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The Evaluation of the QOL of Patients with ALS and PD

Kunio Tashiro”

Health Science University of Hokkaido, School of Psychological Science'
School of Nursing and Social Services”

Michiko Nogawa®  Yoshiko Sasaki®  Fumio Moriwaka"
)

Abstract

The purpose of this study was to evaluate the subjective QOL and its related factors of
patients with ALS and PD and to draw a comparison between ALS and PD. With the cooperation of
associations of ALS and PD patients, we conducted a mail survey of patients who lived nearby. The
subjects were 91 ALS patients and 152 PD patients. We measured subjective QOL with a subjective
QOL scale common to patients with intractable diseases. To indicate factors that might coninbute to
subjective QOL, we used the Mishel Uncertainty in Illness Scale, a coping scale and patient
attributes.
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The results were as follows. The subjective QOL score of the ALS and PD patients was
low and the uncertainty score was high compared to patients with other diseases. Stepwise
multiple regression analysis identified emotion-focused coping strategies, the progress of the
illness, and the reduction of exchanges with persons other than family as key predictors of
subjective QOL. The results comparing the ALS patients with PD patients show there was no

significant difference in the subjective QOL score. However,

the uncertainty score of the PD

patients was higher than the score of the ALS patients. The ALS patients used regressive coping

more frequently compared to the PD patients.

Stepwise multiple regression analysis also

identified the uncertainty score as a key predictor of the subjective QOL of the PD patients.
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Abstract
1) In August, 2003 the budget for the current fiscal year was given final approval by the Hokkaido

government concerning the project promoting the Hokkaido medical network supporting the

patient with incurable diseases.

Working progress toward the materialization after the approval was reported.

In Feburualy,

2004, it was agreed officially to make a start of the medical contact conference for

incurable disease s that s made up of members of Hokkaido network conference supporting the

patient with seriously handicapped neurological diseases.
2) The subject of the present condition about the Hokkaido medical network supporting the patient
with seriously handicapped neurological diseases was presented and the future plan was

discussed.
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The support of communication aid with ALS patients

Koji Shima",Naoya Minami"’, Naoto Fujiki", Shizuki Doi",
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Abstract

We reported the practical experience how to apply communication atd to ALS patients in our hospital.
We reviewed 24 ALS patients who were prescribed OT for the last three years. Communication aid was
provided for eight patients at public expense. At first, we adjusted input sensor and software in response to
patient needs in cooperation with the nurses and the manufacturing trader. Re-evaluation and adjustment
were done as occasion calls, referring to information from the visiting nurses and volunteers.

We want to participate to establish the communication support system network through the cooperation
with various occupations. ALS patients need full assistance in all aspects using the public support system,
which is aided by the internet system and the environment control equipment.
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