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Aliming to establish the Hokkaido medical network
supporting the patient with seriously intractable neurological diseases

Kunio Tashiro” Kohji Shima® Kazuki Hashimoto®” Susumu Chiba®
Yasunori Maruo® Yasutaka Tajima® Hideki Houzen”
Department of Neurology, Hokkaido University School of Medicine” ,Department of Neurology, Sapporo
Minami National Hospital” ,Department of Neurology,Douhoku National Hospital”,
Department of Neurology, Sapporo Medical University School of Medicine” Department of
Neurology,Hakodate City Hospital® ,Department of Neurology, Kushiro Rosai Hospital®,
Department of Neurology,Obihiro Kosei Hospital”

ABSTRACT

Current status aiming (o establish Hokkaido medical network supporting the patient with seriously handicapped
neurological diseases was presented and the future plan was discussed. In order to fulfill the purpose to improve
QOL of the patient, ALS network conference was found and held several times to discuss the problem
concerning the patient’s care situation aiming to establish the efficient medical network supporting the patient in

the near future,
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Medical care and life supporting systems for ALS patients
in south Hokkaido prefecture

Kunio Tashiro”, Yasunori Maruo®

Department of Neurology, Hokkaido University School of Medicine”
Department of Neurclogy, Hakodate city hospital®

ABSTRACT

We studied on the present status of 57 ALS patients in our hospital. Twenty-nine patients were males and 28
patients females. Thirty-four patients were died.
Three patients were controlled under mechanical ventilation in our hospital, not in their home. We clarified three
problems showing bellow. One was concerned in hospitalization to our hospital due to social reasons. The social
reasons for hospitalization were specifically the family caregivers' health problems (i.e. fatigue or depression).
Another problem was long term hospitalization of ALS patients receiving mechanical ventilation. Last problem
was concerned about social welfare services. Many patients did not take social welfare services.

We should not only the medical supporting system, but also introduce the social welfare service for ALS
patients and their family.
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The present status and problems of ALS patients
in the eastern part of Hokkaido (Dohtoh-District)
Kunio Fashiro®, Yasutake Tajima®

Department of Neurology, Hokkaido University School of Medicine”
Department of Neurclogy, Kushiro Rosai Hospital »

ABSTRACT

Our Department of Neurology at the Kushiro-Rosai hospital has really covered the vast area of the eastern part
of Hokkaido. However, our hospital alone are unable to control the medical conditions of the patients
adequately who are scattered in these areas. In order to overcome this difficulty, it is necessary to establish the
mutual relationships among center hospitals, other co-operative facilities and medical co-workers (so called
network). In this present study, we have analyzed ALS patients’ medical conditions and circumstances including
two cases of home-respiratory care cases, and several problems are discussed. Owing to the mayor's political
policy that any city residents have been able to be admitted to the city hospital for a long period, one ALS
patient using mechanical ventilation has spent several years at the Shibecha City Hospital. We have established
the practical supporting systems for two ALS cases of home-respiratory care patients in the Kushiro-district, and
this was the first attempt here. As expected, a shortage of manpower was found to be the most frequent issue,

and emergent or occasional admissions should be always available for the relief of caregivers.
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The Activities of the Miyagi Prefectural Intractable Nervous Disease Medical Liaison Conference

Yasuto Itoyama M.D.”, Naoshi Okita M.D.”, Seiko Sekimoto”, Tomohiko Majima®, Sadao Takase M.D.?,
Hiroshi Mochizuki M.D.”
Department of Neurology, Tohoku University School of Medicine"”
Department of Neurology, Kohnan Hospital”
Department of Neurology, Miyagi National Hospital”

ABSTRACT

In Miyagi, an intractable nervous disease medical liaison conference has been established, and an intractable
nervous disease medical networking project has begun. This liaison conference is comprised of 3 bases and 14
cooperative hospitals, public health centers, related municipalities, patient groups, and parties associated with
the Prefecture, whose intractable disease specialists conduct such tasks as medical copsultation, network
coordination, support to in-home intractable disease patients, and training seminars.

Medical consultations are conducted, among other means, over the telephone and try to solve medical or other
problems accompanying nervous intractable disease. A total 101 consultations were received by the end of
December, 1999,

Network coordination involves the introduction and mediation of all available sickbeds to patients seeking
long-term therapy at hospitals and short-term hospitalization in succession to short-stays. Coordination is still
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underway toward its implementation.

To support intractable disease patients in-home, a personal network around the patient will be erected. While
maintaining the patient,s therapeutic environment, information will be gathered, compiled into a database,land
issued as an intractable disease notebook. Information is currently being gathered.

This year, a total of 3 training seminars will be conducted for about 160 people focusing on public health
nurses and nurses.
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TTs internet useful to obtain the information on medical and social services?
A stydy on the patients with parkinson's disease

Yasute Itoyama, Hiroshi Onodera, Yasuko Yamauchi, Kimiko Takamatsu
Department of Neurology, Tohoku University School of Medicine
ABSTRACT

We studied how patients with Parkinson's disease obtain the information and services on medical care and social
welfare. Most patients obtained the information on medical care from hospitals, and the information of social
welfare from public health department. However, some patients felt that necessary information were not
obtained immediately. Although less than 10% of patients were netted, majority of patients were eager to use
internet to obtain medical and social welfare information. Our results indicate that patients with PD are
interested in using internet as a too} to obtain information of medical and social services.

To support intractable disease patients in-home, a personal network around the patient will be erected. While
maintaining the patient,s therapeutic environment, information will be gathered, compiled into a database,land
issued as an intractable disease notebook. Information is currently being gathered.

This year, a total of 3 training seminars will be conducted for about 160 people focusing on public health
nurses and nurses.
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Optimizing university education on intractable neurological diseases through
improved information on medical treatment
- The Miyagi University School of Nursing Approach -

)

Yasuto Itoyama ", Reiko Yoshida” , Haruo Nagasawa”

Kouichiro Kawashima®

Department of Neurology, Tohoku University School of Medicine"”
School of Nursing, Mivagi University” Sendai Oshin Clinic”

ABSTRACT

The development of medical personnel who are highly skilled in the processes of medical treatment is an
important problem. The School of Nursing at Miyagi University uses a unique approach. An ALS patient and the
patient's family appear at a special lecture for the students. This paper reports on a questionnaire-based survey of
the students’ understanding and reaction toward the patient. Special attention was given to the emotional
reactions of the students and their depths. The students also completed a written report from which the students'
responses were categorized. The results showed that most students had a prior interested in information
concerning ALS. However, they had not yet had the chance to meet an ALS patient directly. After meeting the
ALS patient during the lecture, half of students reported some negative emotions, which were described in these
reports. The categories which developed form the reports were the manners and attitudes of the medical
personnel, care of the family, maintenance of the medical treatment system,btoethics, and the degree of the
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patient's independence in regard to treatment.Based on these results, the possibility of future modifications of the
approach are discussed.
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