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Participant Profiles (in Japanese alphabetical
order)
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Born in 1964. Diagnosed with Guillain-barré in
2013. Immediately went on a ventilator, and for
two months experienced a state in which she could
not open her eyes, received only auditory input,
and communicated only through subtle facial
movements. Her condition then improved, and
after approximately twenty months she was
discharged from the hospital. Today she continues
to receive rehabilitation treatment. What she went
through has led her to think about topics such as
patient decision-making and communication
between patients and their doctors or other people
around them, and she is looking for ways to convey
what she gained from her physical experiences.
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Vice President and Chair of the Research and
Planning Section of the Japan ALS Association, he
is a professor of medical education and research in
the faculties of medicine, dentistry, and nursing at
several universities.
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Born in Tokyo in 1958. Diagnosed with ALS in
2006. Underwent gastrostomy surgery and began
using a ventilator in 2009. Established a home
nursing care company in 2010. Currently lives by
himself with 24-hour nursing care and dispatches
caregivers to other users. Serves on the boards of
various patient associations, including the Japan
ALS Association, Sakura-kai, JPA (Japan Patients
Association), and the Japan National Assembly of
Disabled Peoples’ International. Having founded
the NPO Sakai wo Koete [BEYOND AWARENESS
GAPS] in 2019, he devotes his time to supporting
people with severe disabilities and caregivers.
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Born in Gifu in 1978. Completed a Master’s Degree
in aeronautics and astronautics in Kyoto
University’s Graduate School of Engineering.
After working as an executive at several publicly
traded amusement companies, he became the CEO
of J.League football club FC Gifu at the age of
thirty-five. Diagnosed with ALS around the time he
took up this position, he had to resign after two
years due the progress of his illness. Later
established ManMaru Shouten with the motto “I
can live the way I want even with ALS!” and
continues to serve as CEO. Underwent
tracheostomy surgery in August of 2018, and since
then has lived at home under the “Complete Third-
Party Nursing Care” system. Author of
Prescription for Despair from Two CEOs with
Disabilities. Today holds various positions
including President of the Gifu Branch of the
Japan ALS Association and Visiting Lecturer at
Gifu University. He has a wife of the same age and
two children.
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Founded Sakura-kai in 2003 as a non-profit
caregiver education and training organization and
established Care Support Momo as a limited
corporation in the same year. Currently serves as
Vice President of the former and CEO of the latter.
As a Director of the Japan ALS Association, almost
every year from 2006 to 2016 she attended the
International Alliance on ALS/MND and ALS
MND International Symposium, where she
exchanged opinions with representatives of
associations and leading experts from different
countries. Surprised by the differences in medical
care and support systems for ALS patients with
LIS, including TLS, she entered Ritsumeikan
University’s Graduate School of Core Ethics and
Frontier Sciences and described these differences
in her doctoral thesis supervised by Prof. SHINYA
Tateiwa. Maybe She Just Wants to Breathe (Igaku
Shoin, 2013), a book she wrote based on her
preliminary doctoral thesis, won the 41st Oya
Shoichi Non-Fiction Prize. In 2012 she submitted
her thesis under the title “Conflict Surrounding the
Treatment of ALS with a Ventilator — Focusing on
the International Alliance on ALS/MND and the
Japan ALS Association.”

