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The problems when ALS patients enter the institutions for physically handicapped people
Reiko Namba ", Tetsuhiro Kariya®

Department of Neurology,National Minami-Okayama Hospital”
Tatsunokuchi-Ryo,Institution for physically handicapped people”

ABSTRACT

Background: When patients with intractable neurological diseases such sa amyotrophic lateral
sclerosis(ALS)become difficult to be cared at home,there are few places for their lives.Since 1998,the Ministry
of Welfare makes a budget for the patients who can enter the institution for physically handicapped people.But
there are no full-time doctors and no nurses during night in the institutions. When the patients requiring such as
the suction or ventilatory support get worse the condition of the diseases,it is a serious problem who should bear
the responsibility or liability. And the staff working at the institutions hopes to build up a closer connection with
neurologist,special nurses and hospitals. We think that it is necessary to establish a network not only between
hospitals but also between hospital and institutions.
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The construction of the complete following and registration system for
amyotrophic lateral sclerosis patients in Kagawa prefefture

Yoshio Hatanaka,Shyougo Fujii,Noriko Ichihara,
Toshiyuki Ishibashi,Hisako Noguchi * Hircko Tokunaga *

Department of Neurology,National Takamatu Hospital,
Department of health and welfare, Kagawa prefectural office *

ABSTRACT

In cooperation with the department of the health and welfare of Kagawa prefectural office and the health service
office of Takamatsu city, we has constructed the complete following and registration system for all patients with
amyotrophic lateral sclerosis(ALS) in Kagawa prefecture.

At first, on August fifth of1999 , we got their database which were registered by the health and welfare
department of Kagawa prefectural office.

We could know that 53 patients with ALS had been registered in Kagawa prefecture and , in each case,
interviewed physician in charge in order to hear of clinical history of the patients.

We examined above 53 patients directly at their admitted hospitals or at their home after taking the permission
of our examinations from the both patients and their physicians in charge. Three out of 53 patients were
diagnosed with bulbospinal muscular atrophy so that we neglected them and finally we analyzed the characters
of 50 patients who were able to be diagnosed of ALS.

28 out of 50 patients were male and 22 of the remain were female, the average age of onsel was 60 = 12, and
then 6 patients showed bulbar palsy in the beinnig and the remain 34 revealed in first the weakness of
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extremities and also only one patient had a brother of same disease .

35 out of 50 patients were feeded through gastric tubes and 5 were treated with the intravenous
hyperalimentation and 3 had been dead by pneumonia or ischemic heart attack and then the 7 had been able to
eat throught their mouths.

Seven patients could not communicate via any facility including eye ball movement.

37 out of 50 patients were artificially ventilated and our National Takamatsu Hospital was responsible for 29
patients of them and 6 patiens were treated at their home with family aid. The ratio of male/female was 23:14 in
37 with the ventilator and the ratio of male was higher than it in all 50 patients with ALS. The averge terms
from onset to with the ventilator was 3121 months and the average flollowing terms of them was 63£36
months and 92 percent of them had become to be necessary for ventilator within 5 years.
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The development of Fukuoka project of security for admission of patients with seriously intractable
neurological diseases
The activities of Fukuoka medical network for seriously intractable neurological diseases in 1999

Jun-ichi Kira, , Miho Iwaki*, Fumi Yamada*, Takeshi Yamada, Yasumasa Ohyagi

Department of Neurology, Neurological Institute, Graduate school of Medical Sciences, Kyushu University
*The Fukuoka medical committee for intractable diseases, Fukuoka prefectural government

ABSTRACT

Background: We founded the Fukuoka medical committee for intractable diseases supported by Fukuoka
prefectural government to improve the circumstance of medical care for patients with seriously intractable
neurological diseases in 1998. Fukuoka medical network for seriously intractable neurological diseases carried
out the project. Objective: We develop the activities of the network and clarify the problems. Methods: We
completed presentation of hospitals to patients, counseling and provision of information on medical care. Study
meetings were held for medical workers and administrators. We started the research on the problems of medical
circumstance of patients with amyotrophic lateral sclerosis (ALS). Time study of medical work, labor cost,
expense of medical resources, and QOL were investigated by interviewing hospital staffs and patients. Results:
We secured the available beds for 17 of 26 registered patients. Fifty five percent of the whole presentations (51
cases) were rejected by the cooperative hospitals. We took counseling 273 times. The information on medical

— 201 —



care was provided through the hotline, interview, and internet. There were 21,050 accesses to our homepage.
We held 12 study meetings. Through the 4 meetings for medical workers, there were totally 630 participants.
On 29th November, 1999, we held the meeting of the coordinators for medical care of intractable diseases in
Chugoku, Shikeku, and Kyushu districts to joint coordinators concerned in this project. We obtained the
economical data on the medical treatment of patients with ALS from a hospital. The data analysis is now in
progress. Conclusion: Although the activities of our network are rising, it is stiil difficult to secure the beds for
the patients with seriously intractable neurological diseases even in our network. The network jointing
coordinators will help to advance the project. The economical assessment of medical care will give a guide to
make a public policy in treating patients with seriously intractable neurological diseases.
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