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ABSTRACT

Aim: to understand the experience of the process of disclosure of HIV/aids diagnosis in childhood. Method:
we used a methodological referential theory based on data (PDT) and symbolic interactionism, with regard
to research carried out between June and December 2012. The subjects were thirteen children and/or
teenagers who were told about the diagnosis of HIV/aids. Results: Showed the perception of the children
abouta chronic disease condition, discovering by himself/herself, or about any health condition. Conclusion:
the revelation of HIV/aids is a unique, dynamic and interactive process. However there isn't an ideal moment
even when children indicate that this interaction should happen in childhood and/or at the time of their
doubts and questions.
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INTRODUCTION

Human immunodeficiency virus infection
and acquired immunodeficiency syndrome
(aids) is a worldwide public health problem.
Since its appearance, in 1980, it has gradually
spread, and the modes of transmission of the
human immunodeficiency virus (HIV) reveal
a modified epidemiological profile ©). The
epidemic can be observed on the basis of the
notification of the cases. In Brazil, from 1980
until June 2014, 491,747 (65.0% of the total)
casesin menand 265,251 (35.0% of the total),
in women. The South and Southeast regions
make up 54.4% and 20.0% of the nation’s
total respectively. The state of Rio Grande do
Sul offers one of the highest rates in children
under five years of age: in 2013, there were
6.2 cases for every 100,000 inhabitants and
adults, a rate of 41.3 cases for every 100,000
one hundred thousand inhabitants. AIDS
is a chronic disease, with new perspectives
of health that will have implications for the
future, due to the transition from childhood
to adolescent children who have HIV/aids by
vertical?and horizontal™ transmission. Aids
in childhood and adolescence represents a
major health problem. Waiting for the oppor-
tune moment for revelation, in many cases,
ends up resulting in distrust and discovery for
the child, through listening to conversations
in the family, at school, in the health service,
or the media. Avoiding and not talking about
the diagnosis may engender conflicts within
the child, as regards autonomy of care, at
school, at the beginning of their sexual life,
in adherence to treatment?. The most appro-
priate time to tell about the disease has been
of concern to health professionals and fami-
lies. From the reality experienced by the child,
one wonders: How did the disclosure process
of HIV/aids condition occur in childhood? This

leads to the objective of understanding the
meaning of experiencing the process of dis-
closure of the HIV/aids condition in childhood.

METHOD

Qualitative study based on symbolic
interactionism-IS®, using theoretical and
Grounded Theory as a methodological fra-
me®. The study took place in the Infectious
Diseases Clinic of a University Hospital in the
State of Rio Grande do Sul, Brazil. The study
was conducted in school with 13 year old
children and teenagers aged between 11 and
16 years, who had been made aware of their
diagnosis between the ages of 5 and 12. The
interviews were conducted by the guiding
questions: what was it like for you to know
that you had a disease? What did you feel
when you heard that you had a disease? Data
were collected and analyzed in a systematic
and comparative way as advocated by Groun-
ded Theory®, between August and December
2012, after approval by the Ethics on Research
Committee at the Universidade Federal de Sao
Paulo under paragraph 60692 of 8/13/2012.

RESULTS

The results showed the perception of the
child with regard to having a chronic disease,
who discovered the condition by herself/hi-
mself, or of the need to adhere to treatment.
The revelation of this diagnosis should be
done a singular and gradual form, according
the emergence of questions by the children;
the sooner reveal the diagnosis the easier will
be the adaptation of them. In addition, with
the advance of time, the more complex will
be her/his acceptance, in particular during
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adolescence, due to the conflicts inherent in
the individual at that age.

DISCUSSION

Several situations can trigger the begin-
ning of the revelation of the diagnosis of HIV/
aids to the child, such as the media and the
school environment. The permanent moni-
toring of their condition, consultations, tests
and medications, also contribute to the child
being wary and asking about what'’s going on.
Opportunisticinfections, involving treatment
and hospitalization, culminate in the search
for explanations. Some families®* choose not
to reveal the diagnosis of HIV/aids by judging
that the child does not have sufficient maturi-
ty and how prejudices protection mode.

CONCLUSION

The revelation of the diagnosis of HIV/
aids in childhood, is a process that requires
discussion and understanding following the
first questioning of the child. The research
data showed that there is no protocol or
recipe in relation to the disclosure of the
diagnosis, because each individual reacts in
a unique way, due to the story of their life, of
values and family behavior, as well as factors
inherent in their own development. The fact
of living with a disease of which the individual
is not advised/may ask about and not receive
explanations, can encourage the develop-
ment of concepts/prejudices. This may be in
addition to the pain of realizing that some-
thing is going on and it is about something
about which the individual can't talk and ask,

because if s/he does, it will cause pain to the
family. The revelation of the diagnosis is a
complex process that needs to be permeated
by dialogue, by the interaction and the links
between families and health professionals.
Children have shown that not revealing the
diagnosis early may bring about negative
consequences, particularly in adolescence.
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