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Abstract

We evaluated the progress of ambulatory difficulty in the patients with amyotrophic lateral sclerosis
(ALS), Parkinson disease (PD), and spinocerebellar degeneration (SCD). Fifteen patients with ALS,
150 patients with PD and 43 patients with SCD enrolled in this study. Clinical information was abstracted
from medical record. Survival analysis was undertaken using Kaplan-Meire plots. Two of 15 ALS patients
could not go regularly to hospital after 2.7 year from the disease onset. Various problems occurred when
the bulbar symptom appeared and the lung capacity moderately decreased. Twelve of 150 PD patients
could not go regularly to hospital after 18.5 year. In SCD cases, all the patients with cerebellar symptom
only were able to go regularly to hospital. In the SCD patients with other system symptoms, 6 of 21
patients could not go regularly to hospital after 7.5 vear. In the patients with PD and SCD, motor
symptom was the most severe problem.
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Investigation of ALS Patients on Respirator taking in-home care

Gen Sobue', Naoki Atsuta', Naoki Hattori', Hirohisa Watanabe', Mizuki 1to'
Akinori Takeda', Akira Inukai', Makoto Hashizume?, lkuko Aiba’

1. Department of Neurology, Nagoya University Graduate School of Medicine
2. Department of Neurology, Anjo Koset Hospital
3. Department of Neurology, Higashinagoya National Hospital

Abstract

To investigate the present situation of ALS patients who received tracheostomy, bound on respirator
and taking in-home care, we visited the houses of the 17 patients and asked the caregivers questions
concerning about complications of the patients, ways of communication and burdens of the caregivers.
Fifty-nine percents of the patients were unable to bring complicated words to the caregivers, and 65%
had never been out of the house for at least one year with the exception of visiting hospitals. A half of
the patients had suffered from more than one complication that needed in-hospital care in the last year.
Most of the complications were respiratory diseases. Seventy-six percenis of the caregivers were
bound around bedside of the patients all day, and lack of their own time distressed the caregivers. [t
was indicated that communication tools should be improved and patients needed continuous guidance
for them, more home helps who can use sputum aspirator and more facilities in which ALS patients
on respirator can stay for a few weeks were needed.
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Care system for serious diseases in Shizuoka

Mizoguchi Kouichi
Shizuoka Medical Institute of Neurological Disorders
Co-workers
Shizuoka civilian network for patients with serious diseases

Abstract

1. We reported Shizuoka civilian network for patients with serious diseases. Shizuoka civilian network
for patients with sertous diseases carried out four projects.
The counseling and medical examinations for patients with serious diseases.

3. Conference for care-works for serious patients and handicapped peoples with care-managers
care-workers and home-visiting nurses.

4. The case conference for patient with medical doctors, care-manager, care-givers and public health
nurses.

5. Support for daily activities of serious patients,
These projects should be continued for improvement of care for patients with serious diseases and
daily life of them. ‘
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Current status of organization of network to support patients
with intractable neurological disease in Fukui prefecture, and
evaluation of the function and utility of admission-beds for these
patients in our hospital.

Hirobumi Miyaji” Noriko Yosikawa®  Tkuko Nakano®
Department of Neurology,Fukui Prefectural Hospitall)
Fukui Prefectural Consultation Center for Intractable Neurological Disease”

Department of health and welfare,Fukui PrefecturalGovernment™

Abstract

We reviewed the state of the three admission-beds for patients with intractable neurological disease
from October, 2002 1o November, 2003. We made the best use of these beds successfully for short-term
admission for caregivers’ respite, rehabilitation, long-term rehabibilitation for patients who were
hospitalized with sever complication. There were still not a few problems in providing these beds.
Through the evaluation of the function and utility of these beds, it would be necessary to promote this
kind of beds at other facilities.
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