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Development of an Assessment Tool to Support Children with Congenital Heart
Disease and their Families During Transition to Adulthood
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Children with congenital heart disease (CHD) need to transition from
pediatric to adult health care as they enter adulthood.This study created an assessment tool for
supporting such patients and their parents during the transition and examined ways to utilize the
tool. The following aspects were extracted: patients’ understanding of the disease and prevention,
self-care related to the disease, and preparations for becoming an adult. Also, it was found that
nurses respected patients and engaged with them in such a way that the patients maintained their
autonomy. Further, nurses provided educational support to patients and their parents since the
patients were young. The study highlighted the role of nurses working within a team as well as
issues related to the transition. Going forward, it will be necessary to devise an educational
program to provide seamless support for child-to-adult transitions primarily through collaboration
between departments providing pediatric and adult care.
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