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Martijn (rhymes with “design”) Dekker

Quick
background

+ 51 years old, autistic parent of three
+ From the Netherlands; live in England
+ Autscape vice chair and tech person
+ September 2024
+ Heta Pukki and | were invited to
Japan to present on EUCAP and
neurodiversity
» We learned about a movement and
method called “Tojisha-kenkytd”. ..
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Tojisha... (HE&)

The Japanese word Tojisha evolved from a legal term ("party
involved in litigation") to a deliberately broad term that can refer
to anyone disadvantaged and subject to discrimination

Avoids disempowering connotations of words like "victim",
"disadvantaged", "marginalised”, etc.; reclaims agency

Tojisha is “a name for those without power who are willing to
organise and fight for their place in society, and for a right to
determine their own future” (Ayaya & Kitanaka, 2023)

It’s untranslatable!

Inadequate translations include: Party, Party concerned, Party involved, Person concerned,
Person involved, Interested party, Stakeholder, Person with hardship
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...kenkyd (FiR)

+ Kenkyl simply means research

= Tojisha-kenkyu (HZE&E3): people with disabilities and/or mental iliness learn to study their
own experiences

+ It emerged at Bethel House, in the Japanese fishing town of Urakawa in southern Hokkaido in

the early 2000s, from a radical peer support group for people diagnosed with psychiatric
disorders. (Ayaya & Kitanaka, 2023)

+ The tojisha experience is isolating: no collective sharing and problem-solving; there are no words

or concepts for your experiences. Tojisha have sometimes invented new words or concepts while
researching themselves.

+ 2015: creation of the Tojisha-kenkyu Kumagaya Laboratory at the University of Tokyo, led by

Shin-ichiro Kumagaya and Satsuki Ayaya, academics but also tojisha themselves.

+ The lab directly interfaces tojisha-kenkyl with mainstream science. This makes it possible to

confirm and validate hypotheses that tojisha participants came up with during their process of
collective self-discovery. (Kumagaya, 2016)

+ Disabled people are firmly in charge of this process!
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12th—13th Sept
Arrival
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14th Sept
Interview
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15th Sept

Symposium of the Japan Society for
Disability Studies
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16th Sept

International Symposium
The Origins and Development of Neurodiversity
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17th Sept
Meeting at Kita-Senju
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18th Sept
T0Ojisha-kenkylu meeting
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Conclusion

+ The tojisha notion avoids dividing disadvantaged people into silos. By being
deliberately broad, it is inclusive and promotes collaboration and exchange
between various disability, mental health, and other marginalised communities.

+ Tojisha-kenkyu is self-help, peer support, empowerment, self-advocacy, auto-
ethnography, participatory research — all rolled into one, with an optional interface
to peer-reviewed mainstream science! It's a radically integrated approach.

+ Though powerful, it is not a magical fix-all. If it's not led or executed correcitly,
iIntersectional power dynamics may end up harming participants. A support
system, based on a solid awareness of the history and philosophy of the tojisha-
kenkyu movement, is needed for long-term safety (Ayaya et al, 2020).

+ | believe we in the West should learn from this movement and method, perhaps
even create our own version of it — but we should do this carefully and with
respect for the culture, history and philosophy of the original movement.
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Epilogue: “Double empathy problem” avant la lettre

= Ayaya & Kumagaya:” T6jisha-kenkyu on Asperger
syndrome” (7 ANV H—EREE D HEEMR),
Japanese Society for Disability Studies, 2007

+ “Re-describe autism from the tojisha’s internal sense, JS3=5->3>
without assuming ‘social disorder™ e
Impairments

+ Autistics have “sociality of order”: based on sharing RLSoamuncatoy

values (ways of thinking, rules and manners) T
NTs have “sociality of connections”: based on sharing

emotions and desires

+ Neither way is broken, but they’re incompatible

JIA=T—-3I3>
[
Difficulties in

communication

+ Disorders of communication (and empathy) exist
between people, not in any individual(s)

+ That’s the “double empathy problem”, explained in
terms that make more sense than that, five years
before Milton.

+ Why have so few in the West heard of Satsuki Ayaya?

lllustration: Ayaya & Kumagaya
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References & further reading

Underlined links are clickable.
Translated links use Google Translate;
note that it consistently mistranslates “Tojisha-kenkyu”!

= Ayaya, Satsuki & Kumagaya, Shin-ichiro (2007): Tgjisha-kenkyid on Asperger
syndrome (77 ANV H—E{EEE D HAEHHR). Japanese Society for Disability
Studies.

Kumagaya, Shinichiro (2016): An Invitation to Tojisha-Kenkyu: A New Science
Focusing on Oneself. Tansei, the University of Tokyo Magazine, issue 33.

= Ayaya, Satsuki et al (2020): Creating a support system to enable diverse peers to
safely conduct tojisha-kenkyd (Z2iR/AMPB N L E(CHEBMNR CE BTTHDINIE
(&2 < V)). Tojisha-kenkyd Network (HEZEHRRY LT —72).

- Ayaya, Satsuki & Kitanaka, Junko (2023): Tgjisha-kenkyd: this radical movement
makes space for people with mental health and other challenges to study (and
celebrate) themselves. Aeon.
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