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Abstract

Background: Human Immunodeficiency Virus (HIV) disclosure to infected children and adolescents is

very essential for maintaining personal health and for prevention of HIV within the larger population.

HIV non-disclosure has been identified as one of the potential barriers to optimum adherence especially

in children and adolescents™ . There has been a significant increase in the survival of HIV infected

children with the advent of antiretroviral therapy (ART). But, HIV status disclosure to children remains

a complex and a critical clinical issue in the care of HIV-infected childrent?.

Methodology: A hospital-based cross-sectional study was conducted at the ART centre of tertiary care

hospital in central India from June 2017 to May 2018. Caregivers of HIV positive children <15 years of

age and on antiretroviral therapy were interviewed and data regarding asocio-demographic variables

and pattern of disclosure of HIV status was obtained using a pre tested, structured guestionnaire.

Result: We found that maximum caregivers were parents and HIV status ware informed by 105(44.70%)

caregivers only. 131(55.70%) of caregivers were not sure about the appropriate age for HIV status

disclosure. The main reason for not disclosing HIV status to children was that the child was too young to

disclose. Statistically significant association present between socioeconomic status and by caregivers

and also between education of caregivers and pattern of disclosure.

Conclusion: More than 50% of children were not informed about their HIV status by caregivers. The

main reason for not disclosing HIV status to children was that ‘the child was too young to disclose

followed by ‘due to feelings of guilt’.

Keywords: HIV, disclosure, caregivers.

access to HIV prevention, care and treatment

Introduction services!!. Children are not only personally affected
Human immunodeficiency virus infection is one of by HIV/AIDS, but also affecting their families and
the most challenging diseases in the present eral®’.  their right to parental care and affection. UNICEF
Of the estimated 38.0 million people living with  finds that the infection can lead children to drop out
HIV worldwide in 2019, 2.8 million [1.9-3.7 million]  of school; infection of parents can lead children to
were children aged 0-19. Each day in 2019, engage in child labour in order to survive®.
approximately 880 children became infected with  Stigma is a major barrier to the disclosure of HIV
HIV and approximately 310 children died from  status to children. Caregivers fear that children will

AIDS related causes, mostly because of inadequate  face stigma. This fear often delays their decisions to
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disclose. The word “stigma” is derived from the
Greek word for “brand” or “mark”. This “mark”
was associated with a lower position in life and was
characterized by fear and shunning by others, often
leading to feelings of unworthiness in the person
being stigmatized®.

Disclosure is crucial to the continuum of HIV care.
The lack of HIV status disclosure ultimately
adversely affects the well-being, treatment, and care
of children. So, this study aims to study the pattern
of disclosure of HIV status in children living with
HIV.

Methodology

A hospital-based cross-sectional study was
conducted at the ART centre of tertiary care hospital
in central India from June 2017 to May 2018.. The
caregiver of HIV positive children <15 years of age
and on antiretroviral therapy were interviewed and
data regarding a Pattern of disclosure of HIV status
was obtained with a questionnaire on disclosure
pattern based on Guidelines on HIV disclosure
counselling for children.

The sample size calculation was done considering
the precent of caregivers (80.6%) lacked disclosure
knowledge on how and what to tell a child™" Taking
this value as reference, the minimum required
sample size with a 5% level of significance came
out to be 235.Caregivers were enrolled in the study
using a convenience sampling. Before starting the
interview, caregivers were well informed about the
nature of the study. The confidentiality of the
caregivers was assured and maintained throughout
the study. All the interviews were carried out by the
same investigator to avoid interobserver variability
and the number of caregivers interviewed was
restricted to 2-3 per recruitment day. The interview
was carried out in a separate room ensuring privacy
for the interviewee and the responses were recorded
in the questionnaire.

Definitions- Disclosurel®: Where the caregiver said
that the child knows his/her HIV diagnosis.
Non-disclosurel®: Where the caregiver said that the
child does not know his/her infection or where the

caregiver was unsure if the child knew his/her status.

Partial disclosurel™ It is the term used for
describing situations in which children are given
some but not all information about their illness.
Caregiver™: A person, who lives with the child,
participates in the child’s daily care, and is the most
knowledgeable about the child’s health. They were
either biological parents or guardians acting as
surrogate parents to the child.

Stigma'®': It is defined as a simplified, standardized
image of the disgrace of certain people that are held
in common by the community at large.

Data Analysis: Data were cleaned, coded and
captured on Microsoft Excel and analysed using
statistical packaging for social sciences (SPSS)
software version 21. The data was presented
through tables and frequency distributions.
Categorical variables were presented in number and
percentage (%). Qualitative variables were
correlated using Chi-Square test/Fisher’s exact test.
A p value of <0.05 was considered statistically
significant.