“Profs. Mima and Matsubara were assistant
examiners of my thesis, and I am very grateful for
their continued support following the completion of
my degree. I've received assistance in
communicating in English overseas from Robert
Chapeskie, one of the interpreters at this
workshop. In the places where international
discussions are held, people who do not speak
English well cannot say what they want to say and
become people with a ‘disability.” From this
perspective, I've come to believe that it is because
of a lack of capacity on the part of those in charge
of international conferences that the effectiveness
of Japanese support for LIS communication using
24-hour nursing care has not been properly
recognized. In many countries today LIS care is
expected to be attained through families and
volunteers, but from the patient’s perspective it is
very clear that there are limits to what family care
can achieve. Many people with LIS will speak with
their caregivers as intermediaries at this
workshop, so I would like patients and caregivers
around the world to see it. Drawing on the efforts
of Profs. Vidal, Masana, and Himeno, all of whom
are empathetic and passionate scholars, I hope this
research will transcend differences in culture and
politics to call attention to the need for public
support not only for LIS but many other kinds of
communication disabilities throughout the world.”
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Eminent Associate Professor at Ritsumeikan
University’s Institute for Ars Vivendi. Specializes
in the history of public health and the history of
medicine. Author of Public Bath Movements in
Modern Japan (Hosei University Press, 2016).
Articles include “The Concept of Body and Morality
in the Discourse of Japanese Nationality
According to National Morality and National Moral
Textbooks” (Annals of the Japanese Association for
Philosophical and Ethical Researches of Medicine,
No. 37, Summer 2019, pp53 — 60). Co-editor of
Ritsumeikan University Ars Vivendi Research
Center Report 20: Fast Asia Disability Studies
Forum 2012; The Discussion on disability and
illness in Japan and Korea (KAWABATA Miki,
YOSHIDA Sachie, and LEE Wook eds., Seikatsu
Shoin, 2013) and co-author of KAWABATA Miki
and OTANI Izumi, Legal Systems and Problems
surrounding  the  Handle- Type  Electric
Wheelchairs In Japan, Germany, and Korea
(Ritsumeikan Journal of Human Sciences, No. 38,
pp. 91 — 100, 2019.)
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Completed a Master’'s Degree in Waseda
University’s Faculty of Science and Engineering in
1990. Worked on search engine research and
development at NEC Central Research
Laboratories. Was a Visiting Scholar at Stanford
University’s Department of Computer Science in
1997-98. Became head of search engine business at
BIGLOBE Inc. in 2000, and led the first Japanese
tie-up with Google. In 2005 he become CTO of
Digital Forest Inc., a company providing Internet
access analysis services. As part of the expansion
of their development organization, he set up and
managed a subsidiary in Dalian, China. In 2011 he
established Emergence Planning Co., Ltd., and
began working on his own as a business
development consultant. He began feeling that
something was wrong with his body at the
beginning of 2013, and was diagnosed with ALS in
the autumn of 2014. He underwent gastrostomy
surgery in the spring of 2016 and tracheostomy
surgery in the spring of 2017. At present his need
for nursing care is level five, and disability support
category is six. Based on his own experience, he is
involved in creating systems to allow people with
ALS and other neurological intractable illnesses
(nanbyo) to participate in society. He is CEO of
Emergence Planning Co., Ltd., a director of the
Kanagawa Branch of the Japan ALS Association,
instigator of Kawasaki Tsunagaro-kai, and
Kanagawa  Prefecture Co-existence Society
Advisor.
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Began using a wheelchair after receiving a spinal
injury in an accident when he was a student.
Established the first independent living center in
Japan, “Human Care Association,” in 1986. Vice
Chair of the Japan council on Independent Living
Centers. Chair of the Asia-Pacific Block of Disabled
Peoples’ International (DPI) and member of the
standing committee of DPI's Japan National
Assembly.

AR B (Lde HIB)

HASHIMOTO Misao

195344%h, 854FICALS ZFRIE, 9 341
AN LM R A 205 LTETEE R IRD 72, 9 9FICH
AALSWHEEIEE, 20034E205200 945 H
¥cak, 044, NPOZEA TALS /MND¥
K-t 2—3L b &7, 07THFE2LNPO
FEN THEENELEILCLS HERE, 004, AL
S /MNDEERMEEHE (7 v~—7) I[CHElRkEs % )
F-EBELLTHIOTSM, 200 64FALS,/MN
D E R [E &% 2> 5 AJEE  (Humanitarian Award) C
Kz, LFEFIC HEX22T)—RHRALSEHLD
PHDAyE— ] (CEEEE)

