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Abstract

To facilitate the cooperating system among medical network coordinators, we have held annual
‘Western Japan Conference of Intractable Discase Network® for four years beginning in 1999. In
this fiscal year, we held the conference in Tokyo for the purpose of enlarging the scale of the
network, We named the conference ‘National Conference of Intractable Disease Network’ to clarify
that the conference is held in a nationwide scale. [n total, 179 people attended the conference.
The most important subject for discussion was the management of patients having neurological
intractable diseases such as ALS, and our discussion targeted on the improvement of these patients’
medical environments. This conference is particularly important because not only network
coordinators but also medical doctors, nurses, medical social workers and government workers
attend and participate in the discussion. It is announced in the conference that “The Japanese
Society of Intractable Disease Network’ has been established. Further development is expected
through the society.
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The organization of OITA medical network
for patients with intractable neurological diseases in 2003.

Teruaki MORI,
Katsumasa GOTO, Rie SHIMAZAKI, Kimiko SATO, Tomoko ITO
Nishi Beppu National Hospital

Abstract

Our Nishi Beppu National Hospital is a base hospital which has accepted most  intractable
neurological disease patients in Qita Prefecture. and established the Oita intractable neurological
disease center newly in 2001. About 120 patients including long-term hospitalization of 58
muscular dystrophy and 19 ALS patients are in the hospital now. Inpatients are increasing in number
every year and the respirator around about 60 sets is always working.

This studies are 1) the present data analysis of Oita medical network. 2) Activity analysis of the
Oita medical network coordinator . 3) Holding of the first Oita conference of intractable
neurological diseases. 4) Holding of the meeting of an ALS association and patients and parents. 5)
Promotion of visit rehabilitation . 6) Lecturer dispatch was carried out to many conferences.
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The construction of network in medical-welfare and
life-caresupporting system
for patients with intractable neurologic diseases

Noritoshi Shibuya, Hidenori Matsuo, Keiko Yoshikawa, Sayoko Nakahara
Kawatana National Hospital

Abstract

We have organized a medico-social network to support patients with intractable neurologic
diseases for 3 years. The network now appears to function in supporting such patients and the
families. To evaluate the activity of the network, we did questionnaire investigation about the
effectiveness of the network, frequency of short-term admission for caregivers' respite and the
medical services for patients with intractable neurologic diseases in 130 hospitals in the network.
There were still not a few problems in providing admission-beds for long-term admission to severely
ill patients on ventilator, although some hospitals agree to offer other patients the long-term
admission, On the other hand, a half of the hospitals in the network would offer the patients a
short-term admission for caregivers’ respite. We should organize the network to provide sufficient
admission-beds to the patients who inevitably need a long-term admission, and have people in the
network learn the technical tips to care the patients on ventilator.
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