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For Improving Quality of Healthcare
for Rare and Intractable Disease Patients Treating at Home :

Some Suggestions from Narratives of a Myasthenia Gravis Patient

Masato NAKA, MA"  Kazuhiro ITO, MEd?

[Abstract]

In these days, “Narrative approaches” have become the matter of concern in medical practices
and studies. However, most of their interests have been focused on the narratives of patients in
medical practices. For improving quality of healthcare for patients of rare and intractable disease
treating at home, it is necessary, we think, to understand the meaning of illness which has been
experienced by patients in their life world. We would like to present in this paper some narratives of
a woman patient who has treated at home with Myasthenia Gravis (MG), from understanding of
which, we recognized that the difficulties she had suffered, namely, lack of understanding of MG,
loneliness of suffering alone, insufficiency of social security for patients of rare and intractable
disease, the difficulty of finding employment and alienation from community, were not from MG
itself but from the position of MG patient as the weaker and the minor in regional society. The
narratives of patients in their life world suggest clues to understanding social context of illness,
which would be essential for improving quality of healthcare for patients treating at home, in

regional society.
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