interfere
with sexual maturation. Associated linear growth failure
may cause psychological stress [8]. Another recent study has
shown that Highly Active Anti-Retroviral Therapy (HAART)
might have increased the longevity of children but these children remain at increased risk of psychosocial problems and
impaired social functioning [9]. The disclosure intervention
would be a step towards preparing HIV infected children for
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adolescence and subsequently adulthood. A number of studies—in high and low resource settings—have found that many
perinatally infected adolescents may not be aware of their
HIV status [2,10,11].The intermittent illnesses is expected in
HIV infected children [12] and therefore they would require
more visit to doctors. Hence instead of inadvertent disclosure
of HIV diagnosis, a systematic disclosure would be important
for HIV infected children/ adolescents. There are no effective
disclosure guidelines available especially for resource limited
settings. A review was done to systematically understand the
gaps and argue out the needs pertaining to HIV diagnosis disclosure among adolescents especially, the perinatally infected
adolescents. This review summarizes some guidance points for
developing a framework for HIV disclosure among the perinatally infected adolescents living in resource limited settings.

Method
A range of electronic databases, including the Cochrane Central Register of Controlled Trials (CENTRAL), MEDLINE (via
Pub Med), and Google scholar were searched. The date range
for the search was from 23rd June 1989 till 2nd August 2013.
Specific terms/phrases for search were: ‘HIV disclosure’; ‘HIV
disclosure among adolescent; HIV disclosure among children/
child’; ‘impact of disclosure of HIV diagnosis among children’
and ‘concerns for HIV disclosure among children/ adolescents’. In this review we did not include disclosure to orphans
or institutionalized children.
Duplicate articles were filtered out. Based on the inclusion
criteria of English language, the articles in any other language
were excluded. Theoretical papers and review articles were
also excluded. Evaluation of study design, type of population
studied viz. caregiver/adolescent/caregiver-adolescent dyads
and salient findings related to the disclosure of the diagnosis
of HIV to the children, study design, authors’ details and year
of publication were entered in a structured excel format. After
reading, codes were developed and articles were categorized in
those codes.

J HIV AIDS Infect Dis 2013 | Vol 1:103

2

Results
The searches between various electronic data bases led to the
identification of 311 articles in which 20 duplicate articles were
removed [Figure. 1].

Figure 1: Review of articles searched from electronic data bases and showing
the final yield of articles that were analyzed .

The final result was 291 articles of which 132 articles were
identified based on key words and subject titles. The abstracts
were read and based on the area of interest 53 articles were
selected. Of these, 10 review articles; 2 theoretical articles, one
non-relevant cross section and one non-relevant cohort study
were excluded. A total of 39 articles were finally studied for
this review.
In the year 1989, a study showed that HIV infected women
might continue with their pregnancy owing to their own desire and other socio-cultural issues [13]. Thus, voluntarily or
involuntarily, children were born of HIV infected parents and
consequent to this is what we witness today-the perinatally infected adolescent population who have survived HIV because
of HAART. Responsibility lies in mainstreaming this population by making them aware and empowering them with suitable strategies. Questions regarding when to disclose the diagnosis to the child was perceived as huge challenge because of
the high level of public misunderstanding and fear regarding
AIDS in early nineties [14]. However, disclosure of diagnosis
among the perinatally infected children still remains a challenge even after more than three decades of the pandemic.
Disclosure was found to be positively related to social support, self-competence, and decreased problem behavior, except in the case of public disclosure [15]. Need for guidelines
for disclosure emerged from several studies. Many studies
reported disclosure of HIV diagnosis to children/adolescents
[16-26,2,11] (Table 1). These studies included either caregivers
only; children/ adolescent only or the child-caregiver dyads.
The review revealed broad areas pertaining to HIV diagnosis
disclosure as follows.
JScholar Publishers

Location of
the study

% Disclosure of
HIV diagnosis
among children

Study Sample & size

Study design

Authors

A bidjan ,
Côte d'Iv
oir e.

