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Opibnions of the Parents Who Take Care of Their

Severely Handicapped Children and Youth at Home

Masako Fujita'’ and Michie Hiura®’

The aim of this essay is to survey of the opinions of the parents who are taking
care of their severely handicapped children and youth at home. The severe handicap
means the overlapping disabilities of serious motor disturbance and profound mental
retarded. The age of their children is elementary school to adult. The number is two
hundred and eight.

Psychological support of these parents is mainly their spouse, and sister and brother
of the handicapped. Second is friends of another parents having the handicapped children.
Parents encourage and help each other. One third has the experience of being discouraged
by medical doctor, and one fourth was discouraged by the staff of social welfare
office or child consultation center. These results are grave, because professionalists
do not play their roles sufficiently.

If medical problems happen, three fourths have the gpecialized hospital or doctor.
But the ratio of the adult having the medical services is lower than children. This
ratio of elementary school age is 90%. But adult is only 60%. Social-medical services
should take considerration about the severely handicapped adult at home.

Most cases need night care including diapering nappy, correcting posture, treatment
of epilepsy, taking off phlegm and so on. These make the parents become exhousted
owing to insufficient sleep every night. Nursing of taking meal is very important
for 90% of the handicapped. Over 40% need special meal, thatis to say, liquid,
mashed or cutted food. Especially mothers must put a great deal of work in serving
meal. Most parents must give their children baths. About half of them need special
bath for the motor disabled. But actually the ratio of possessing these is very low.

Mainly mothers take care of and help their children’s daily living. If mothers can
not do, the other family member should do it. The substitute person nursing their
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childern at home will not be found from outside. When emergency arises, short-stay

service will be used by 12% parents.

Respite-service for the parents is necessary. They should take rest to be released

from heavy works temporarily

For their children’s independence, parents wish day center from their home, institute

with medical care, or conbination of day center and night care service instead of

family life.
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