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Abstract

We experienced two cases of ALS who were already in the advanced stage and needed to be adjusted on
straggling between the patient and the families about their wishes at the terminal stage of the disease. We
assisted them to set up the advanced directives by using the form made by Molloy M. At that time there

was no other Japanese form available.

Though Molloy’s form was made for the terminal stage of general

disorders or neoplastic disorders and therefore had several unsuitable points for the patients with ALS, we

could find our patients reassured after the process of setting up their advanced directives.

There are still

many problems on handling advanced directives in Japan, But the process may act as one of tools to
resolve the patient-family conflicts about the terminal stage.
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Abstract

Various medical and welfare professionals or institutions are concerned to support disabled
patients with neuromuscular disorders. Skillful coordinator is integral to manage such complicated
network. PHC can comprehend all patients of specified diseases through accepting application. They
also supervise both medical and welfare institutions. Thus, PHC is capable of good coordinator.

Since 2001, we have had seasonal meetings with regional public health centers (PHC). At the

meeting, the way how and when we exchange patients’ information was discussed. Case conferences
were also held to raise the awareness for various problems in home care. Annual symposium was
held to boost mutual understanding and relations of trust among all medical and welfare
professionals or institutions.
Via such activities, good partnership has been developed between us and regional PHC. Information
about patients’ surroundings became more accurate, which enabled us to revise home care programs.
Assistance of public health nurses facilitates construction of home care supporting team properly.
However, the number of institutes which concern neuromuscular patients is not adequate. To
increase medical and welfare resources is needed to improve capacity of supporting such disabled
patients.
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Abstract

After three preliminary meetings in the fiscal year of 2000 and sending  a questionnaire to
all 357 hospitals in 2000  whether and how they can participate in the medical network for patients
with intractable neurological diseases in Hyogo Prefecture , we had the first medical network
conference in September 2002. Our medical network system consists of three core hospitals, special
collaborate hospitals with neurologists, general collaborate hospital and private practitioners.

In 2003 fiscal year , we spent a almost whole year to designate special and general collaborate
hospitals
And getting recommendation from the health and welfare promotion committees in each second
medical district instead of direct designation of those hospitals by the prefectural government.
Although this process has been time-consuming , it became to be extremely effective to make them
known the importance of this network .

Furthermore , we also sent a questionnaire to 2,598 private practitioners whether and how they can
participate in this medical network and had useful replies indicating directions for our work hereafter.
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This year’s activity of Sanyo Medical Network for
seriously intractable neurological diseases

Isao Nagano, Mito Shiote, Tetsuya Nagata, Koji Abe
Department of Neurology, Graduate School of Medicine and Dentistry, Okayama University

Abstract

We have continued to promote the activities of the Sanyo Medical Committee for intractable
neurological diseases. Committee had a hospital network consisted of a control hospital
(Department of Neurology, Okayama University Hospital), leading hospital, and cooperative
hospitals. We published brochures to inform of the activities of the Network. The activities of the
patients’ organization were fully supported by the Committee. The information on the available
beds, the sick announcement, and the welfare service is not still enough. The close cooperation with
the local hospitals, patients, and the prefectural government is badly needed.
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