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HIESA . CAITBIL,
Hello everyone.
BHERH(BAT=SEL)TT,

| am Satoshi Onda.
ABIIXBBS-=&

HYMEITETNET,
Thank you for inviting me today.
FALLBRELWN=LET,

Thank you very much for your time today.



4 HDFi4 Topics of my talk today

1. BE#EITEALS
Self-introduction and ALS

2. ELEDRE
Decision with my wife

3. EEELAYORE
Relationships hetween people

with disabilities and those
around them



TH. SEENIBEIEOEIL

The voice you are hearing now Is
FEREOHRAIEIZFAOEFEZHFEELT
YEoT=ITRA RBA—1EE DYV KB,
ADFBEICEHKYGERETEFTY,

a synthesized voice that sounds
exactly like me, created using
software called “Voister™ that

recorded my voice when | was still
able to speak.



COBEMOBRT, ZAALESOET
ERICELNMTSTNHFETET,
Thanks to this technology, | am able
to speak to you all today in my own
Voice.

7_-7/ M 9—®ﬁ$l-,b~n§‘]—5'§'o

| am grateful for advances in
technology.



1.BE2#8ITEALS
Self-introduction and ALS



BB IR ILET Bornin Yamagata City, Gifu Prefecture
(I8 = ETformerly Takatomi Town) £EFE . 467 46 years old)
<22 FEEducation >
B B P Takatomi Junior High School, Gifu
= #2Gifu Kita High School

B TFE MEIFEH
K oto Unlver5|t Faculty of Engmeermg Department of Applled Physics

ext Japan Holdings Co., Ltd. Director

. |
Director
]

hhtﬁ'ﬁé&ﬁlu F’C'é‘#a(se) Just Iooklng at
this profile, this guy seems like a super elite &



T EERRICIETY—REKIFEELVRELDXD
ANEZ BERITETSATHET,

However, in reality, | am currently living a_
turbulent life that is far from that of an elite.

XFEYEICHIEETES-HENDTO
74_)1/—6-?-0

This profile is the result of living a life
that is always desperate.



BIGMAZ. CARICRIELVDSEATY,
By the way, this is how cute | was.

meEzdh=ETH ?Do you see any resemblance?

H7=14+T9 %2, Just the eyes.

SOFENITEEE T (5) The flow of time is cruel &



HMONTIDAENEELIERE
FAOTANTREBNTLET,

Let me give you a brief
summary of the major turning
points in my life.



ANED3E AR Turning points in my life

19994 HEKICTA-T=DIZ,
1999: | entered Kyoto University,
H— D)LLOD&)U;AE‘EEIE

But | repeated a year due to being too E™=
much enthusiastic about club activities.




ANEDSIE R Turning points in my life

20044 RAKRERMETHIFEEEDHDE.
004" ey 2B SIBL 7 — Ltz S—[E A1

duated from Kyoto University Graduate School of Aerospace Engineering,
got a job at a venture company, and became a zame center clerk.
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From space research to “Claw Crane Game”
(which are called “UFO catchers” in Japanese)



ANED3E AR Turning points in my life

BizNZE LIFT SETRMRRICESE.
2014%F ot 7EBTTFCREA

20147 Working my way up from the ground.
| became a director within five years.

But | gave up my entire career to join FC Gifu.




ANED3E AR Turning points in my life

20154€ FCIR, Rt R IELRIBFHAICALSHAET 54, i

2015: BICEL TH R
" | developed ALS at the same time as becoming
president of FC Gifu, but hid it from the public

andcontinued to serve as presidqg’g_.r




ANED3E AR Turning points in my life

20164E ALSHEETTIZHFUFCilez. a‘-'—*iE’EﬁE?—é
B, IL<{EHZEYRE RIZE{E

201 6: As my ALS progressed, | resigned as
president of FC Gifu, but | founded a new
company and became its president.




