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Analysis of needs of newly designated "nanbyo™,specific diseases patients in the
community, living support and health guidance
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This study aims to identify the conditions, needs, and issues in the daily
lives of patients with newly designated intractable diseases after the Intractable Disease Act was
adopted, and to examine how to interact with patients and how health guidance should be provided.
Among patients with designated intractable diseases in Hokkaido, the number of people issued a
medical care beneficiary certificate increased while that of applicants for certificates for
specific disease treatment who had been covered by the medical benefits before the new act
decreased. Half of the new applicants were with autoimmune diseases and genetic predispositions. A
questionnaire survey was conducted with intractable disease patients. The quality of life was not
low but 90% of patients felt risks and anxiety about COVID-19 infections. This suggests the
necessity and importance of health guidance on prevention of transmission by healthcare
professionals for patients with intractable diseases.
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