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Family's Thoughts on the Medical Care of Adolescents with
Congenital Heart Disease
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Abstract. Purpose: 1. To identify the efforts and thoughts of the families of children with congenital heart disease who have
reached adolescence in order to maintain their children's medical care. 2. Identify what kind of involvement and support the
family members want from the nursing profession. Method: We conducted a questionnaire survey of families of children with
congenital heart disease who had reached adolescence with long term follow-up. Result: We received 32 responses; 28
subjects had experienced hospitalization or surgery. Many families were "non-confidential in providing information to their
children” and “taking their physical condition into consideration”. Fifteen families were aware of the child's cardiac condition.
Six family members were aware of the adolescent. Most of the families wanted "explanations about the disease, treatment and
procedures". Discussion/Conclusion: The nurse should provide the child and family with opportunities to explain the disease
and treatment and should listen and respond to the family's concerns and anxieties.

Keywords: Care, Pediatric, Pediatric care, Congenital heart disease, Family care
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