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Features and Similarities in QOL Profiles of Patients with Intractable Diseases
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Abstract

In this research, we observed the subjective health features (quality of life, QOL) of patients who had
registered in the database of the regional cohort study and had an “intractable” disease.

The study population comprised patients receiving public financial aid in 37 health centers across the
country. The epidemiology and health welfare information questionnaire (health status, public welfare
and health service use, working status, smoking and drinking habits, etc., and ADL) and the QOL
questionnaires (SF-36 and the QOL scale for intractable disease patients) were used.

The number of patients who answered both QOL questionnaires SF-36 and the QOL scale for the
intractable disease patients was 2380 (32 diseases); these included 1560 patients with diseases of the
neural muscle, 153 with immunity system diseases, 120 with digestive system diseases, 65 with skin
and connective tissue diseases, 53 with blood diseases, and 429 with other diseases. The score of SF-
36 on each subscale and the QOL scale for intractable disease patients varied greatly, and the cluster
analysis was realized according to the subscale score of SF-36. Hence, patients were classified into four
groups according to the QOL profile. A low value in all subscales, but with high morals, was generally
observed among the patients belonging to group 1. A profile similar to that of group 1 was observed
in all subscales of group 2, with remarkably low scores in physical functioning and poor acceptance of
diseases and morals. The patients in group 3 showed some subscale scores that were equal to the national
standard values, although the overall QOL score was lower, particularly in social functioning. In group
4, all subscales demonstrated remarkably low scores as compared with the national standards or those
among other groups, particularly in physical functioning.

There was a gap in the results between the groups when they were classified by the QOL profile and
the etiological group. It was suggested that the reference to the former classification is more appropriate

in health care and welfare policy, though are different from the disease group based on etiology.
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