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Analyses of intractable disease patients receiving public financial
aid for treatment in 1997 - Use of Medical Institutions -

Fuchigami Hiroshi, Nishina Motoko, Shibazaki Satomi, Nagai Masaki (Department of Public
Health, Saitama Medical School), Kawamura Takashi (Kyoto University Center for Student
Health), Ohno Yoshiyuki (Department of Preventive Medicine, Nagoya University School of
Medicine)

In order to clarify the features of the use of medical institutions by patients with 39 intractable diseases, we
analysed data of the fourth nationwide survey conducted by the Research Committee of Epidemiology of
Intractable Disease (Ministry of Health and Welfare, Japan) in 1998, Each of 47 prefectural governments reported
information on all patients with the diseases who were receiving public financial aid for treatment from April
1997 to March 1998. Information collected on each patient included the beginning year of the financial aid,
identification number which included the disease code, sex, date of birth, patient residence, type of insurance,
whether an in-patient or outpatient, medical institution and its clinical division where the patient was treated.

Out of 399,719 whose information was reported by prefectural governments, we analysed data of 370,232
patients whose medical institutions were reported. We performed the detailed analysis on the relation between
patients residence and locations of medical institution which the patients visited and on the characteristics of
medical institutions. These analyses were respectively described by sex and age, the beginning year of the
financial aid, whether the patients were inpatients or outpatients, type of insurance, its clinical division where the
patient was treated.

Beside this report, we published the results of use of medical institutions.

key words : Intractable disease, Nationwide survey, Patients receiving financial aid for treatment,
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Purpose

In this study, quality of life (QOL) scores (Scale for the Subjective QOL Common to
Intractable Diseases) were compared for each intractable diseases, the Short Form 36 Health
Survey [SF-36] subscale scores of patients with each of the intractable diseases and the
national-norm data for Japan were compared, and comparisons and assessments were made in
regard to intractable diseases as a whole.

Subjects

The subjects were new and continuing recipients of medical care for specified diseases within
the catchment area of 35 public health centers throughout Japan (patients who were recognized
as eligible recipients as of April 1, 1999 and those who became eligible subsequently). However,
in deciding on those who were eligble to serve as subjects of this survey at individual public
health centers, it was decided to restrict the subjects according to disease, according to district,
and according to whether they were new or continuing patients. Patients with subacute
myelo-opticoneuropathy (SMON), fulminant hepatitis, severe acute pancreatitis, and
Creutzfeldt-Jakob disease were excluded.

Methods

1. Survey items:1) Basic Information - Application Form, 2) Chnical Information - Personal
Clinical Survey Sheet,3) Epidemiclogy and Welfare Information Survey Sheet: Activities of daily
living (ADL) , status of utilization of public health, medical care, and welfare services, etc.), 4)
QOL (A scale of the subjective QUL common to patients with intractable diseases(a subjective
QOL scale), SF-36)

2. The survey was conducted by interview or by mail in regard to the above-mentioned items
when patients filed a new applications or renewal application to gualify as patients with
intractable diseases. Each of the public health centers input the data using special disease
information system software, and collected it on disks in the form of text files (except data that
made it possible to identify individuals, such as their names, location of their residence, etc.).

3. The data were analyzed by analysis of variance and calculation of the mean values and 95%
confidence intervals of subjective QOL scale scores adjusted by an analysis model (input
according to each of the diseases), including control variables, such as ADL, in addition to sex
and age cohort, and the results were compared according to disease. Comparisons were then
conducted in regard to the scores on the individual subscales of the SF-36 of patients with each
of the diseases and the national-norm scores for Japan. The differences in scores standardized
with the national-norm scores for Japan were used as the scores for each of the subscales.

Results and conclusions
1. Comparison of means on subjective QOL scale scores with adjustments for sex, age cohort,
and ADL according to disease showed that they were significantly lower for amyotrophic lateral
sclerosis (7.6, 95%CI. 6.3-8.8), spinocerebellar degeneration (8.0, 95%CIl: 7.2-8.8), and
Parkinson's disease (7.8, 95%CI: 7.1-8.5), than for the other diseases.
2. Comparisons according to disease with the national-norm scores for Japan on the SF-36
subscales

Results on all of subscales of the SF-36 for so-called cerebro-neuro-muscular diseases, i.e,
multiple sclerosis, myasthenia gravis, amyotrophic lateral sclerosis, and spinocerebellar
degeneration,
and bone diseases, i.e, idiopathic femoral head necrosis were significantly lower than the
naticnal-norm scores for Japan. The lowest of the subscales was physical functioning,

In collagen diseases, the significantly lower subscales that were common to all of them were
the subscales for bodily pain, general health perception, vitality, and mental health.

In ulcerative colitis, which is a digestive system disease, and pigment degeneration of the
retina, which is an eve disease, general health perception was the only subscale that was
significantly lower.
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