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Follow-up results on cohort study of intractable diseases patients
for public health centers

Kawaminami Katsuhiko, Minowa Masumi (Epidemiology. National Institute of Public Healih). Nagai
Masaki (Public Health, Saitama Medical School), Sakata Kivomi(Public Health, Wakayama Medical
School). Shinjo Masaki(Public Hecalth, Okinawa Nursing School.), Hirota Youko{lwamizawa PHC,
Hokkaido Prefecture), Sadamoto Kouichi{Obihiro PHC. Hokkaido Prefecture). Sato Sctsuko({Kurihara
PHC. Mivagi Prefecture), Ishige Kyouko(Kennan PHC, Fukushima Prefecture), Hekii Takeshi(Mobara
PHC. Chiba Prefecture),Ogura Keiichi{Funabashi PHC, Chiba Prefecture), lnouc Takao({Ichikinwa PHC,
Chiba Prefecture). Kitamura Akiko{Kouenji PHC, Suginami-ku).Mori Hiroko(Asahi PHC, Asahi-ku.
Yokohama City).Ilduka Toshiko(Jvouetsu PHC, Niigata Prefecture).Hannda Kyouko{Takacka PHC,
Tovama Prefecture).Takeuchi Suguo(Fukwi PHC. Fukui Prefecture)Mivagawa Yukiaki(Kiso PHC,
Nagano Prefecture),Shirai Yup(lna PHC, Nagano Prefecture)Mitoku Kazuko(Kawasaki Medical and
Woelfare School).Havashi Takashi(Hokuen PHC, Shizuoka Prefecture). Hashitani Tsuyvoshi(Nishio PHC.
Aichi Prefecture). Shibuva Idumi(Inazawa PHC, Aichi Prefecture).Kuma Michiko(lchinomina PHC,
Aichi Prefecture).Simamura Kivoshi{Minakami PHC, Shiga Prefedture),Ohshima hidetoshi( Yashiro
PHC. Hvouge Prefecture),Yasumoto Tyvou{Kakogawa PHC. Hyvougo Prefecture) MNakagawa
AKkio(Unnan PHC. Shimane Prefecture).Shigeta Sctsuko{Okavama PHC. Okavama Citv).Kaneda
Tomiko(Okyvayam PHC, Okvama Prefecture).Ogata Yukiko(Tagawa PHC, Fukuoka Prefecture) Masaki
Naoko(Kurume PHC. Fukuoka Prefecture).Ogata Katsumi{Amakusa PHC, Kumamoto
Prefecture).Ogami  Takashi(Usatakada PHC, Oita Prefecture),Fukumort  Jyunko(Slibushi  PHC,
Prefecture)}.Nakamata Kazuvuki(Kava PHC, Kagoshima Prefecture).Ominc Etsuko(Nanbu PHC.
QOkinawa Prefecture). Tatra Sctsuko(Mivake PHC, Okinawa Prefecture)

Purpose

In a series of our studics, the information, such as clinical, epidemiological, health and welfare 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 a2 database. and a cohort analvsis of them has
been carricd out.  In this vear, a follow-up survey was carried out. The obtained results are reporied here.
Subjects

The subjects were new and continuing recipients of medical carc for specified diseases within the catchment
arca of 35 public health centers throughout Japan (patients who were recognized as eligible recipicnts as of April
1. 1999 and those who became eligible subscquently). Patients with subacute myelo-opticoncuropathy (SMON).
fulminant hepatitis, severe acute pancreatitis, and Creutzfeldt-Jakob disease were excluded.
Methods
1. Follow-up survey itcms:1) Basic Information - Application Form. 2) Clinical Information - Personal Chinical
Survey Sheet.3) Epidemiology and Welfare Information Survey Sheet: Activities of daily living (ADL) | status of
utilization of public hecalth. medical care, and welfarc services, elc.). 4) QOL (A scale of the subjective QOL
common to paticnts with intractable discases(a subjective QOL scalc), SF-36) . 3)Vual and moving-out
information.
2. The data were analvzed by analvsis of odds ratios (95% confidence nlervals) of subjective QOL scale
changing scorcs adjusied by a multiple logistic regression model (input according to each of the discascs).
including control variables. such as ADL. sex and age. and the results were compared according 1o discasc

Results and conclusions

We rcporied that the whole follow-up rate was about 80%. Odds ratios on subjective QOL scale changing



scores adjusting sex. age cohort, and ADL according to disease were asssociated with changing utility of public
services and changing ADL. Especially, they were associaled with changing utihty of public services and change
of eating actions in common between all analyzing diseases patients. Odds ratios on subjective QOL scale
changing scores adjusting sex, age cohort, and ADL according to disease were not asssociated with district that

patients lived.

Key words: intractable diseases, a cohort study, QOL
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EX5) SCHR

SHIF, ICDY =—-FTORETEFEHOLER NRESAKHRIGE EFOTLE 2 BEE
RO ORISR 1996 1&. ICDI0 o —F T $HZ kA& E PO EL RS EREBAERE
BERBOECHABIUBEMRECESUSE ZESEHEBICHETAESHEI 1997,
HREREBEROEINI DV THRELORBERHEZL DR AOEBNREERT — 97 vy, HHIE4
TWETNEEHBEL TW5, FEH 22,1995,

An investigation on the frequency of intractable diseases based on
existing materials published by Ministry of Health, Labour and Welfare

Kawaminami Katsuhiko, Minowa Masumi (Epidemiology, National Institute of Public Health)

To take effective measures to cope with intractable diseases, it is important to grasp the frequency and the
distribution of relevant diseases. For that purpose, it becomes necessary to obtain enough knowledge of
epidemiological characteristics of intractable diseases through existing materials published by Ministry of Health,
Labour and Welfare.

A report based on ICD-9 cords has already been presented in our previous paper "Epidemiological
Charactenstics of Intractable Diseases Clarified by Making a Comparison between Existing Materials 1996". Last
year, a report based on ICD-10 codes has been presented. However, the comparison of the investigation based on
the ICD-10 codes and 1t based on the ICD-9 codes has remained to be made.

Therefore, this time, as preliminary studics, we have carried out an investigation on the correspondence
between the names of the specified diseases, the ICD-10 codes and the ICD-9 codes. The obtained results are
reported in this paper, along with our future plans for further investigation and analysis.

Key words: intractable diseases, the ICD-10 codes, the 1CD-9 codes
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F1. AREOTFERTHOFEY LIEERE.
( LB p=0.076,7z p=0.240) ( FEX 5 p=0332, % p=1.0)
F-1H8 % N [ S.D. P
1985 5 783 | 28.0 | 19.9 | 0.877
£ L2y 799 | 27.8 | 18.6
1994 8 724 | 25.4 19.0 0.177
2EF =z 821 | 26.7 | 19.0
1997 8 147 | 26.5 | 18.5 | 0.832
s X 174 | 26.1 | 16.8
2000 5B 198 | 28.5 | 20.5 | 0.213
=4 = 252 | 26.1 | 19.0
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. -3 156 | 20.7 | 16.3
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