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Regional Cohort Study of Intractable Diseases

Patients — General Overview

Tomohiro Matsuda (Division of Epidemioclogy, National Institute of Public
Health), Kiyomi Sakata (Department of Public Health, Wakavama Medical
School), Takuva Sugie (Division of Epidemiology, National Institute of Pu
btic Health), Masaki Shinjo (Public Healh/ Epidemiology, Okinawa Nursing
School), Kazukoe Mitoku (Faculty of Medical Welfare, Kawasaki Universit
y of Medical Welfare), Naoke Masaki (Kurume PHC), Setsuko Taira (Miya
ko PHC), Masaki Nagai (Department of Epidemiclogy, Saitama Medical Sc
hool), Masumi Minowa (Division of Epidemiology, National Institute of Pu
blic Health)

Information on the intractable disease patients (clinical and epidemiological information, the health
and welfare status) has been collected by using the specific disease information system. which was
made for database development and care improvement since 1999. The follow-up surveys were done in
the cooperation of 37 public health centers, and data completion of missing data was done at the end
of the year 2003 to the beginning of 2004 in order to ameliorate the quality of the database. Numbers
of the sample population were: the baseline investigation (2059 patients), the 1s follow-up survey
(3202 patients), 2xd follow-up survey (1552 patients), and the 3rd follow-up survey (894 patients). The
total number of registered patients was 3298. The study demonstrated the importance of longitudinal
study with a large scale cohort, however, the several problems of practice were clarified. It is
important to work on these problems to have more reliability in future studies with the cohort study

database,

Keywords: Intractable disease, Cohort study, database, QOL
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