63%

229 adolescents

Cross section

Meless,
et al.
2013[48]

West
Africa

33.50%

650 adolescents

Cohort

Arrivé,
et al.
2012[11]

Ghana,
West
Africa

21%

71 caregiverchild dyads

Cross section

Kallem,
et al.
2011[23]

Rwanda, E
& C Africa

65%

1,034 children 7-15
on HAART
and in the
pre-HAART
phase

Cross section

Binagwaho, et al.
2012[26]

Adis
Ababa,
Ethiopia

16.30%

172 parents/
caregivers
of HIVinfected
school-age
children

Cross section

Abebe W,
Teferra S,
2012[2]

Nigeria

13.50%

83 Caregivers of 96
children

Cross section

Brown,
et al.
2011[22]

India

41.4% [75.3%
inaccurate
information]

145 children

Cross section

Bhattacharya. et
al.2011[34]

India

14%

50 children

Cross section

Singh,
et al.
2009[21]

Thailand

19.80%

Primary caregivers of 96
HIV-infected children
aged 5 years
and older

Cross section

BoonYasidhi,
et al.
2005[19]

United
States

43%

85 HIVinfected,
school-age
patients

Retrospective chart
review

Mialky,
et al.
2001[18]

New York,
USA

70%

196 PLHIV+
youth and
their caregivers

Cross section

Santamaria, et al.
2011[25]

New York,
USA

41% full disclosure

73 perinatally HIV
infected 6
years and
older

Prospective
cohort receiving care
at hospital

Lee &
JohannLiang,
1999[35]

Newark,
USA

19% partial
disclosure

42 children
older than 9
years

Descriptive
cohort

Grubman, et al.
1995[16]

Table1: Reported disclosure of HIV diagnosis among HIV infected children/
adolescents

Pattern and approach
The rate of disclosure was low with proportion of children/
adolescents who were not told/ were unaware about their HIV
diagnosis ranged between 33% and 80.2% (mean = 61.6%). In
an African study, Vaz et al. [27] reported limited communication between children and their caregivers as well as their
providers, before, during, and after the disclosure . In the same
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study, children shared that disclosure was largely a discrete
event rather than a process. Another study echoes the same
where the parents considered disclosure as a one-time event
[28]. On the other hand, several reports point towards the
need of a staged approach i.e. disclosure should be a process
[23,29,30].
Role of parents/ primary caregivers: Primary caregiver, generally a family member like father, mother, aunt or uncle
emerged as the person who should disclose the HIV diagnosis
[20, 22,2,29,31-33]. In India, parents were preferred people to
disclose but we found only two studies that reported disclosure
among adolescents [21,34]. An anonymous survey of 64 primary health care workers and 131 community members from
rural Eastern Zimbabwe showed that the most commonly
preferred family members were father's sister (up to 37%) and
grandmother (up to 40%) rather than the partner [20]. This
study indicated higher rate of disclosure by caregivers who had
higher education.
Disclosure poses complex challenges because of issues pertaining to transmissibility, maternal guilt, parents’ own HIV status,
and the potential for social stigma and isolation, among others. In the year 1999, concept of slow and partial disclosure
came into being where partial disclosure was done among 19%
of children and complete disclosure was done among 41% of
the children older than 6 years [35]. The unmet need of guidance for diagnosis disclosure arises even today as the recent
studies also show that disclosure among children/ adolescent
was done partially [29]. Inaccurate disclosure was reported to
be high in a study conducted among 145 HIV infected children studied [64/85 (75.3%)] in India [34]. In another study
from Thailand, it was reported that many of those care givers (84.3%) who reported that the child did not know of his/
her diagnosis, had inaccurately explained to the child that he
or she had some kind of disease such as allergy, lung, or liver
disease [10]. A qualitative study conducted among adult New
Yorkers brings out the complexities associated with disclosure
decision making process where people either hide or provide
selective information to manage stigma or partially disclose to
have partial control of the information or complete disclosure
is done representing stigma resistance [36]. Non disclosure or
partial disclosure tends to leave child alone with his/ her questions, thus compromising disease knowledge with consequent
effect on emotional/ physical growth, behavior, interpersonal
relationship and school performance.

