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The Japan ALS Association (JALSA) has been
holding seminars since 1999 working to
educate people with ALS/MND, caregivers, and

healthcare providers throughout the country
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on essential palliative care. Until 2012
these workshops held throughout Japan focused
mainly on methods of suction and tube feeding
conducted by helpers, but starting this year
we have been working towards building up
communication support systems on a national
scale. This effort has been made because it
is very important, even in cases of severe
disability, to guarantee communication as a
right of the patient. As ALS progresses the
techniques wused to allow patients to
communicate change. Proper care cannot be
provided without knowledge of these various
methods of assisting patients in expressing
themselves. Ignorance of these forms of
assistance is still common, however, and it
is extremely important to educate not only the
patient’ s family members and caregivers but
also professionals working in this field. As
ALS progresses it becomes impossible for
patients to express themselves freely, but
other people must not stop making an effort
to understand them. People with ALS are
constantly facing death. Methods  of
understanding them right until the end stages
of their life are one of the most important
means of alleviating their suffering. In
Japan many patients choose to stay alive for
a long time through the use of mechanical
ventilation, so it is not uncommon for a
patient to become almost completely incapable
of communication. In order to provide better
palliative care for such patients, the
development of Brain Machine Interfaces
(BMIs),

institutions, and empowerment of researchers

encouragement of research

working in this area are all being pursued.

BMIs are devices that allow characters

(letters) patients picture in their minds to

appear immediately on a computer screen.
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