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What are the Technology and Knowledge for the Lives of ALS Patients? :

Focusing on the Case Example of Peer Support.

HIDAKA Tomoo, MIZUKI Shodo, SATO Tatsuya, and MATSUBARA Yoko

(Graduate School of Letters, The Kinugasa Research Organization, College of Letters,

and Graduate School of Core Ethics and Frontier Sciences, Ritsumeikan University)

This study aims to describe and explore the technology and knowledge that are required for the
lives of ALS patients by focusing on Assistive Technology (AT) and “peer support”. As part of
action research, we accompanied the peer supporter assisting the patient and described the support
activity, through the fieldwork for a year. We conducted theme-based interviews and free
conversation with persons including the supporter, the patient assisted by the supporter and their
caretaker. In addition to this, the interaction between interviewer and interviewee was observed.
As a result, the activity of peer supporters is summarized into the following three points. Firstly,
the supporter, served with “comprehensive support”, which allows the individual characteristics of
a patient’s symptoms to be managed. Secondly, the supporter is capable of having an “empathetic
understanding”, due to his or her knowledge, not only of technique but also sensation among ALS
patients. Thirdly, the supporter has forged a good relationship based on a “peer perspective” with
patient. In such situations, when AT instruments provided by the vendor are unavailable to
patients in their daily lives, the supporter can improve the AT environment by customizing such
items with a daily commodity. These results imply that knowledge and technique in peer support
are local-knowledge based on the patients’ actual living domains and show ALS patients, including

supporters, to be independent-minded individuals.

Key Words : ALS, peer support, assistive technology, living domains, independent-minded patients
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