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Construction of school life support model incorporating genetic knowledge for
children with rare chromosomal disease

Kutsunugi, Saeko
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Focusing on rare chromosome disorders, this study was conducted with the aim
of developing a model plan for cooperation between medical care, education and family to realize a
school life that respects the unique characteristics of the child with the disorder. As a first
step, a scoping review was conducted on what problems children with disorders face in their school
life and how they, their families and school personnel cope with them. In the second phase, we
investigated what information teachers and school nurses working with children with disorders at
school receive about the children from their families, and what aspects of the children®s
characteristics and personality they perceive when working with the children.
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