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Amyotrophic lateral sclerosis (ALS) is incurable neuromuscular disease. Patient with ALS gradually
loses their function of voluntary muscle. Patient with ALS also loses their voice after tracheotomy to
equip a respirator. In this study the communication support to ALS is described as micro-ethnography,
with culture psychological approach and the concept of life. The purpose of this study is to extent the
capability of communication of patient with ALS by creation of the model for communication support,
through the description of the actual condition of living the life with ALS, exploration of the capability
of the real time one-to-many communication of patients, and construction of the stage for telling a story
of the life with disease. The data was collected by the fieldwork for seven years, and four studies was
conducted. In study 1 the participant observation in home care of patients with ALS was conducted. It
was revealed that the sign to promote the smooth home care, which is perceived as comfortable not only
by the patient but also by care taker and patient’s family. In study 2 it was analyzed that whether the
patients could do the real time one-to-many communication using instant messenger software. While it
was indicated that the patients had the capability to do the real time communication when they used the
instant messenger, there was the problem that the other participants (not patients) could not stand
silence. In study 3 the participant observation in science cafe was conducted. The function of group
maintenance by facilitator in the dialogue between professional and non-professional was revealed. In
study 4 it was revealed that hearing the story of living a life with ALS could change audiences'
perception about the severe disease. This study is the first ethnographic study of the communication

support of ALS.



