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Investigation of psychosocial support for predictive genetic testing in
inherited neuromuscular diseases.
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A questionnaire survey was conducted among genetic medicine departments and
parties (hereditary spinocerebellar degeneration and myotonic dystrophy type 1) nationwide. In the
genetic practice departments, about 55% (37 facilities) had predictive genetic testing for
hereditary diseases for which no treatment or prevention methods were available, and an additional
27% (18 facilities) had written procedures in place. About 16% (10 persons) of the parties involved
had had experience with predictive genetic testing, while the remaining 84% (53 persons) had not.
The results suggest the need for guidelines for predictive genetic testing for hereditary
neuromuscular diseases without treatment in Japan, the importance of parties being aware of the
availability of predictive genetic testing, and the importance of support to inform blood relatives
of "hereditary" conditions.
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