Capacity building needs for conveying diagnosis
Caregivers with higher education, reported more disclosure
[25]. The parents who were illiterate and had rural background, depended solely on the health care providers for the
disclosure of their children’s diagnosis [26] bringing out the
need to build capacities of the parents to communicate about
the HIV diagnosis of their children. Strong views that caregivers require support from healthcare providers emerged from
several studies [10,19,22,24,29,33,37]. Others have suggested
that health care and social service providers could facilitate
disclosure of illness to children with HIV [31]. Lack of communication about HIV/AIDS was shown to create a context of
confusion and mistrust, which is detrimental to psychosocial
JScholar Publishers

development and coping, compromises disease knowledge,
and increases vulnerability to risk behavior [38]. Thus, HIV
knowledge enhancement along with enhancing communication skills of the parents/ family caregivers is recommended
for the HIV diagnosis disclosure of children/ adolescents to
take place in an ambient environment under parental care umbrella.

Parents’/ Caregivers’ capacity building
Disclosure as a process appears to be a function of the age of
the child, maturity of the child and feeling of protectiveness
for the child. The basic social psychological problem emerges
in caregivers’ readiness to disclose the diagnosis. Biding for
‘right time’ was identified as another phenomenon linked to
the problem of caregiver’s readiness to disclose diagnosis to
their children as they feel emotionally charged after learning
about their diagnosis itself [39,40,23]. Younger age of the child
was the common reason for non disclosure cited by the parents
in India [34]. Duration of infection of parents had wider implications for making decisions about diagnosis disclosure to
their children. In a survey conducted among affected and infected families, parents with future plans for their children had
known about their HIV infection for significantly longer than
those without [17]. Lack of knowledge of HIV and treatment
among caregivers was another reason reported for non-disclosure [29]. In a qualitative study conducted in Kinshasa, Democratic Republic of the Congo, among HIV infected youth and
the caregivers, 50% (8/16) of the youth wondered about the
infection’s origins [41] bringing forth the worse fear of parents
but also a reminder that these perinatally HIV infected children are ‘coming of age’. In a study in Vadodara city in India,
authors have cautioned that tendency to blame parents if vertically affected needs to be considered while disclosure of HIV
infection [perinatal] is contemplated among children [42]. A
qualitative study in Congo demonstrated limited communications between the parent-child dyad before, during and after
the disclosure [27]. Parent-child communication needs to be
observed prior to finally preparing a parent/caregiver for disclosure otherwise inadequate communication between them
may occur.
Cognitive ability of the child: Majority of the studies indicate that disclosure of HIV diagnosis to children is a process
involving multiple stages. A number of studies focus on acceptable age of the child for disclosure [17,18,38,41,21,4345,34,22,23,25,2]. Some reports indicate that disclosure should
start at the age of 5 years and then full disclosure should be
made at the age of 12 years [29]. Disclosure at the age of 12
years has also been recommended by WHO [46]. Overall, the
recommended age for disclosure ranges between 10 years and
13 years. For example, in India, the mid teen years are considered the acceptable age of disclosure. In a prospective study,
it was shown that the age at disclosure decreased significantly
over time [44]. There were no statistical significant differences
between pre-disclosure and post disclosure on the quality of
life. This provides further demonstration of the importance of
appropriate time of disclosure.
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From the providers’ point of view the optimal age for general
discussions about an HIV-infected child’s health should happen around age 6, but that specific discussions regarding HIV
infection should be delayed to a median of 10 years [32]. In
India, Bhattacharya et al. reported that the mean age of disclosure by parents was 9.1 ± 1.4 years [34]. Developmental issues
are one of the common reasons for contemplating disclosure
among caregivers. Thus growing age was the commonly cited
reason across most of the studies. In a study, some girls believed disclosing one’s HIV status to a male partner shifts the
responsibility of preventing transmission to that partner [24].
This kind of perception indicates the need for an appropriate
systematic disclosure process at right time.
Major concern about disclosure to children was the ‘understanding level’ of the child and their questionable capacity to
keep a secret. Parents were afraid that the child would ‘disclose’
to someone [47]. Some of the common reasons for non-disclosing were also the concerns that the child was too young,
that the child might be psychologically harmed [19,33,22,2,29].
Age appropriate information has been recommended [48].
Psychosocial Consequences: Majority of the caregivers do disclose the diagnosis to the child, usually with no ill effects [43].
Arrive et al. [11] showed that the youth became less anxious
after disclosure. An intervention study conducted by Nicastro
and colleagues confirms this finding [49]. They report a reduction in anxiety among parents after they disclosed the diagnosis to the HIV infected children in this study. In another prospective study conducted between 1987 and 2007 among HIV
infected children/ adolescent in Brazil showed HIV-infection
control among long term adolescent survivors and high scores
of QOL [50]. However, high failure and school dropout rates
were observed among the members of this cohort. Authors
suggested early detection interventions are required for their
school performance.
Children either ignored or forgot the disclosure. Therefore the
interpretation of the disclosure process and the understanding
of the diagnosis itself may be impacted by memory and developmental changes over time [51]. Motivated forgetting refers
to a psychological defense mechanism in which people forget unwanted memories, either consciously or unconsciously
[52] but memory remains stored [53]. Motivated forgetting
could be the reason in such cases which needs to be explored
to understand long term effects on child’s behavior/ coping.
Acceptance of HIV status would be a strong coping and adaptive strategy. For example in a Puerto Rican study conducted
among 40 HIV infected youth, 70% of the youth shared that
they had feeling of normalcy six months after the disclosure of
their HIV diagnosis [54].

