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Parents’ experiences of transition medicine for children of adolescent and young adult generation surviving
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[Original Article]

Parents’ experiences of transition medicine for children of adolescent
and young adult generation surviving childhood-onset rare disease

Chieko TAZAKI"” Kyoko KUBO?  Yukiko SAKAGUCHI”

Abstract

Purpose

Transition medicine from pediatric to adult health care for adolescents and young adults (AYA) long suffering from
childhood-onset diseases has been the big challenge. This study aimed to know how those parents accepted the transition
medicine for their children with congenital rare diseases and discuss a smooth transition medicine system.
Subjects and methods

Interviews were conducted with four parents whose three children of the AYA generation had congenital rare diseases. The
interview data were analyzed using the modified grounded theory approach (M-GTA).
Results

As a result of the analysis, the following four categories were extracted.

[anxiety about the transition medicine to cause depression].

[a feeling of opposition to promotion of the transition medicine and a strong desire to preserve the present situation]

[appreciation and trust in the new relationships]

[the hope of development of a new therapy to improve the children’s QOL].
Considerations

For the transition medicine, it is essential to respect the characteristics of the individual diseases and the children’s and
parents’ intensions, and establish the inclusive support system by multidisciplinary cooperation. A further discussion
is needed for forming a system of smoothly introducing the adult health care, as maintaining the relationship with the

pediatricians the parents absolutely relied on.

Key words : Adolescent and young adult generation, Childhood-onset disease, Transitional medicine,
Parents, Experience
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