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Abstract

Experience of Adolescents

with a Sibling with Down Syndrome

The man pupose of this study was to describe experience of the adolescents
with a sibling with Down syndrome. 'The participants in this study were
three girls and two boys, whose siblings were enrolled in one of the
community center for Down syndrome children. In depth interview using a
semi-structured questionnaire was done to collect data from October 1 to
November 20, 2004 The content of interview was tape recorded under the
permission of the participants and thematic analysis was done.

The analysis resulted 17 themes under 5 categories. The five categories were;

acceptance of initial shock and embarrassement with mother’s pregnancy and the
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birth of Down syndrome sibling, dally care of a sibling and concems, becoming a
family and conflicts and anger toward parents, keepng a distance from friends, and

normal developmental conflict of adolescent.

Many adolescents were initially shocked and embarrassed by the pregnancy of their
mothers at relatively late age and the birth of a sibling with Down syndrome.
However, they got used to therr sblings and involved in their care. They worry
about future of therr sbings and want them to be hedthy. ~When they plan for therr
future, they include their sibling and accept the responsbility to take care of them
when something happen to their parents. They have high stress from their parents’
high expectations on academic achievement in compensation of Down sibling.  They
maintain a distance from their friends and talk about their sibling only with the
closest friends. They worry about their own chidren and marriage. With all these
conflicts and concerns related to having a sibling with Down syndrome, they go
through the developmental crisis of adolescent. As a result, they have deeper

understandings on handicapped individuals and hardships of their parents.

This study provides comprehensive description of experience of adolescent with a
sibling with Down syndrome. It is suggested to develop a support program to

manage their stress for the siblings of Down syndrome children.

keyword: Down syndrome, sibling, adolescent
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