ANEDRDIZR  Turning points in my life

20224 2022:

— st BiEA
BAXRALSHERRME

Appointed president of the Japan\AL&Assngiaﬂan_

<JALSA

—BALEEAALS =

SALATIVGERAETE S

A YILT42 T RS

Finalized a consulting contract with

Time Capsule Corporation.

‘‘‘‘‘



ANEDLIEA  Turning points in my life

20234F 2023:

JPA(— LB A
E 2R 5 - 2 s L A i il )
HERE

Appointed director of the Japan Association of Incurable
Diseases (JPA)

BEHLLT. ALSHESRLLT
=G FeLoOFTD

| am taking on a new challenge

as an executive with ALS



WA TLED ? BB HEGEAETL=(K)

What do you think? | think my life has been
quite unusual &



RIE. FhZ5EAHLTE>THEINGELN

What comes next is an inseparable part of my
story.

ALSIZDWZNTSEBALET,
Let me introduce you to ALS.

TN T, R7FERIERLE-BIEZ
CEEEEL,

Please take a look at this video that
was made about seven years ago.






2. ZELDRE

Decision with my wife



MEEFREYMT B A TUREN RS
AR EIZE Y EIFBEE>TLVELE=,

At the time of my tracheotomy, my
wife and | vowed to create a system in
which | would receive care 24 hours a
day from people outside my family.

iEK:fﬁﬁQ??bDZ’GODBE#%%’\ODE?E%H%
D709 %&5|HLTHRITLET,

| would like to share with you the declaration |
made to my support team members at my
hospital discharge conference, quoting from my
blog at the time.



J[EVIRAL TS, XA TT !

Even with a tracheotomy, I am still me!

201810826 JO&bD

From a blog post dated October 26, 2018



CDE. ZHHAARUT. [iBUAZULEUIS
I was hospitalized for three months and had a
tracheotomy.

SRORB(CDOWNT., RIEHIT7 L2 ADEKICTER
HHLZ&E 9. I will announce my future plans in my
remarks at this discharge conference.

AHEHEEFDWZIZESHDHEDSTENET,
Thank you for gathering here today.

RETlCHhIzD T BHRICZRBULLEITZEWT ENTETNET,
As I am being discharged from hospital, I would like to
say two things to you all.

REFEEEEICDONTTY,
The first point is about life at home.




RIS EEH I UFRE A
I won’t set my expectations too high from the
start.

=9 (ITTECTREE(CE=ETSNNIEHOFRZ &
BoCUWLWET,

To begin with, I think it would be a great
thing if I could live a healthy life at home.

LML, <DL (FEEEREDISEHE
LizWU. REETOHEEMNFTELIZWTY,
However, I would like to eventually resume

my work, such as giving lectures, and also go
on trips with my family.

linl




FAIMCH T, ALSTERIBIE(CESETHND
CEZEDRICFHEFEIDIZET, OEDT
EZ<DANDOBER I LN FhAs UL
EERTHD. BFRADERUICIRD EFB
FICED>DTWLWEYT,

Going out and showing the world that it is
possible to live a positive life with ALS, giving
encouragement to however many people I can

— this is how I want to live, and I'd like to
think that by doing so I can repay you.

BT 7D UNMNDHDE(CIEDTZLY
FBU\E T,

I want to be a man that everyone will find

worth caring for.

pul |

L LYy




“mHEEZEDZ ETT, The second point is about my wife.

SN RIS, EEHDT 7 (ITEBRICRZDMNEU
&= A. From your perspective, it may seem like
my wife is reluctant to take care of me.

LM UZE(E. BERDAENDDRIC(E. FADIRNTDT =L
TuLvE L7z, But she was the one who was providing
all my care before any of you got involved.

FEEBTTBEDEEFRELBICENT . ACfHE>SDDHA
T L7z, She couldn't even properly spend time with
our children, having to be with me all day.

TOFER. —FRBIEI (CEDDFTENFT U,
As a result, within a year my wife’s spirit was broken.




