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1. Organization of the network for intractable neurological diseases in Tohkatsu area in Chiba prefecture,
2. Satisfaction of patients with ALS who had tracheostomy and ventilation,

Hiide Yoshino1), Yumiko Mori2), Sumiko Kawakami3), Kayoko Yoshimoto3)

Department of Neurology1), Chief Nurse of Neurology unit?), ALS counseling officed), of Kohnodai Hospital,
National Center of Neurology and Psychiatry.

Abstract

1. Three million people live in Tohkatsu area in Chiba prefecture, however, there is only few hospitals for
intractable neurologic diseases. It i3 important to organize network to support patients with intractable
neurological diseases. The meeting to start the network with public health nurses in this area was held in
November, 2001. There are 5 hospitals which accept short stay of ALS patients who have
trachecstomy-ventilation and heavily bedridden. Patients were not satisfied in some hospital because patients
had complication during he or she stayed in the hospital. It is important to collect mare hospitals for the network,
and it is also important to standardize the medical and nursing management for such patients.

2. Itis well known that the dicision whether patients with ALS chose traceostomy-ventilation or not depends on
how doctors or nurses tell about the Life with artificial ventilation Doctors and neuses are apt to tell moetly with



their own private experiences. It would be important to examine how patients and their family felt about the life
with artificial ventilation. We studied how much ALS patients and their families are satisfied with the Lifs with
artificial ventilation. Sixty-six percent of patients and 82% of families flt glad to have tracheostomy and artificial
ventilation. Eighty percent of patients and 71% of families felt glad that the patients could stay at home rather
than hospital. It would be important to inform the patients with ALS in case that they have to decide
tracheostomy and artificial ventilation, how much patients who had already tracheostomy and artificial ventilation
felt satisfied with their life.
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The burdens for the main caregivers in home mechanical

ventilation

Hideko Kasai, Kazue Nagai, Ayumi Maekawa, Yoshiko Kawasaki,
Mayumi Watanabe, Minami Suda, Kouichi Yagi, Hideaki Hayashi,

Shunsaku Hirai

Tokyo Metropolitan Neurological Hospital
ABSTRACT

The burdens for the main caregivers of 21 ALS patients in
home-mechanical ventilation (HMV) under TokYo Metropolitan
Neurological Hospital (TMNH) are investigated.

The results show that mean age was 66.8 years, and mean period
of HMV 5.6 years. The severe burdens for them are frequent
sucticoning sputum from mouth and tracheal tube and body changing
in night, and arrangements for emergency, and becomingdifficulty
in communication. Bmong them, the most serious is the first one.

In today’s situation, there might be difficult to solve this
immediately such as equipping with 24 hours-visiting nurses. To
reduce this severe burden, we just now for the two patients in
HMV under TMNH begin to apply a new teachingmethods to the helpers
attending the patients.
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