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The study of point monitoring system as it ought to be in Japan.

Agata Toshithiko, Shimizu Hidesuke, Sano Hironari, Nakamura Koji, Nishioka Makiko
(Department of Public Health, Jikei University School of Medicine), Takagi Hirofumi (School of
Health Sciences, Niigata University) , Kawa Masako (Dept. of Terminal Care, Faculty of Medicine,
The University of Tokyo), Ryuu Shuhei (School of Health Sciences, Kawasaki Medical and
Welfare University), Inaba Yutaka, Kurosawa Michiko (Department of Epidemiology, Juntendo
University School of Medicine), Nakayama Juichiro (Department of Dermatology, Fukuoka
University School of Medicine), Miyake Yoshihiro (Department of Public Health, Fukuocka
University School of Medicine), Kinjo Yoshihide (School of Health Sciences, Okinawa
Prefectural University) ,Ohtsuka Fuzio (Department of Dermatology, Tsukuba University School of
Medicine), Niimura Michihito (Department of Dermatology, Jikei University School of Medicine)

In order to consider the point monitoring system as it ought to be in Japan where the situation of social
and medical policy are changing rapidly and widely. We surveyed the literature using databases as Japan
centra Revuo Medicina, Pubmed and so on . We used kevwords for example monitoring, point
monitoring, intractable disease, neurofibromatosis and idiopathic ostenccrosis of the femoral head and
refereed to many databases and found many literature. We referced to annual report of the commitiee
neurocutaneous syndrome and epidemiology of intractable disease of ministry of Health ,Welfare and
Labor

We started fundamental tnvestigation and study of monitoring system of patients of intractable disease.
We examined a new altermative simple survey method of substitute of nation-wide epidemiological
survey about theory in 1993-5 and definite diseases for example neurofibromatosis and idiopathic
ostenecrosis of the femoral head in 1996-2003.

The transmission system of individual data of intractable discase patients will change after 200].

We transfer individual data {from applicant, prefecture to the Minmistry of Health, Welfare and Labor
using this system.

We will consider and discuss the problem of collection of personal epidemiological and clinical

information, individual review board and the raw of protection of personal information,
Key words:

NF1 (neurofibromatosis 1), idiopathic ostenecrosts of the femoral head, monitoring, database system of

personal epidemiological and clinical information.
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Clinicoepidemiological features of idiopathic portal hypertension:
Tanaka Takashi, Hirota Yoshio (Department of Public Health, Osaka City University Medical School),

The national sample keeping center was established for the security of the necessary sample on
idiopathic portal hypertension (IPH) for the elucidation of its etiology and pathology. Although the
registration has been smooth, there were no basic information of the patients. Then, in order to grasp the
clnicoepidemiological features, epidemiological and clinical information which concerned the sample
registration case were collected by the mail, and the relation with information from the biological specimen
was examined. Subjects were 95 cases who were diagnosed for IPH and were registered at the national
s;mple keeping center at September, 2003.  And the basic information of the patient was asked to the doctor
in charge bv mail. The response rate was low (58% (55/95)). Moreover, we preliminary examined the
relationship between IPH and connective tissue growth factor (CTGF) which has been indicated the relation
with hepatic fibrosis. But there were no variables which showed the significant association with CTGF. 1In
future, it would be anticipated that the analysis of various biological specimen would be done, and the
improvement of the registration system, that is, the simultaneous submission of patient basis information,

would be desired in the sample registration.

Key words: idiopathic portal hypertension, national sample keeping center, connective tissue growth factor
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