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(Summary])

Objective : The lifestyles of patients with Duchenne
muscular dystrophy (DMD) have shifted from long-
term hospitalization to community-based activities. In
addition, the mean life expectancy for such patients
now exceeds 30 years. Under these circumstances, this
study examined parents views on explanations of the

disease to their children.

383

Methods : Interviews were conducted with 15 guard-
ians of DMD patients, based on the results of a ques-
tionnaire survey.

Results : Among the 15 guardians, 9 had explained to
the patients that the disease involves muscles, and they
would become unable to walk due to it. The explana-
tion had been provided at the age of 4 to 11 only by the
mother in most cases.

Discussion : Considering that the mean life expec-
tancy of DMD patients has been extended, it may be
necessary for medical professionals to cooperate with
members of the family in order to provide explanations
of the disease, which will promote the patients active

social participation after entering adulthood.
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Duchenne muscular dystrophy, prognosis,

parents explanations to children, guardians
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