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The problems of long-term mechanical ventilation in ALS patients in Tokyo
- based on the experiences of Tokyo Metropolitan Neurological Hospital -

Hideaki Hayashi, Shuichi Kato, Kouichi Yagi, Eiji Isozaki, Shunnsaku Hirai
Department of Neurology, Tokyo Metropolitan Neurological Hospital
ABSTRACT

From the experiences of long-term mechanical ventilation(l-MV)of ALS patients in Tokyo Metropelitan
Neurological Hospita(TMNH), they have three steps to make decision in living with ventilator, The first is the
decision whether to use a ventilator, the second the change from hospital mechanical ventilation (Hp-MV)to
home mechanical ventilation (Hm-MV), the third the discontineance of Hm-MV. In all steps, on main
caregivers, burden of medical care programs, burden of lack of sufficient welfare support needed for them, and
social coercion may thwart I-MV. Among them, social coercion based on ‘the previous view of ALS’ might
lay most heavily on main caregivers. To overcome this situation, it should be based on ‘the new view of ALS’
in caring for ALS patients and their families. Since Hm-MV might not be final goal of I-MV in ALS, an
alternative to Hm-MV such as residential or congregate living facilities for ALS patients should be also
considered.

In Tokyo, number of ALS patients in Hm-MYV particularly increased in recent three years. In them, the number
of living in 23 wards are about twice than those in Tama district, where muitidisplinary team of TMNH could
manage barcly to support about 70 percent of Hm-MV. However, problems of caring for I-MV of ALS patients
in Tokyo remained to be solved.
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I} Correlation with Japan Medical Association in Tokyo Metropolitan Area for home-cared patients with
intractable neurological diseases
II) Application of non-invasive positive pressure ventilation to patients with ALS

Hiide Yoshino”, Fumio Kogure®, Kenzo Kogure®
g

"Department of Neurology, Kohnodai Hospital, National Center of Neurology and Psychiatry,
“Japan Medical Association, Tokyo Metropolitan Area, Division of Edogawa

ABSTRACT

Background: Since ALS counseling room was founded in January 1995 in Kohnodai Hospital, more than 160
patients with ALS visited this room. Among these, more than 40 patients with ALS started mechanical home
ventilation, and especially Edogawa city received as many as 8 patients with ALS with home ventilation.
Therefore we searched medical and social problems which general physicians raised for home-cared patients
with intractable neurological diseases. General physicians pointed out that the most serious problem is the
patient families’ overwork. They also pointed out the problems that they do not have new information of
scientific and therapeutic advances for intractable neurological diseases. It would be important to correlate with
Japan Medical Association for the management of patients with home-cared intractable neurological diseases
and need to provide information about scientific advances to general physicians as well.

We also studied the efficacy of non-invasive positive pressure ventilation (NIPPV) to patients with ALS who
showed respiratory failure. We tried NIPPV to five patients with ALS. Three patients who did not apparently
have bulbar palsy tolerated well to NIPPV but two patients who had mild bulbar palsy could not tolerate to
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NIPPV. Because NIPPV do not require tracheostomy, patients with ALS who tolerated to NIPPV have better
quality of life.
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The prospective changes in the home care patients with chronic intractable neurological disease may be brought
in the new institution for care-giving insurance

Kazuko HASEGAWA, Fumihiko SAKAI Makoto MATUYAMA, Mako KAMITYO
Department of Neurology, Kitasato University East Hospital

ABSTRACT

The results that the investigation into recent condition of medical care system for neurclogical discase among
the medical hospitals in Kanagawa Prefecture last year told us the new instituting for care-giving insurance
might affect their acceptance of patients with chronic intractable neurclogical diseases. So that we felt that we
must analyze the changes that will be brought into the new care-giving insurance from the both of quality and
economical background among the intractable neurological diseases. We thought that patients with ALS were
the most influenced and forced to change in some aspects by that insurance, so that our four patients with ALS
under the home mechanical ventilation would be applied to the investigation. Considering over the cost of
services provided at home now, we compared the applying the cost of the new institution for care-giving
msurance with the present. The results from the comparison showed the prospective changes over the services in
amount, cost, and gualities. The new institution might bring necessity of farther research and efforts to meet the
situation.
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