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The cohort study of intractable diseases patients for public health centers

Minowa Masumi (Epidemiology, National Institute of Public Health)

Purpose

In a series of our studies. the information. such as clinical, epidemiological, health and welfarc information, on
individual patients suffering from intractable discases, as well as the information on the actual state of the
recipients of welfare services have been collected and made into a database. and a cohort analysis of them has
been carried out. In this vear. a follow-up survey was carnied out.  The obtained results are reported here.
Subjects

The subjccts were new and continuing recipients of medical care for specificd diseases within the caichment
arca of 35 public hcalth centers throughout Japan (patients who were recognized as cligible recipients as of April
1. 1999 and those who became eligible subsequently). Patients with subacute myelo-opticoneuropathy (SMON),
fulminant hepatitis, severe acute pancreatitis. and Creutzfeldt-Jakob discase were excluded.
Methods
1. Follow-up survey items:1) Basic Information - Application Form, 2} Clinical Information - Personal Clinical
Survey Sheet,3) Epidemiology and Welfare Information Survey Shect: Activitics of daily living (ADL) . status
of utilization of public health, medical care, and welfare services. cte.). 4) QOL (A scale of the subjective QOL
common to patients with intractable discases(a subjective QOL scale). SF-36) . 5)Vital and moving-oui
information.
2. A baseline data was analyzed by analysis of variance and calculation of the mean values and 95% confidence
intervals of subjective QOL scale scorcs adjusted by an analvsis model {input according to cach of the diseases).
including control variables, such as ADL. in addition to sex and age cohorl, and the rcsults were compared
according to discasc. Comparisons were then conducted in regard to the scores on the individual subscales of the
SE-36 of paticnts with cach 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 cach of the subscales.
3. A follow-up data was analvzed by analvsis of odds ratios (95% confidence intervals) of subjective QOL scale
changing scores adjusted by a multiple logistic regresston modcl (input according to cach of the discascs),
including control variables, such as ADL, sex and agc. and the results were compared according to discasc.
4. The data werc analyzed by analvsis of variance and calculation of mean valucs (95% confidence intervals) of
SF-36 subscale changing scores adjusted by an analysis model (input according to cach of the diseases). including
control varables. such as ADL, sex and age. and the results were compared according to discase.

Results and conclusions
1. Comparison of means on subjective QOL scalc scorcs with adjustments for sex. age cohort. and ADL
according 1o discasc showed that they were significantly lower for amyvotrophic latcral sclerosis (7.6, 93%Cl-
6.3-8.8). spinocercbellar degeneration (8.0, 95%CI: 7.2-8.8). and Parkinson's discase (7.8, 95%C1: 7.1-8.5). than
for the other diseases.
2. Comparisons according to discasc with the national-norm scores for Japan on the SF-36 subscales

Results on all of subscales of the SF-36 for so-called cercbro-ncuro-muscular intractable discascs were
significantly lower than the national-norm scorcs for Japan. The lowest of the subscales was physical functioning.
3. We reported that the whole follow-up rate was about 70%. Odds ratios on subjective QOL scale changing
scorcs adjusting sex. age cohort. and ADL according 1o discase were asssoctated with changing utility of public
services and changing ADL Espectally, they were associated with changing utility of public services and change
of cating actions in common between all analvzing discases patients. Mcans on SF-36 subscale (social
functioning) changing scores adjusting sex. age cohort. and ADL according {o discasc were only asssociated with



chaging ADL. Especially, they were associated with a change of eating actions and changing clothes in
Parkinson's disease patients.

Key words ; intractable diseases, a cohort study. QOL
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An investigation on the frequency of intractable diseases based on
existing materials published by Ministry of Health, Labour and Welfare

Minowa Masumi (Epidemiology, National Institutc of Public Health)

To take ciffective measurcs to cope with intractable discascs, it 1s important to grasp the frequency and the
distribution of rclevant discases. For that purpose, it becomes necessary to obtain enough knowledge of
cpidemiological characteristics of intractable discases through existing materials published by Ministry of Health.
Labour and Welfare.

A rcport based on ICD-9 cords has alrcady been presented in our previous paper "Epidemiological
Charactenistics of Intractable Diseases Clarified by Making a Comparison between Existing Matenals 1996".
However. a report based on ICD-10 codes has remained to be made. Therefore, this time, we have carried out
the correspondence between names of intractable diseases and ICD-10 codes. and cstimated the number and
mortality rate{SMR) of patients suffering from intractable discases. bascd on statistics of mortality and the survey
on paticnts.

Key words : intractable diseases, statistics of mortality, the survey on patients. an estimation about the number
of Intraciable Diseases patients
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