Ethical Considerations: Permission was gained
from the institutional ethics committee, where the
study was conducted. Confidentiality was ensured at
all stages of the process. Data collection was
preceded by an informed consent signed by
participants.

Results

Socio-demographic and economic characteristics.
In 235 caregivers, 92(39.15%) were fathers of
children, 79(33.62%) were mothers of children and
64(27.23%) were second degree relatives (it
includes uncle, aunt, grandparents).

All 235 caregivers were literate. Out of them 49
(20.86%) were educated up to secondary class
followed by postgraduate and above education in
43(18.29%) caregivers, 41(17.45%) caregivers were
educated up to primary class, 38(16.17%) caregivers
were undergraduate. 37(15.74%) were educated up
to senior secondary and 27( 11.48%) had education
up to upper Primary [61].

In 235 caregivers, 73(31.0%) of caregivers belonged
to class Il and, an equal number of caregivers
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57(24.3%) from class IV and class V. 31 (13.2%) g_estl person HfIC\J; Doctor 23 9.80
. I1Sclosin
caregivers were from class Il and a very few 17 | s togch"d Family members 31 13.20
7.2%) in class | of socioeconomi BGP). Parents 181 77.00
( ) in class | of socioeconomic status (BGP) Sreclosed o 2470
Table 1: Distribution of caregivers according to stf‘:‘; ?r‘: 2g§éat'he 14 6.00
the pattern of disclosure of HIV status to children. Reasons for not Chi?d told someone
Pattern of disclosure of HIV Number % disclosing else
status by caregiver* Feeling of guilt 21 8.90
Informed 105 44.70 He/she is too young 55 23.40
Misinformed 27 11.50 He/she will become 7 3.00
Non-Informed 103 43.80 . '
Total 235 1000 mentally disturbed
oa : -] He/she will hate his 9 3.80
*Pattern of disclosure of HIV status by caregiver-. parents
Table 1 shows the distribution of caregivers Theredi,ssglcc’)sneeed to 24 10.2
. . |
according to pattern of disclosure of HIV status to Better adherence to 17 720
children. Out of 235 caregivers, HIV status was Advant . ART
. . vantages O | Better parent-child 23 9.80
mforr_ned by _1(_)5(44.70%) (_:areglvers, 27 (1_1.50%) disclosure communication
caregivers misinformed children about their HIV Better self-care 32 13.60
status and 103 (43.80%) caregivers didn't inform He/she will collect 14 6.00
. medicines himself
None 149 63.40
Table 2: Distribution of caregivers according to Sisadvant . F('jelshewg/l become 42 17.90
. . Isadvantages O epressed/anxious
their responsesh_?gout the pattern of disclosure of | | ;.c5ocire Felshe will Start - 3050
HIV status to children. resenting his
*Responses of caregivers Number % None 122 51.90
Does the child No 130 55.30 i
I:tr;m? about the Yes 105 2370 *responses of careglvegs] regarding the pattern of
! . 9
Appropriate age for 10-15yrs 86 36.60 disclosure of HIV status™.
HIV status 5-10yrs 18 7.70
disclosure
Not sure 131 55.70

Table 3: Distribution of caregivers according to socioeconomic status and pattern of disclosure.

Socioeconomic status Informed Misinformed Not informed
No. % No. % No. %

1 (n=17) 5 29.40 0 0 12 70.60
Il (n=31) 9 29.00 11 35.50 11 35.50
1l (n=73) 37 50.70 2 2.70 34 46.60
IV (n=57) 28 49.12 8 14.04 21 36.84
V (n=57) 26 45.61 6 10.53 25 43.86
Total (235) 105 44.70 27 11.50 103 43.80

Table 4: Distribution of caregivers according to their education and pattern of disclosure to children.

Education Informed Misinformed Not informed

N No. % No. % No. %
Illiterate 10 8 80.00 1 10.00 1 10.00
Primary( 1 to V) 38 25 65.80 5 13.10 8 21.10
Upper primary(VI1 to VIII) 27 5 18.50 3 11.10 19 70.40
Secondary (IX to X) 42 17 40.50 3 7.10 22 52.40
Senior secondary(XI to XII) 37 30 81.10 2 5.40 5 13.50
Undergraduate 38 10 26.30 2 5.30 26 68.40
Postgraduate and above 43 10 23.26 11 25.58 22 51.16
Total 235 105 44.7 27 11.5 103 43.8
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Table 2 depicts the distribution of caregivers
according to pattern of disclosure of HIV status to
children. As per the response given by caregivers,
105 (44.70%) children knew their status, and 130
(55.30%) were not aware of their status. Out of 235
caregivers, 86(36.60%) of caregivers thought that
the preferred age of disclosure was 10 to 15 years,
18 (7.70%) were of the opinion that disclosure
should be made between 5 to 10 years of age group.
Over half, 131(55.70%) were not sure about the
appropriate age for HIV status disclosure.
According to the caregiver’s response, parents were
the best person for disclosing HIV status in
181(77.00%) children, followed by family members
in 31 (13.20%) and health professionals in 23
(9.80%) children.