Born in 1953. Diagnosed with ALS in 1985, she
began living at home while using a ventilator in
1993. Became Vice President of the Japan ALS
Association in 1999 and served as President from
2003 to 2009. Founded the NPO “ALS/MND
Support Center Sakurai-kai” in 2004. Chair of
“Home Nursing Care Support Sakurai-kai” since
2007. In 2000, became the first patient on a
ventilator to attend the International Alliance on
ALS/MND (in Denmark). Received the
International Alliance on ALS/MND
Humanitarian Award in 2006. Co-author of “7he
Strength to Live — Messages from People with the
Incurable Neurological Illness ALS (Iwanami
Shoten).
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Assistant Professor in Ritsumeikan University’s
College of Life Sciences Department of
Bioinformatics/Biosimulation Research Center.
Received an Ph. D. from Graduate School of
Medicine, Kyoto University. Her specialties are
simulation of physiological functions and the
theoretical study of the body. She develops
mathematical models that reproduce various
physiological functions of the cardiovascular
system and autonomic nerves in mathematical
time and space.
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A 47-year-old resident of Kanagawa Prefecture.
Diagnosed with ALS at the age of 39, his body
steadily weakened and he eventually entered the
hospital where he remained for eighteen months.
After being discharged he moved to a residence
that could accommodate a wheelchair and began a
new lifestyle. Became a ventilator user five years
ago after a tracheostomy, and felt that he had been
liberated from suffering. The year after going on a
ventilator, in collaboration with support providers
he founded “Life with Dignity* Encouragement
Group”
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Born in Nagoya City on October 26th, 1943.
Diagnosed with ALS in 2004 at the age of 60.
Symptoms such as weakness in the arms, the
inability to use chopsticks, and shakiness and
falling when walking emerged, and within about a
year he could no longer move his own limbs. In
February of 2006 breathing became difficult and a
BiPAP was introduced, and difficulty in swallowing
led to a gastrostomy. In May of that year he
underwent a tracheostomy, and that August he
began using a ventilator. In April of 2013 he
became President of the Kinki Regional Block of
the Japan ALS Association, and in April of 2015 he
became Vice President of the dJapan ALS
Association. He has been a Visiting Researcher at
Ritsumeikan University since July of 2017 and a
JALSA counselor since April of 2019.
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Chancellor and Vice President of Ritsumeikan
University and Professor in its Graduate School of
Core Ethics and Frontier Sciences. Specializes in
the history of science, bioethics, and social theory
concerning science and technology. Studies
technology related to modern biology, bioethics,
and medicine, with a particular focus on its
relationship to society and issues related to
reproduction, illness, and disability.
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Graduate School of Core Ethics and Frontier
Sciences, Ritsumeikan University. His main
research area is medical humanities using
sociological methods He also has a clinical
appointment as a neurologist in Kyoto University
Hospital. His books include Modern Medicine as
the Art of Governing Life (Gendai Shokan, 2015),
The Body at Risk (Seidosha, 2012), and Infection
Society (Jimbun Shoin, 2020), which discusses the
COVID-19 pandemic.
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Born in 1970. Professor in Osaka University’s
School of Human Sciences. Books include Lévinas
phénoménologique (Jérome Millon, 2002), articles
include “Phenomenological Analysis of a Japanese
Professional Caregiver Specialized in Patients with
Amyotrophic Lateral Sclerosis” (Neuroethics 13(2)
2020. 181 — 191).
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Research Professor, ICREA (Catalan Institution of
Research and Advanced Studies, and Professor,
Medical Anthropology Research Center, Rovira 1
Virgili University (Tarragona, Spain), Visiting
Professor, Graduate School of Core Ethics and
Frontier Sciences, Ritsumeikan University.
Principal  Investigator, "Anthropology and
Phenomenology of the Locked-in Syndrome"
project. Born in Buenos Aires. He holds
undergraduate and graduate degrees in
psychology, history and philosophy of science from
Harvard University, University of Geneva and
University of Paris. His work concerns the history
of the mind/brain sciences, and experience and
culture of health and illness.
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PhD, Medical Anthropologist. Research and
teaching at the Department of Anthropology,
Philosophy and Social Work (DAFiTS) at the
University of Rovira i Virgili (URV), currently
working on the "Anthropology and Phenomenology
of Locked-in Syndrome" project. Dr Masana is a
social and cultural anthropologist specialized in
medical anthropology and global health. Her areas
of expertise are ethnography, qualitative health
research, and narrative analysis on health and
social care topics. She has conducted extensive
research on the experience and management of
chronic conditions (chronicity), and related topics
such as disability, dependence, public policies and
care needs.
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Freelance translator based in Kyoto. His English
translations include Tateiwa Shinya’s On Private
Property (Kyoto Books, 2016), The Philosophy of
the Kyoto School (edited by Fujita Masakatsu,
Springer, 2018) and Morioka Masahiro’s Manga
Introduction to Philosophy (Tokyo Philosophy
Project, 2021). His translations have appeared in
numerous academic journals and Harpers
Magazine.




