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Abstract

This study analyzes narratives of parents of people with mental disabilities to develop an overview of parents’
perceptions toward their children’s lives following their own death.

The study targeted 11 parents who were part of an association for families of people with mental disabilities. The data
were collected using semi-structured interviews and analyzed by content analysis using the qualitative inductive method. A
total of 144 codes, 45 sub-categories, and 11 categories were extracted from 302 narratives.

The main of perceptions of matters following the death of the parents were “anxiety regarding whether the child will
be able to live alone” and “desire for the child to be able to live in their own particular way without being isolated.” In terms
of readiness for life after the death of the parents, there were cases in which parents stated that they “will prepare” and cases

2

in which they were “unable to prepare.” Moreover, “requests for support with life after the death of the parents” made to

specialists reflected the anxiety and desire regarding matters following the death of the parents.

Factors related to these perceptions were “children have given up something in their lives due to illness”; “instability
of the child’s mental state and pain felt by parents”; “difficulty in accessing the necessary support”; “buildup of exhaustion
and distress in the parents in life so far”; “stability in the child’s condition and sense of security in the parents”; and “the
parent’s understanding of the illness and coping with it.”

The results indicate that the necessary support would involve, focusing not only on parents’ anxiety and suffering but
also on their desires and expectations, focusing on recovery of people with mental disabilities and moderating factors that

impede preparation for the future following their death while strengthening factors that promote such preparation.

Key words: people with mental disabilities, death of parents, parents’ perceptions
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