LJ/=. She often became half insane and
repeatedly said she wanted to die.

T DOHIFADF TILAIZB (B NWFK UTS,
In that hell we thought:

FEEEZHT. KEDHEBEFEE(TIRST (CES
DICE. FTEMAITELUNTRLE,
The only way for me to survive without sacrificing

my family members, including my children, was to
receive care from other people outside my family.

Z(E. WSEWDKRIFEDHT 7 UL
IPWC EZBRFEAMUTNET,

My wife is well aware that she will be the one
to take care of me if an emergency occurs.

FHELICUIFUIETRD . FECTZWERIEECE L3

/1]



JZIC. KIRICDST 7 IDdDMNIAZDRIEVWDEE(CIE

=) lb\j&/j_\ LC L/CNDGD_C?

However, she cannot help but reject the idea that
because she is family her taking care of me should be
taken for granted.

C DR TALSICIRDREIDILZXTD CTWLDDIFEITIT T,
My wife is the only one here who knew me before I
had ALS.

I E(CK$DD1EENE. TTEIATIHR<SHEAEE T,
The role I expect from my wife is not that of a
caregiver but of someone who understands me.

REDFREDEE EIZEDVNDEDTIFIRNT UL DM ?
Isn't that the essential role of a family member?



—Eﬁﬁéﬁﬁtb\w%ﬁﬂfb VB3 EBE. ANEFRDZULLY
IFEIR THREMANEZHIE I RE#HE=EDIMNDIELT
U BT THENDZET, Iam saying this knowing full well
it is far from common sense and that it is difficult to

receive care from people other than family members in
Gifu Prefecture, which has limited human resources.

LU, sENMMNEEZBIES/RVED., {2 E (RGNS
DFEFE I, But unless someone strives for this
ideal, those who are sacrificed will remain victims.

ﬁ%&ﬂu F v I ZIBDHDTZEDI(C

BEROBHBE ES NZHELLTZE0N,
We need your help and wisdom to bridge the gap
between reality and this ideal.

EDNKBULKBFEVEILE T,
I humbly look forward to your cooperation.




LI TLESH ? What do you think?

—NILXOFERITT N, HFIEERATEEFRNEEZF AL
T2 EEZ EHRL TS AITEETL-,

This was six years ago, but at the time there was no one in
Gifu Prefecture using intensive home care services to
provide 24-hour care.

FITFADEERE ELTRIPIZ{EYELT=,
| was a pioneer who set the precedent.

—ERIPINHEENITEDHOTRETIE., 24BEFETIELVD
9 EH18RMITEESBINEANI/N—ZFIHATESAMEL
(&E)-ﬁhibf:o

Once a precedent is set, things move forward. If not 24
hours, 18 hours is sometimes offered for some severe cases.

MEIZITEHETHNEADEZITHETT | Sometimes we

need an unconventional person to get things donel




3.EEFA LAYDRER

Relationships between people with
disabilities and those around them



EANBEEPICES

Learning from a beautiful nurse




SHIXTADOEFEEMZRHBINTLET,
Today I'd like to introduce you to a nurse .

DTOTEIZEFICRIETS
EANBEMSATT,

She is a beautiful nurse who
occasionally appears on my blog .

[EANEENWT ! [EBDNTEIL.
EWEATT,

She told me, Write beautiful
woman!" and indeed she is beautiful.

FAIT R I ETELTULVET,
| trust her absolutely.



%E%hf&@%ﬁ%ﬂﬁéh&%ﬁiﬁb
TWWET D, BT 4E 5l T
BOTY.

Of course, | trust the other nurses
as well, but in her case this trust
IS exceptional and absolute.

TlE. TOH HEEDIYFIX
ECITHHDTLEOIM?

S0 where does this ahsolute trust
come from?



1. EI2FLAMDTEFEZEE9 75 1. She respects my wishes no matter what

WME&ZIEFADMANEDI AB T, LHO8EHBIBFEMELTE
£52>TLVET, She was the first person to care for me who
wasn’t a family member. She has been taking care of me as a
visiting nurse for eight years now.

