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Research on the diffusion of Advance directives of ALS (Amyotrophic lateral
sclerosis) patients by designation as Proxy decision maker
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3,500,000
ALS
ALS 16.7 18.8 12.1
ALP 8.0% ALS
ALS ALP ALP
ALS ALP
ALS QoL

I conducted a comprehensive surve% of Japan ALS Association all patient
members at 2017 and 2018.The percentage of ALS patients who actually answered "Yes" is 16.7% for
designation as Proxy decision maker, 18.8% for verbal advance directives, 12.1% for advance
directives (document), and 8.0% for advanced life planning (ALP). I found that discussions for the
better way of life are not always performed among ALS patients, families and care professionals.
With regard to the realization of patients’ [lives with dignity in own region, it is an urgent task
to provide more communication support and discussion on ALP opportunities among all members. In
order to take care for communication disorders and other concerns, it is necessary to further
examine the way of ALP of ALS patients and ALP model that are more effective by utilizing family and
professional support.
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