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Subjective QOL of children with severe motor and intellectual disabilities
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It is difficult to understand children with severe disabilities, so we tried to assess subjective
quality of life (QOL) by interviewing their parents who had brought up and lost them. Eleven
parents (6 mothers and 5 fathers) of 6 children with severe motor and intellectual disabilities
were asked questions regarding expressions of their emotions, their influences on other people
and so on. All of the children expressed their needs and choices in the various ways of capabil-
ities, such as a smile, brightness of their faces or eyes, physical tense and relaxation. “After she
did something she liked, the face looked brighter and the eyes seemed powerful.” “She was willing
to eat her favorite food such as a cake or a pudding, and choked when served something she didn’
t like.” They exerted much influence on parents and relatives, such as “She had been guiding her
parents even after she died.” “About 500 people attend her funeral, and they said thank you to the
diseased child. We were very surprised to find that our child had moved a lot of people who were
related to her.” These things seemed to be their roles they carried out in the community. Almost
all parents especially mothers felt strong sadness when they lost their children.” I felt rootless,
I felt that she and I had been in one body and my life ended when she died.” The mothers had
supported children’s health and daily activities. So the mothers had been lived close to the
children. In a sense, the mother and the child seemed to own their QOL jointly. And most of
parents consider their bringing up their handicapped children as positive and valuable experi-

ences, and 5 out of 6 mothers take negative attitude toward prenatal diagnosis which lead to
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denial of QOL of the children with severe disabilities.

...................................................................................................................

HBiELHEEEE - £  children with severe motor and intellectual disabil-
ities i

FEH - £ QOL subjective quality of life

DA ¥ Ea— interview with parents

BT  self expression

Hi&#iE2H  prenatal diagnosis
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