R EDRARIE. Bl BEEFEMITIEGITAEAITT,
From the very beginning, my relationship with her was one of
“person to person” rather than “patient to nurse.”

DFEYUBZIL. BREABDEITTIEL, AR ESEZTT-L O E
LT, TOEBRDEICFEMDRAFI)ILEFRFEL THHR—F
LT TWLWADTT, In other words, she doesn't just treat
my illness, she understands how | want to live and uses her
nursing skills to support me in achieving it.

FOEBEDRLGLIC, HEhBEIKZEIEHYZAFEE A,
She would never do anything without my confirmation.




2. EIZHhH TR 2. She works quickly

BRI ZSDITHE FEOHDHIBLEDH

ColadznIim TR L TN ET, If you pose her
a problem, she won’t solve it within the day but

right then and there.

FALIMZH B DBEBZRAGEHNL, TL5TIERE
DEHEBEETHIGL T ZET , Even though she
has many other patients besides me, she

responds to my needs very quickly. It feels like
she is my own private nurse.

BEDODARZBEEFICHIE TR LD ESTY,
What's amazing about her is how she instantly
dispels the anxiety of her patients.




3. EIHhKIRIZIZH 5 3. She spends her time on site.

MLZIEEIEHHFHEBEFTEMODHERLGZOTI N, FRETHFE
EEfi=A E1< She is actually the president of a certain visiting
nurse station, and one of the nurses who works there said

R EIFFEAEETHERICWEREAL 1EDZETT,

“The president is hardly ever in the office.”
HREVDIIIGETHYEM S, fELVLEBEBZIHRIL. IRIBIEEA X
L7 Z856hTLVET, Even though she is the president, she
cares about her patients more than anyone else and visits them
on site to understand the current situation and improve her skills.

FOREZ. ERTTIEELBHANDLE. BZHILETHLHERZ
SETH. HEOBICTHAAFWLEEA,

As proof of this, she is second to none when it comes to medical
care, shaving, and ear cleaning.

BICIRIETRUGRITACEN., BixkETO07zyaFILICLTLNSE
BvET, Always learning on site is what | think makes her so
professional.




ALSIZZZT=C &IEAFETT HA.
It's unfortunate that | have ALS,

B LDOHEWE. ELCICE =T
K5 EETLEC )
but meeting her was like

(" 7).



DI L EEEEFENEETELTICIE., SARIFEMD AN
AR R T, For severely disabled people like me living at

home, the help of visiting nurses is essential.

LML, REZTOREMOS>GHBIBEMDEISE5%IZHHB=T
EHERBEARRIRREETY,

Currently, however, less than 5% of nurses are visiting nurses,
resulting in @ chronic shortage of workers.

FEWVREITR L EIFIREREGO T, 10FEEM20FEEI MY FEE
/\/75\ Lucklly, she and | are the same age. | don't know if it will
be 10 or 20 years from now,

ALSHAVEAEMOHZET. mEAIATELHE Y E BFICRH->TET,
but | just want her to take care of me until the day my ALS is
cured.

EALLBRBENEILET,
Thank you very much.



ERESEICKRDDIED ERELE?

What we expect from medical professionals: What is trust?

& AT By the way

ZTELTHEMEFBZATLED?

What is trust anyway?
HIESAERBATEE T H 2 Can you all explain?
SHIFFADTOS7%SRBLT.

Today, | am going to refer to my blog,
FDESEHEICOVLTHEELET,

and I'd like to talk about my thoughts on trust.




EREFEICKOHDED FHEEF?

What we expect from medical professionals: What is trust?

201643 A25HMT A LY
From my blog post dated March 25, 2016

[{EHE 1 ZTE TR TH L.
If you look up “trust” in the dictionary,
“YELTHYIZT HLehvET,

It says, “To trust and rely on.”

