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ZAF VT4 ZAp5 From Fernando

1. BEROESEOAH»IC, EIERTTOLBVOHLHIChD -] &w)RERH
DE L7, ALS ZRIET 0. 2F 0V T HARE Lo 72EHICH, TDXH KL T
WE L7 ?

In your declaration at the time of your discharge from hospital, you said that you wanted to

become a person who is worth caring for by everyone.

Did you feel this way before you developed ALS, i.e. when you did not need care?

—Z3TT 4, ALS I HRIMNBFAEEITHKBAYD NCEEN-CETIEIFL
CEERMULRIFTREL Z, AOBYREIEIAYUNBARAEZZATNSRIZTTY,
—Yes, even before [ had ALS I had achieved many things because of the people around me.

The only thing I have in common is that people around me are naturally supportive.

2. WUBEE CHRIEOBIRICO T, ALS B RIET B L L T ED bRV & AR
B IN TV LI ICEVE L, b L2 Zbok"t L MR ED LS ICED
STZDPEATL I,

Before and after you developed ALS, you seemed to particularly emphasize that your

relationship with your wife and family had ‘remained the same’. If anything has ‘changed’,

please tell us what has changed and how?

FBERECHRIREDBRICONT,ALS ZREEY HRIELRET, “BEHLELVIE N
FRIZHREASN TO=RIITBWEL =z, LLAIMNEDof="EL b AINED LIS
EH2=DMBEZTLESLY,

—1 think it is more likely that I have lost the trust of my wife and children. The most important
thing was my willingness to continue in the role of husband and father even if I couldn't move.

If I had given up, my family would have disintegrated.

LT 26 From Lucia
B R AREER Y, ACRRICEZOEMICBIL T, Yok IRE2AH D 3
2? T, ZNOOEBEOMHICKL, ok iK#EICLTIoNE L0 ?



Q: ‘What experience do you have with technologies that help you to express yourself, such as
speech synthesis devices?

And how have you adapted when using those devices?’

—HATERICHEOLTHAOFEZRTF T 2EMBREL CWET, LIV AEIZHS
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In Japan, technology has developed to preserve one's voice, not only me. After all, the voice is
the only identity for me and the people around me, including my family. I recorded my voice
in 2015, when Al was not as developed as it is today, and [ spent four hours reading texts. The
hardest part was just the recording, the finished product is generated by simply typing in the

text and an audio file is generated.

77+~ To Ana from Satoshi

BARZALD
-BARTIEEEEDMHICET HEBIFTIT—REINNETT A, B TIXEBRIZ
HERNREGO>TNDIDTLEOIMN?

In Japan, the topic of sex among people with disabilities tends to be taboo, but is it actively

the subject of research in other countries?

AR b oTchn, MR dboThh, MErOBELFOAL D7 2T Y T 4 OHf
eI, D7 D AL VTR T IBUEE, Fric, TEERE. H2BE. Vv vy AT —7
REDTWHPLIFIFAMECHFHZED TCVE T —~TY, L2L,. k7> aT VT4
DX T = VELICRENTT, 2 LIFLIE, fRofmics T, $hEEE L —
7 QEEIR. he) OZRICE T, ?%*b%ﬁME@U&OEﬁOTMiﬁ“*&C\
R 2 5 1313 & A CTEHDBE LN TR A, HMRII AL DA ICE T 2 BEEM: % 2%
LTWw3ich bbb, ZRIERIT, BEEORWEEE ShCTnFE 3, flziX, fA
DEEE - B EMRO 70— 7 LR L OB R L 2GR0 0 & ok, B - mAkEIR
HELEbroTwTh, BHICZIWIMBEICOWTHALZDRFINT 2LV EE T
3, vy Tl



The study of the sexuality of people with some kind of disability, whether physical or
intellectual, is a topic that, at least in Spain, has received a lot of attention in the last few years,
especially in various studies from the fields of occupational therapy, social education and
social work. However, the taboo of sexuality still persists. It is often one of the most central
aspects in the conclusions of studies and in the demands of disability groups (activists,
associations). Generally, little information is available from health institutions. Despite the
fact that professionals recognize its importance in people's lives, it is considered as an issue
that is secondary and of less relevant. For example, one of the conclusions I was able to draw
from talking to a group of health and social care professionals was that they felt embarrassed

to ask their patients about these issues, even though they knew they were important.

JL> 77~ To Lucia from Satoshi

BHzAML

-FAIE ALS [CHRBRID RAERIBFEBICRDBERAFT T ALS ITE-TEA
BRIEZBIZESTHMDRFRLGEETESINDLTY L, LIS LAIORAEET S
EIFEED QOLBEIZFEETHEBNEIMN?

I feel very comfortable when I see my friends from before I had ALS.
I can talk to them without any hesitation, no matter how I look like because of ALS.
Do you think that contact with pre-LIS friends contributes to improving the patient's quality

of life?

