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Heredity-related difficulties concerning families having children with
hereditary rare diseases and discussion on seamless support for the families
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We conducted a survey on difficulties concerning families having children
with hereditary rare diseases, and discussed a way of how to support those families. The information
of heredity has to be kept private from the viewpoint of protection of private information. Share

of such heredity information is out of the question, which have made it difficult to establish a
network for supporting the families having children with hereditary rare diseases. This study
revealed that it was the process toward having the second child that caused conflicts between
husband and wife having the first child with a hereditary rare disease and made their relationship
unstable. It was found necessary to assist those married couples in deepening the mutual
understanding over the process toward having the second child, as well as generally support the
children with hereditary rare diseases throughout their lifetime.
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Mothers’ load and home-visiting nurses’ support in home medical
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