Adherence
Initiation of HAART was found to be associated with the disclosure by the parents in India [34] especially when HAART
is known to improve prognosis among HIV infected children
[55,56]. Complete disclosure of HIV status provided by the
caregivers to their children and strong parental relationships
were related to good adherence [57]. In another study, children
who were aware of their HIV status displayed fewer instances
JScholar Publishers

of frustration and conflict concerning adherence to their
medications and within the child-caregiver relationship [58].
In a study conducted among caregivers reported that caregivers also felt disclosure increased adherence to antiretroviral
therapy in 7 (63.6%) of the 11 children on antiretroviral drugs
in whom there was disclosure but no effect on the remaining
[22]. In a qualitative study among caregivers who had disclosed the HIV diagnosis to the children, the common reasons
spontaneously given for disclosing were the child’s adherence
to their treatment regimen (5/16), and the need of the child to
protect her/ him or stay healthy (5/16). In this study, complete
disclosure of HIV status by caregivers to children and strong
parental relationships were related to good adherence [41].In a
quasi-experimental study conducted in Puerto Rico, 6 months
after the disclosure, a positive change in medication adherence
was felt by both the HIV infected adolescents (58%) and their
caregivers (59%) in the study [54]. A Romanian retrospective
study among 325 children on HAART also reports significant
associations between not knowing the HIV diagnosis and
death, and not knowing the HIV diagnosis and disease progression defined as either death or CD4 decline [59].