EDFEAFBETROGDYFEREA(R)
That’ s so straightforward | don’ t really understand it @



EREFEICKRODED FFEEF?

What we expect from medical professionals: What is trust?

FAZEDTIEREIL A TZDM?
What does trust mean to me?

R D
EBMEL TN EEDEZE 1A,

When | was a new graduate, my boss gave
me a definition of “trust”

SHLEITERHO>TULVET,
which still echoes in my ears.




EREFEICKRODED FFEEF?

What we expect from medical professionals: What is trust?

[{£%89 %] “"To trust someone”
= TRYIGNTEREERS L]

- “Even when they betray
you, you feel your deepest
wishes have been satisfied”



EREFEICKRODED FFEEF?

What we expect from medical professionals: What is trust?

2ZFY. In other words,
[HET=IcEETERB f=oT=% 5.
L&EDODELN FEOHET ]

“If leaving it to you doesn’t work, then
there's nothing to be done. I'll give up.”

ELVDEIZ, fBFITHLT
BZTWAIREZIELTWETD,

You can take this kind of stance if you
trust someone.



EREFEICKRODED FFEEE?

What we expect from medical professionals: What is trust?

FALGRIZBZAANIC
RIAHESZH5H?

How many people ¢an you meet
whom you c¢an trust?

H=11177%:<_ Not just at work;

ANEDENSICEF T A EERNVET,
| believe it is directly connected to the
richness of life .




EREFEICKRODED FFEEE?

What we expect from medical professionals: What is trust?

SOFDOIERE 1 E(E. My current
understanding of the word “trust” is
feeling about someone as follows:

[COADBFDBRWNIRTAEE
9 HIET ALY
L. B2 AEFICHTIBE T,

“There's no way this person would do
anything against my wishes.”



EENEEEICRODZED SHEEE?

What we expect from medical professionals: What is trust?

FAMZSLI=WWCEEH-TH.
Even if | say | want to do something,

[FNIE. BET=DEITELTRNE ]
“That won't do you any good.”

& BV ELF-TL N,

This is a person who will say such things even if they
are hard to say.

FADFATLDLN AL DICHEBEEIELTNAATY,
They are someone who can help me get back on
track so that | can still be me.



EREFEICKRODED FFEEE?

What we expect from medical professionals: What is trust?

LOVAYTL LS ? What do you think?

AIESATIYD
EHEZFEVTLESLY,
Please build up trust in your
own way.



N{E"%"% . E%%N ~ Healthy people and people with disabilities ~
FNTIEE. CON—FOZRICIEERINEFTEIC
DT, BFATHWERNET,

At the end of this part, | would like to think about
the concepts of "able-hodied” and "disabled.”

OANEE, EEEEHE 1 ? Al of humanity is disabled?
(20174£3827BMDT OS5 &VY)
(From a blog post dated March 27, 2017)
CCThE. EmBIC. BEBLEERICTOVLWTEYET,

Here, | will talk seriously about able-bodied and disabled people.

mAICEFERTHELELD,
Let's look at the Aan// (Chinese characters) first.




~EEE" E%%N ~ Healthy people and people with disabilities ~

EEE BIC(DED)RONGE

Healthy person: A person who is always
healthy (both physically and mentally)

2451365 HEIZ{EAOH .

TAGABIWNASDTLEOM?
24 hours a day, 365 days a year.

Are there really people like that?

HTA0, EEZ{LOMEEKTI(5K) This is
already the realm of a living Buddha & .




~EEE" E%%N ~ Healthy people and people with disabilities ~

[EEE - ENDEIC)ESSE
Disabled: A person who is impaired
(mentally or physically)

AEGELEETFEZ—DO0Z2FH>TLVET,
Every human being has one or two bad habits.

PIZIE. BREOEBODALILIKFEETEETI (X)

For example, some people have bad drinking
habits. They are thoroughly disabled persons 4




N@"%"% - E%%N ~ Healthy people and people with disabilities ~

BEFEMEINE. NAEEEEFSETI,
If we think about it from the Aan// perspective,
all human beings are disabled.

