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AN IR R & BESE

(Summary)

Purpose : This study was conducted to clarify the pro-
cess of mother's grief work after loss of her child with a
hereditary rare disease and to discuss the seamless sup-
port considered to be necessary for the mother.

Methods : Interviews were conducted with six mothers
having lost their children with mucopolysaccharidosis.

Results : It was found that the mother’s grief work
after loss of her child with a hereditary rare disease
started from the empty-nest syndrome where she had
nothing to do after the death of her child. Then, the
mother's grief work involved the stages of talking about
memories of her late child and recognizing her own way
of caring her child. Mother's grief work was a process
of incorporating her deceased child into herself. In ad-
dition, the factors interrupting the mother’'s grief work
were also found to be others’ indifferent attitudes to-
ward her child when the child approached his (or her)
end and the absence of chance to discuss the information
about death and heredity after the child's death.

Conclusions : To support mother's grief work, it is
considered important to discuss how to care the child
entering the final stage and his (or her) family, and to
provide the opportunities and companies for mothers to
discuss the information about Death and Heredity after

child’s death.

(Key words)
child with hereditary rare disease, grief work,

seamless support, mucopolysaccharidosis
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