The main reason for not disclosing HIV status to
children was that the child was too young to
disclosed in 55(23.40%), 21 (8.90%) of caregiver
did not disclose the HIV status due to feeling of
guilt, 14(6.00%) caregiver had a fear that the child
would tell others and the family might be
stigmatized, the child would become mentally
disturbed and would hate his parents was the reason
for non-disclosure in 7(3.00%) and 9(3.80%)
respectively. In 24(10.20%) caregivers though there
was no need to disclose the HIV status to the child.
Nearly 149 (63.40%) of caregivers felt there were
no benefits in telling the child her/his HIV status.
The most commonly cited advantages of disclosure
were that the child would be able to take better self-
care by 32 (13.60%) caregivers, the disclosure
would improve parent-child communication and
adherence to treatment was advantage stated by 23
(9.80%) and 17(7.20%) caregivers respectively.
14(6.00%) of caregivers thought the child would
collect medicines himself/herself from the clinic.
Around half, 122(51.90%) of caregivers felt there
were no disadvantages in disclosing HIV status. The
most common disadvantage felt for disclosure that
the child would start resenting his parents
71(30.20%) and would suffer emotional trauma and
become depressed or anxious 42(17.90%).

Table 3 depicts the distribution of caregivers
according to socioeconomic status and pattern of

disclosure. The number of caregivers who did not
inform children about their status was more
(70.60%) in socioeconomic class | and lower in
socioeconomic class IV (36.8%) and class V
(43.9%). Around 45.61% of caregivers from
socioeconomic class V informed children about
their status.Caregivers who did not inform
(misinformed + not informed ) children about their
HIV status were more in higher socioeconomic
class (class | +class 1) when compared with a low
socioeconomic class (class Il + class IV + class V)
and this was found to be statistically significant.
([J2 value = 5.87, p-value = 0.015, df =1).

Table 4 shows the distribution of caregivers
according to the education and pattern of disclosure
to children. More number of caregivers who
informed children about their HIV status were
illiterate and senior secondary educated. As the
Level of education increases; the number of
caregivers not informed to children about their HIV
status were also increased Significantly more
number of caregivers who informed children about
their HIV status were illiterate when compared with
educated. (Fisher exact test, p-value = 0.04, df 1).

Discussion

The global burden of paediatric HIV and acquired
immune deficiency syndrome (AIDS) remains a
challenge for healthcare workers around the world,
particularly in developing countries.

A study conducted by Peter Mumburi et al™,
Verma D et all™!, Madiba S et al™ and Gyamfi
et al™! reported similar results to our study finding
that the majority of caregivers were parents (mother
and father) of children. Verma D et al observed that
mother was the primary caregiver in almost two-
thirds of the children but in our study, a slightly
higher number of study subjects had fathers as their
caregiver as compared to mothers. Madiba S et al
found, 38.9% were the biological mothers, 30.1%
were grandparents, and 30.7% were other relatives.
Similarly, a study by Gyamfi et al shows, most of
the caregivers 47.5% were the child’s biological
mother followed by grandparent 31(26.3%),
22(18.6%) were others and 9(7.6%) were fathers.
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Madiba S et al™® observed that 163(40.2%)
caregivers had secondary education which was
twice than our finding. They also found that
98(24.1%) caregivers had primary education which
was slightly higher than our study finding. 69(17%)
caregivers completed education up to twelfth which
was almost similar to our study finding and in
contrast to our they found 60(14.8%) had no
education. The highest level of education of more
than half (64.6%) was that of a primary school and
above, this finding of P Oberdorfer et al* is in
consistence  with our study. No caregiver was
illiterate in our study but in contrast to our findings
they observed that 6.1% had never attended any
school. Gyamfi et al™® observed, only 3.4% of
them had a tertiary level education which was found
to be very less than what we have observed. A
study by Vaz et al® was in concordance with our
study that 37(18%) completed secondary school and
only 3 (1%) had no education.

A study conducted by Thakor et al™® found,
majority of children 51(56.7%) belonged to social
class IV (according to modified Prasad’s social
classification). In contrast to our findings Henry
Chineme Anyabolu et al*”! found, there were more
of the infected children in the lower socioeconomic
class. A study conducted by Verma D et al™!
found, majority (67.3%) belonged to upper lower
socio-economic class.