Discussion
Disclosure is about seeking support and preparing for disclosure may be linked to a range of factors including concerns
regarding the consequences of disclosing. Uncertainties about
the future often provoke a profound sense of loss of control.
Studies show that children wish to be informed about their
illness and plans for treatment [60]. In case of perinatal HIV
infection, initially children might be ignorant but knowledge
about HIV would be increasing as they grow and transition
into adolescents and young adults. Paucity of concrete studies
assessing awareness among this young population is a limitation.
This review shows that disclosure of HIV diagnosis among
children and adolescents is very low especially in the resource
limited setting. There is a paucity of studies on HIV diagnosis disclosure among adolescents in India. With the access to
HAART, children have successfully survived HIV in the last
decade and they are ‘coming of age’, ready to transition into
adulthood and mainstreamed. The foremost need of this
population is to understand their disease which would happen only if HIV diagnosis is disclosed to them. Caregivers
either seemed to deny the need for disclosure or they lacked
adequate skills and empowerment to take up the responsibility
of disclosure. There is very little instruction available on how
to approach HIV diagnosis communication with children and
adolescents.
Coming of age with HIV: The classical developmental theory
states that children do not fully comprehend the irreversibility
of death until adolescence, approximately ages 11 to 16 years
[61]. However, even much younger children (4-6 years) can
have an advanced understanding of disease and the concept of
death as they become alert to the changes in their bodies, their
surroundings and translate reactions of health care providers
and family [62]. Uncertainty is a major psychological burden
both for children and adults with serious illnesses because they
are limited in their capacity to obtain information that could
J HIV AIDS Infect Dis 2013 | Vol 1:103
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potentially reassure them [63]. Children with perinatal HIV
infection and Acquired Immunodeficiency Syndrome (AIDS)
are living longer [64] but this review shows that many of them
might not know anything about their disease because of various psychosocial reasons. It is noted that for the unique demands of a disease like HIV that pertains to sexual issues, HIV
infected adolescents should be ‘more’ prepared, probably become ‘more’ aware of the sexual issues and grow ‘more’ mature
than their HIV uninfected counterparts around them. A need
for HIV diagnosis disclosure among children and adolescents
emerges although several issues around it depend on available
resource and cultural context (Table 1). HIV not only brings
stigma into the near horizons of children and adolescent but it
also brings a fear about parent-child relationship especially in
the context of perinatal HIV infection. Developmental issues
also pose challenges as the caregivers become anxious to disclose but they are afraid of inadvertent/ innocent disclosure by
the child resulting into stigma and discrimination of the child
as well as the family.

Disclosure framework: Disclosure has also been shown to
reduce anxiety among children and parents; it has shown to
solve a multitude of adolescent problems; prevent transmission to others [57,69,41] but still in this 4th decade of the AIDS
epidemic, disclosure is an issue indicating unmet needs of parents/ caregivers/ healthcare providers. Parents/ caregivers need
support to engage in the disclosure process for their infected
wards. Parents, who internalize HIV related stigma, hesitate to
disclose the HIV diagnosis of children in order to protect them
from stigma and discrimination. Another barrier to disclosure
by parents was their limited disclosure skills. Studies from resource limited settings have shown poor knowledge among
the parents or the primary caregivers to be a critical factor for
disclosure. Thus, the parents need support for disclosure from
health care providers [70]. There is dearth of guidelines for
HIV diagnosis disclosure although some recommendations
exist [46,71] which can be adapted to include the ensuing key
points within the local cultural context. The process of disclosure would entail two major considerations:

As compared to any other chronic disease, HIV/AIDS is different because of its socio-biological nature and as the children grow up with HIV, not disclosing their HIV diagnosis
could be counterproductive. Guidelines need to be developed
for disclosing HIV diagnosis. Studies have discussed several
issues viz. appropriate time and age, opportunity, cognitive
ability of children, preparation of caregivers, advantages and
disadvantages of disclosure. Only two studies were found on
disclosure issues among HIV infected adolescents/ children in
India. Such studies are important within the local setting as
proscriptions and prohibitions in one’s own cultural context
are critical for formulating disclosure guidelines. This is especially relevant for youth in the population. Studies on gender
issues pertaining to disclosure remains a gap. Such studies may
inform about cultural norms and help in dealing with biases.

