Hi%ﬁﬂiﬁﬁﬁﬁ%ﬁﬁiﬁ%ﬁﬁm%?#Fﬁiﬁ%@%ﬁﬁﬁﬁmmﬁimﬁfémﬁm(EEH%%
AF ) | FRI1AFEAREES pn156— 160

W HARRERR Y b7 — 7 BEPHBL0 4 FHOBH

BE B : ¥RE— (UNKRFEFHEEAF)
Bt hE - ML GUIKFEEZRHIENR)
BARZE (BREREREREGCSHESR)

MREE

THA - ERSHIED* v b7 — 7 BRE L OBBEHZHET S72DIC,
F1EEIARRERR Y NV ERATESEERL, e o7, 4
Eﬁ?ﬁ%ﬁﬂ&ﬁbt@ﬁ226%ﬁ%otoH%%%ﬁbf%%ﬁ%k&
ot F—it ALS BEOZFANOEES THY . RERFOEEAT, 7
4xwaay&ﬁotoitﬁﬁlzﬁﬁinﬁﬁm;éfw)yﬁUzb
LB, BESHEETo, AFELIBREa—T 4 R —F— « BERMEH -
ﬁﬁ%%%&gﬂ—ﬁmﬁw\ﬁ%btﬁﬁﬁﬁﬁf%éﬁﬁt%ﬁ%éo%
BT AANDRE~NLREEIEATE L. FHESP LR~ LERIED
TEERELEVY,

Abstract

To facilitate the cooperating system among medical network coordinators,
we held ‘Western Japan Conference of Intractable Disease Network’ beginning
in 1999. In total, 226 people attended the conference in four years. The
most important subject for discussion was the difficulty of managing
patients having neurological intractable diseases such as ALS, and our
discussion targeted on the improvement of these patients’ medical
environments. We also set up the mailing list system so that network
coordinators can communicate each other easily. This conference is quite
important because not only network coordinators but also medical doctors
and government workers attend and participate in the discussion. This
conference should be held in a nationwide scale.
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The construction of network in medical-welfare and life-care supporting sysiem

for patients with intractable neurologic diseases.

Noritoshi Shibuya, Hidenori Matsuo, Keiko Yoshikawa

Kawatana National Hospital
ABSTRACT

We have been organized a medico-social network to support patients with intractable
neurologic diseases since 2000. The network is now expanding into 145 medical hospitals and
clinics. 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 and care for patients with amyotrophic lateral sclerosis (ALS) in 16 major
hospitals in the network. Most doctors of these hospitals well recognized the necessity of such

network, but they did not fully utilize it. There were still not a few problems in providing
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admission-beds for long-term admission to severely ill patients with ALS. On the other hand,
most of these hospitals could offer admission-beds to the patients for short-term admission for
caregivers' respite. Through the evaluation of the function and utility of the network, it would be

necessary to reconstitute this network.
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