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Trends and Challenges in Research on the Experiences of Families Raising Children with Rare Diseases
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This paper aims to examine approaches for family support by clarifying both domestic and international research
trends regarding the experiences of families raising children with rare diseases, as well as by elucidating these
families’ actual experiences. Domestic and international databases were used for the search. The experiences of
families raising children with rare diseases, which were described in the results of the analyzed papers, were
extracted and classified based on their similarities. From the search results, 14 papers were selected. The experi-
ences of families raising children with rare diseases were classified into the following categories: children’s diseases
cause family dejection and emotional turmoil; despite feeling burdened by childcare, parents take on the responsi-
bility and adapt their lives to their children; children’s diseases imposes repercussions on family life and all family
members; children with diseases and their families are often not well understood by those around them; families
are dissatisfied with existing medical services and healthcare providers; families need support from society; families
feel relieved when childcare professionals are available nearby for consultation at any time; it's difficult for children
to receive education that meets their needs.

The following are suggestions for family support. Nurses are expected to act as partners, guiding children diag-
nosed with rare diseases, as well as those with undiagnosed conditions, and their families to access necessary sup-
port and provide continuous and long-term support. Additionally, nurses must understand the characteristics of
each rare disease and address care standards and specific support measures tailored to those characteristics.
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