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Psychological Process of Parents of Children with Progressive
Muscular Dystrophy and Factors Influencing Their
Acceptance of Children’s Disease and/or Death

Masae MIURA,* Emi OKUNO,* Masahiro SETO,**
Takuro TOMITA*** and Ichiro AGARI**

The purpose of this study was to investigate the psychological process of parents whose children
were cases of progressive muscular dystrophy and the factors related to their acceptance of the
children’s disease and/or death. The fifteen couples were interviewed to explore their feelings and
behavior at different stages of pre-diagnosis, diagnosis, illness, as well as at the time of their child’s
death. The influence of the children’s disease on their families was also investigated through the
interview. The following results were found in this study. (1) Parents are greatly shocked when their
children are diagnosed with progressive muscular dystrophy. (2) As time goes by, they can accept their
children’s disease and live positively. (3) In the case of unexpected sudden bereavement, mothers
cannot accept children’s death at ease, and they have depressive emotion. (4) For accepting their
children’s disease and/or death, their families and peer parents, whose children are cases of same
disease play a very important role. (5) If the father can support the mother, she can accept her child’s
disease and/or death relatively at easy. Therefore, it was suggested that parents were in need of mental
care at the time of diagnosis and/or bereavement, and that the interventions for parents functioning
as support resources to each other are effective.

Keywords: progressive muscular dystrophy; parents; psychological process; acceptance of disease and
death; interview
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