1. Engage the primary caregiver

Management issues: Another crucial issue in this scenario is
the initiation of HAART and sustaining its adherence among
children and adolescents. In the context of HAART, disclosure
may have an important impact on disease progression and
clinical management [54,65]. It has been shown to increase
adherence. In a study conducted by Calabrese et al. [66] disclosure to at least one friend (versus no friends) was associated
with less medication hiding, which was associated with higher
CD4+ absolute counts and percentages but not viral load. In
another study among children, knowledge of one's own HIV
infection status showed association with delayed HIV disease
progression [59]. In resource limited settings, disclosure of
HIV status was identified as a factor strongly associated with
better adherence [67] and higher retention in the care continuum [11]. As HIV-infected adolescents grow into adulthood,
it becomes necessary to transfer them to adult care settings.
This transition has been defined as “a multifaceted, active process that attends to the medical, psychosocial, and academic or
vocational needs of adolescents as they move from the childto the adult-focused healthcare system. Health care transition
should also facilitate transition in other areas of life as well”
(e.g., work, community, and school.) [68].
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The preparedness of parents or the caregivers is an issue of
prime importance as they themselves might be infected. Their
level of knowledge might not be adequate especially in the
context of information overdose on the internet and children
being more knowledgeable with usage of the internet information procurement. Parents need support for disclosure and
they need to be prepared for the disclosure process. Hence the
first step in the disclosure process would be to engage them
and build their capacity for disclosure.

2. Age appropriate disclosure
Adolescence has emerged as ‘the time’ for disclosure. In general, disclosure is geared to a child’s level of cognitive development [72] and psychosocial maturity which has been confirmed in case of HIV disclosure in this review. The majority of
the papers indicate the early teens to be the time for disclosure.
Disclosure becomes an issue as sexuality becomes a dominant
developmental issue during adolescence [73]. However, most
of the parents and caregivers advised age appropriate disclosure. Hence the disclosure process should start at different
stages of adolescence and continue until they have appropriate
cognition of the information provided. Mid teens could be the
time when disclosure should be complete.
The stages of disclosure process requires three critical components of ‘when’; ‘what’ and ‘preserving parent-child relationship’ delineated as follows:

When to start engaging with adolescent
Cues could be behavior change like tantrums or becoming secretive, not participating in family gatherings, becoming disinterested and ‘new’ behaviors. Maturity is another important
parameter to be taken into consideration while contemplating
disclosure. Developmental signs could be when the child starts
talking about friends and peers, friendship with the opposite
sex and his/ her ability to understand the disease could be
when he/ she starts taking care of someone sick in the family.
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What-Clear misconceptions
With all types of media exposure, the child might have some
or complete knowledge of HIV/AIDS. While initiating the
process of disclosure, first explore what information the child
has about HIV/ AIDS, about parents’ sickness and follow with
HIV infected individuals and what it means in terms of longevity, adherence to medications, nutrition, exercise and positive life style. Attitude towards parents and parent-adolescent
communication could be important at this time.

Preserve-Reinforce role played by parents in providing care
The major concern of parents regarding losing child’s respect
for themselves needs to be part of disclosure guidelines.
The views of Stanley Hall about adolescence being the stage
of storm and stress [74] becomes more pronounced when one
views ‘Adolescence with HIV’. Other than infancy, no stage in
human development results in such rapid or dramatic change
as adolescence. Right from the pubertal milestones, body image till meeting life’s goal becomes a major concern of adolescents. Not knowing about their HIV diagnosis or making
a guess about it might be even more strenuous emotionally
than coming to know of one’s own HIV diagnosis. Research
should focus on understanding the post disclosure reaction of
children and growing up issues especially in context of their
knowledge that they acquired this disease from their parents.
In-depth exploration of post disclosure psychosocial state
compared to predisclosure states would be useful to develop
disclosure guidelines specific to the local socio-cultural context.
Finally HIV disclosure among adolescents would be a shared
process between the caregivers and the health care providers as
represented in the schema for disclosure in figure.2.

Conclusions
Adolescents complete their physical, emotional and psychological journey to adulthood in a changing world that contains
both opportunities and risks. New generations of adolescents
with perinatal HIV infection are emerging with whom health
services together with civil society can play an important role
in helping them stay healthy. These adolescents are becoming
sexually mature and must deal with the tremendous challenges
of sexuality and (possibly) reproduction in the background of
their HIV disease. Family has a crucial role in preparing adolescents for disclosure of their diagnosis of HIV. The parents/
caregivers need skills and capacity building to convey HIV diagnosis to their wards. Communication between parents and
their children on issues of sexuality needs to be assessed prior
to preparing them for disclosure. Capacity building of parents/
caregivers to enhance parent-adolescent communication is the
need of the time.
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