Peter Mumburi et al™ found slightly higher
percentage than our study where, majority 122
(53.1%) of children had their serostatus undisclosed
to them while nearly a quarter i.e. 52(24.6%) had
partial disclosure and only 47 (22.3%) had complete
disclosure and also reported a higher percentage of
41(19.4%) parents/caregivers preferred disclosure to
happen between 6-9 vyears, while 170 (80.6%)
preferred disclosure to happen between 10-16 years.
And also observed slightly lower percent
138(65.4%) of parents/caregiver indicated that the
parent or caregiver alone should disclose about the
iliness to the child, while higher number of
caregiver 60 (28.4%) preferred healthcare providers
to disclose the HIV-status to the child and 5 (2.4%)
caregivers indicated that anyone can do it. Gyamfi

et al'*® noted, majority 66.7% of the children had
not been told their HIV positive status which was
higher than our study finding. Lorenz et al*®! found,
65% children were informed of their HIV status and
42% of caregivers admitted that they were
misinformed to the child that they were sick with a
disease other than HIV compared to our study
greater number were informed and misinformed and
the preferred age of disclosure of HIV status
between the ages of 5 and 9 years. Madiba S et al
121 reported, 111(27.4%) of the children were
informed about their HIV diagnosis which was
lower than our study finding and also found,
154(52.7%) caregivers thought that disclosure
should be made between 10 and 14 years of age,
which was higher than our finding and 15 (5.1%)
felt that disclosure should be made before 10 years
of age which was approximately similar to our
finding. And also reported 49(46.4%) of caregivers
preferred to disclose the HIV status to children
themselves, which was lower than our study finding
and 62 (19.8%) thought that the health providers
should disclose which was more than our study
finding.

Similar to our finding Madiba S et al'*?!, Gyamfi et
al™ and Peter Mumburi et al” observed that
‘child was too young’ was the main reason for not
disclosing HIV status to children. Madiba S et a2
observed, 21 (7.1%) caregiver thought that the child
would tell others and the family might be
stigmatized this was approximately similar to our
finding, the child would experience negative
reactions to disclosure was reason given by 24(8.2%)
caregiver which was higher to our finding. They
also found some other reasons than our study like,
the child would not understand what HIV is all
about, the child would harm him/herself and commit
suicide, the child would think he/she was different
from others and self-stigmatize, and caregiver lack
of disclosure skills. Also observed, most caregivers
disclosed because they believed that the child has a
right to know the status, more number 26(35.1%) of
caregiver said benefits of disclosure was to improve
treatment adherence compare to our study finding.
Another advantage was to prevent the child from
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infecting others. In contrast to our finding Peter
Mumburi et al™ noted higher percentage of
caregiver 50 (30.5%) thought disclosure may cause
negative emotional consequences like
discrimination and 28 (17.1%) caregiver said the
child may not be able to keep it secret. 15 (9.1%)
caregivers did not know what and how to deliver the
disclosure message.

In the present study, significantly more study
subjects from higher socioeconomic status were not
informed about their HIV status as compared to low
socioeconomic status. While, Kallem s et al®”
observed, household income was not significantly

associated with disclosure of HIV status to the child.

In our study, significantly more number of illiterate
caregivers were informed about a child's HIV status
when compared with the educated. Kallem s et al
201 found that education attainment of caregiver was
not significantly associated with disclosure of HIV
status to the child. Madiba S et al'*? reported,
caregivers who had primary education were three
times more likely to disclose than those who did not
have any formal education. A. Binagwaho et al 1%
reported similar results to our study that
Parents’/caregivers’ education levels were inversely
associated with HIV disclosure.

Conclusion

More than 50% of children were not informed about
their HIV status by a caregivers. Half of caregivers
were not sure about the appropriate age for HIV
status disclosure. As per the caregiver’s response,
parents were the best person for disclosing HIV
status. The main reason for not disclosing HIV
status to children was that ‘the child was too young
to disclose followed by ‘due to feelings of guilt’.
Around two-third number of caregivers felt there
were no benefits in telling the child her/his HIV
status and the most common disadvantage for
disclosure was, the child would start resenting his
parents. Significantly more proportion of Illiterate
caregivers informed about the HIV status to
children when compared with educated and
significantly more caregivers belonging to lower

socioeconomic class had informed about HIV status
to children compared to higher socioeconomic class.

Recommendation

We found 55.30% of study subjects were not
informed about their HIV status by a caregiver
because of feelings of guilt and fear of social stigma.
So, strengthening of the IEC activity more, with a
focus towards eliminating the stigma &
discrimination regarding HIV. In preparing for full
disclosure, parents/caregivers and health workers
need to help children manage the stigma of being
infected or affected by HIV. There is a need to
develop region specific paediatric HIV disclosure
guidelines keeping in mind the caregivers’
perceptions. The guidelines must be age appropriate,
systematic, and socioculturally acceptable.
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