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Abstract

Background: An intractable disease support system was advanced following the discovery of SMON disease
in Japan. However, the measures cannot be considered sufficient today. Objective: The aim of this study was to
clarify the difficulties related to sickness and life changes that patients experience, in order to examine support for
patients with ION, which is an intractable disease.

Method: Semi-structured interviews of thirteen ION patients were conducted in the years 2006-2008.

Results: In this study, the core categories of “Pain,” “Influences that decrease one’s range of activity,”

“Awareness of information related to one’s disease,” and “Need for social aid” were extracted from the interviews.
Extracted subcategories were “degree of pain,” “pain duration,” and “mental condition resulting from pain”
for pain; “difficulty in walking and problems in ADL,” “restricted social participation,” and “inability to execute one's
social role” for influences that decrease one’s range of activity, “confusion in selecting treatment regimen,”

“understanding one’s surroundings,” and “physician-patient relationship” for awareness of information related
to one's disease; and “unemployment,” “inadequacies in the system,” and “demands for medical professionals and
society” for need for social aid.

Conclusion: The results suggest that for patients with ION, QOL was influenced by these difficulties in life.
Enhancement of a continuous, integrated system for local care is needed for people with ION and other intractable

diseases.
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