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Sibling Subsystem Transformation in Families Living with Down Syndrome
—From the Perspective of Siblings and Caregivers—

Saaya Niino" Tae Kawahara” Yuta Kogumazaka? Tomoko Abe? Akemi Yamazaki?
1) The University of Tokyo Hospital
2) Division of Health Sciences, The University of Osaka Graduate School of Medicine
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Siblings grow up together and are influenced by their relationships. In this study, we defined the relationship, in-
cluding siblings’ thoughts and perceptions of children with Down Syndrome and disabilities, as a “sibling subsys-
tem” and aimed to clarify the changes in the sibling subsystem from early childhood to mid-adolescence. Using a
semi-structured interview method, we conducted approximately 60-minute interviews with four siblings and six
caregivers of children with DS who were 16 years old or older, and analyzed them using Grounded Theory Ap-
proach method. The results showed that most of the siblings experienced [awareness of disabilities and differences
between DS and their surroundings] from early childhood to school age. Thereafter, they continued [involvement
according to awareness of disability] until adolescence, but were influenced by, [involvement between siblings and
surroundings], [deepening of understanding of disability]. Siblings from adolescence face with various life events
such as career choices, employment, and marriage, and they begin to [think about their own future lives]. This
study revealed the transformation of the sibling subsystem with DS and their siblings from childhood to adulthood.



