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The report of the longitudinal survey of subjective quality of life and care burden for the
neurodegenerative disorders in Mie prefecture and an experience of assist to set up advanced
directives for three patients with ALS in advanced stage.

Yugo NARITA"?, Norikazu KAWADA?, Shigeki KUZUHARA'®, Michiko NAKAIY

1) the Medical Care Networking Centre, Mie University Hospital.

2} the Department of Neurology, Mie University School of Medicine.

3) the Liaison Council of the Networking for the Patients with Neurodegenerative Disorders in Mie
prefecture.

Abstract
To obtain the basic information for improvement of the local supporting network for the
home-care patients with neurodegenerative disorders; Parkinson’s disease (PD), amyotrophic
lateral sclerosis (ALS) and spinocerebellar ataxia (SCA), we longitudinally studied the subjective
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quality of life in the patients and the subjective care burden in the caregivers to the home-care
patients with ALS, PD and SCA in Mie prefecture of Japan. We posted and retrieved the formatted
questionnaires which contained SF-36 ver.2 for the patients and Zarit Burden Interview (ZBI) for
their caregivers to all of the patients registered as the specified disorders by the Ministry of Health,
Labour and Welfare of Japan and their caregivers in Mie prefecture of Japan in 2000. We
repeated the same survey annually at the time of the renewal registration, in 2001 and 2002,
From 2000 to 2002, we tried to follow the patients and the caregivers for the same patients who
answered in 2000. Every mean in total scores of each subcategory in 8 domains of SF-36 showed
gradual deterioration from 2000 to 2001. The total scores of ZBI showed the similar mean score in
each group, at the beginning in 2000, and showed gradual increase.

We describe three cases of ALS in advanced stage in which conflict concerning treatment
occurred between patient and family members. We endeavoured to assist by inviting them to
prepare an advance directives document, using a Japanese translation of a form originally prepared
by Molloy. The introduction of advance directives within Japan confronts some problems. We
suggest, however, that the process of writing an advance directive may provide a helpful tool by
which to assess a patient’s capacity for autonomous decision-making.
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