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Medical network for severely intractable neurological diseases in Osaka
Jin Kang”, Jinichi Sawada™

Department of Neurology, Tonevama National Hospital1"
Department of Neurology, Osaka Prefectural Hospital and Osaka
medical information center for intractable neurological diseases”

ABSTRACT

The purpose of this study is to clarify the characteristics of support system for patients with amyotrophic lateral
sclerosis{ALS) on mechanical ventilation at home(HMV) in Osaka Prefecture. We examined 23 ALS patients on
HMYV in Osaka and 49 patients in other Prefectures. HMV was not widely spread in Osaka Prefecture. The ratio
in Osaka Prefecture that chief caregivers for ALS patients on mechanical ventilation were spouses, was lower
than that in other Prefectures. Most paticnts in Osaka Prefecture and other Prefectures received the same
amounts of medical services by home visit doctors and home care by nurses and medical social workers.
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Medico-social supporting system for intractable neurological diseases
including ALS in Hyogo Prefecture

Keiichi Takahashi”, Keizo Ichikawa®, Kiyohiko Kondo”, Takeshi Gotoh®,
Masanao Imai” and Seiko Nakanishi”.

Director of National Hyogo Chuo Hospital”, Department of Neurology, Amagasaki prefectural Hospital”,
Department of Neurology, Yohka Hospital”,
Department of Health and Welfare, Hyogo Prefectural Government”

ABSTRACT

Medico-social supporting system for intractable diseases especially neurodegenerative diseases such as
amyotrophic lateral sclerosis(ALS) is urgent necessity for the patients and their family. One of the authors
Dr.Ichikawa raised an appeal to the Hyogo Prefectural Government for the netwok among prefectural hospitals,
when Takahashi was given the opportunity to participate the resarch committee by the chairman Kimura. We
started this vear to promote a new network system including all the hospitals:national, prefectural, city, public
and private hospi-tals taking care of the ALS patients and governmental health centers in Hyogo Prefecture.
Information about the patients with intractable neurological disorders and theri doctors’ institues were collected.
These data are helpful to facillitate further promotion of the supporting system. It is most important to obtain
collaboration of key personswho understand the patients’ situations. :
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A basic research to organize a network in Mie prefecture to support home care of patients with neuro-
degenerative diseases.
1. Prevalence and distribution of patients and medical resources

Shigeki KUZUHARA", Yugo NARITA"
Sayumi TANIDE”, Yutaka NAITO"

Department of Neurology, Mie University School of Medicine”
Department of Health and Welfare, Mie Prefectural Government”

ABSTRACT

To clarify the basic data to organize a network to support home care of patients with neuro-degenerative
diseases in Mie prefecture, we investigated the prevalence rates of amyotrophic lateral sclerosis (ALS),
Parkinson's disease (PD) and spinocerebellar degeneration (SCB) in Mie prefecture, and medical resources to
accept the patients. The dencity of population is far higher in the northern area than the southern area, while the
prevalence rates of ALS and PD were higher in southern area. The medical resources to accept and treat
neurologically-ill patients were relatively short in the northern area and in the southem end in Mie prefecture.
On the basis of these datawe chose two strategic hospitals and nine supperting hospitals to promote the network.
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Problems concerning disclosure of information on amyotrophic lateral sclerosis (ALS)

Shigenobu NAKAMURA, Katsumi KUROKAWA, Kazuhide OCHI, Tomohiko OHSHITA, Hiroyuki
MORINQ, Hidekazu KMEIL, Ttsuo KOHRIYAMA, Yasuyo MIMORI

Third Department of Internal Medicine, Hiroshima University School of Medicine
ABSTRACT

Although riluzole has been used for the treatment of amyotrophic lateral sclerosis (ALS), no therapy has been
developed ALS completely. Such condition has made doctors withhold the disclosure of disease or its prognosis
to patients or their family. We experienced a patient with ALS who suffered a psychological burden when the
disease progressed to such a grade to manage daily living by himself, since we told him his illness as a type of
metor neuron disease, but did not imform his prognosis clearly. However, appropriate informed consent tumed
our relationship better. Moreover, he made up his mind to exhibit his daily life inorder to other ALS patients or
their family. He started to take a video for other patients to face the disease and to be encouraged. His video was
shown in Hiroshima University and many ALS pateints or family gathered, producing the ALS patient
organzation. Although ALS should be carefully imformed to ALS patients, the disclosure should be performed
at an early stage (o let patients live their full life. In addition, the disclosure of the information is essential to
organize to the local network of intratable nervous diseases.
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The foundation of Sanyo medical network for seriously intractalble neurological diseases
Yoshihiko SHIRQO, Yasuhiro MANABE, and Koji ABE
Department of Neurology, Okayama University School of Medicine
ABSTRACT

We founded the Sanyo medical committee for intractable neurclogical diseases. The committee had a hospital

network consisted of a control hospital (Department of Neurology, Okayama University Hospital), leading
hospital, and cooperative hospitals. The home page was open on the internet (http://www, okayama-
u.ac.jp/user/med/shinkeinaika/nanbyo.html). The information on the available beds, the sick announcement, and
the welfare service is not still enough. The close cooperation with the hospitals, patients, and the prefectual
government 1s needed.
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