ETNEBIZELTH, BEBLETEL
LS5FEYT. BEVLVZRS5DTEEL,

Although it may be an extreme example, by not
categorizing people according to their disabilities

TADARBIELTRNIE, 3oEBEELAZASDT
[FZ7ELNTLEOMN?

but viewing each other as individuals, wouldn't
we be able to respect each other more?



N@"%"% - E%%N ~ Healthy people and people with disabilities ~

ANJILIN—ZAEDBERIE. BEENBIE TIH.

My relationship with a helper is that of a patient and a
caregiver.

RAZZEANEY—ERARBELESERELVATT,

But if we change our perspective, the relationship c¢an
be that between a service provider and a customer.

EROEEREOBERLLMNTY,
The same goes for relationships with doctors and nurses.

5;;3_‘6?\1%7255%‘& BEWZE)ARIEFTDRENSD

We need to respect each other while keeping an equal
footing.




Nﬁﬁ% - E%%N ~ Healthy people and people with disabilities ~

ZLT. KieEDBERIE.
&8 L Ba TIXEL,

My relationship with my family is not that of a
disabled person and a caregiver,

FTHYRXTHTY,

but a hushand and a father.
ALSICEBETDEBRZEZE R /AL &L
KEEHNERLTULET,

| have promised my family that | will not change
the relationship we had before | had ALS.




N{ET%"% - E%%‘N ~ Healthy people and people with disabilities ~

FADEL., EAGTEMGERLI EANICHRELTOKES
PALFETIELVSREIVAZBRLER A,

My wife never fails to take the stance that for any
document, no matter how trivial, “l will check with my
husband and sign if it is OK”.

ALSIZHIBEOELICEELG LI E, BS THEELTAHL
LELWDZETT, Since ALS does not affect perception
or will, she would like me to check it for myself.

D2FY FADEEZEEFETAHIELEFIT/BICEZITLNANDTT,
NETERICRAZ AT,

In other words, her first priority is to respect my will. It
Is the same stance as before.




~BEE- E%%N ~ Healthy people and people with disabilities ~
ESLTHRAYM. BHOhEB-TEIKIZHEIE
HHEDMEHELNFER A,

There may be times when those around you will
inevitably take action with good intentions.

Lb\!/s ﬂﬁﬁ@ﬁﬂ‘)*k@%u&ﬁ%bf%%i
. However, if the person in question’ s will
is confirmed as long as possible,

AANLFEESEZRVEEADTIELGUNT
L &S5 ?then they may be able to find a
reason for existing.




~EEE- E%%N ~ Healthy people and people with disabilities ~

[E=3 (3 Disabled people
HEIZSFONSEITOFEETIEHYEE A,

are not merely beings to be protected by
society.

FrEL T, EEEEMFEN DAL,

Sometimes, people who are considered disabled

—J'%@" _LOL&:E)ﬁl')ij-o
also protect others.




N{ET%"% - E%%‘N ~ Healthy people and people with disabilities ~

REEOHFMND, ALSIZE->THEZ O
RIZBITLI=FATI N,
Although | have moved from the world of

able-bodied people to the world of disabled
people due to ALS,

REZSTFADIIB T DEBHT=L.
%bb'd'ms’.)fb\ﬁ'é'o

| still believe it is my responsibility to
nrotect my family.




N{ET%"% - E%%N ~ Healthy people and people with disabilities ~

FAT= T TIXEWNET T,

Surely, I'm not the only one.
XAbNT=RT-1F. XA =L\ EBSDH
AD1TT, It is human nature to want to

support others as much as we receive
support from others.

EEEF->TRLCTY,

— ABIELT. ELTEORA-5FEETT,
The same goes for people with disabilities.
| would be happy if you would treat me as
an individual.




_&:E
— /B

HYMNESTENELE,

Thank you very much for
your attention.

Partner
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