R ZNE TN TE LTI T, R4 =R F0znwtd, wABREREH O
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Based on the testimonies [ have had contact with, I would say yes. Interpersonal relationships
are a central aspect, especially when it comes to meaningful and close ties. In relation to
friendships, many people who have shared their experience emphasise how crucial it is that,
in these relationships, the perception of the person does not change. They value positively

when their friends learn ways of communication that allow the relationship to remain as



similar as possible to the way it was before LIS.

SEEDVREITTET I ARYBICZITTR, 77/ =033 bicfbLTcaa
= —va VPR TABEEZYICEAE T

—Thank you for your answer! It really is true. I sincerely hope for an environment where

technology can be further developed and communication can be maintained!

srEF~  To Yukiko

HEXA 55 From Prof. Inoue.
ey 2 b4 v] LW AFRBERBITFEDODH Y HERDOT T LD T, & #HIx
H 5 DD,

Are there any criticisms that the name ‘locked-in’ itself determines the way of existence?

ZDeBY, LISOHOT V7 — 1+ OFERICIIRD X I BEARH Y £ L7,
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IRl —vavELENLTRILLHLAD LN THRL, FOTICHA v EHA
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As it was, the results of the questionnaire from the LIS people included the following
comments.

- ‘It is negligence, ignorance and arrogance on the part of health professionals’

- ‘I think it is inappropriate. I think it's a physical and mental problem to be locked in, what
are you referring to as locked in?’

Some thought that they are not confined because they are still able to communicate, and that
if they read the signs without giving up, they would not be confined. Unlike the situation in
stroke-derived cases, where both medical professionals and parties are convinced to use the
term LIS, there is a movement from the clinical as well as the parties to not use the expression

locked-in in the case of advanced neurological incurable diseases such as ALS.
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The question of what is the most important thing in life at present in the ... 7. healthy people?

Are there any comparisons with the national and regional comparisons?

E¥ohT—2idbsoTTR, H MBI Lok ELSnr s T,

We have collected data, but comparisons by country and region are still to be made.

-1 0DBRELREEZEVEZONDE &, DETITONT, EDXIHIICEYBRZ 72D,

Regarding the part of -10, if you can overcome excessive care, how did you overcome it?

FLVWIR ISV FTHATLER . A v 2 a—%2HE Tl REZEC 2T Eo X
IICEYBRZ -0 ZFAND Z L I3 TE 20D LILELA,
The data gathered is not yet comparable between countries and regions, but comparisons

between countries and regions are still to be made.

JHY DADBREMLNTECTL WIFHEICOWTIE, EBEE Y DAL I fFEH->Twn
QOPHEETELEHIDETE, AYVDANATDOHA N T4 VvHRZWRdDIEH L DD,
Regarding the story about people around you being too careful, I think that people around
you actually struggle a lot with how to deal with you, but are there any guidelines for people

around you?

LIHT, & 2 IR CHDHZ 2 2 WA, EEEZ SO CHAR ZHAOREE L2 X CHEL.
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IZLW, EWIHI IR lEBoLe o TWEDRHIRHTL 72,

In a previous workshop, a deaf person talked about making an instruction manual for people
with disabilities so that they themselves understand their own disability well and can explain
it to others. At that time, I asked her if you have any typical examples of what you want people

to do or not to do, or any guidelines that might be easy to understand. But she said that it was



difficult to make a blanket statement because each disability is so diverse. Rather, I was
impressed that she said that she would like us to be actively involved in the process of creating

that instruction manual and to get to know each and every one of us better.

BHZADHEKIIEANFEMIcLE D b2 TTH»? (JIIDAEFETF)  Doesn't
Mr. Onda's wife get jealous of a beautiful nurse? (Yumiko Kawaguchi)

L % | answer

TN FIZFEDPODMNEAVRDOT, DT VNLEEA, satoshionnda My wife
and I have known each other since we were students, so I can't put anyone down. satoshi

onnda

BH X ARBR L, tamitoflEce c T TRFENICZAONTuE T2 ? Zid+
CL X 9P, WEEFNE— To what extent is Onda-san financially supported by insurance
and other social welfare programs? Junichi Himeno

L % | answer

131E, flEoEsrFcHCAEBERSAEZO5NTE S, satoshionda  Almost, thanks to

the system, I am able to live without any co-payment. satoshi onda

Ann Johnson

BED LIS ic LIFLIERME~V =TT 22 7~ FRIESFIFEL £, BIEEE LR
A RICKIEDBHEMC~NVAN—DEZ ZLEE R D TTE, N#ELWITAICER.
UM - TLE S BUEZEI Db FETT, MEEFENMEIT, N — v X D4t Ic
Flrz B x 3 EWBDT, AMNEELL—ALIZLTET, JIOEET  Sexual
harassment issues often arise in male LIS against female helpers.There is no need for female
nurses and helpers to answer the physiological needs of male patients,It is also true that some
male patients perceive affection in the act of caregiving.Disabled people's organisations make
same-sex care a rule because they do not want any trouble when providing care services.

Yumiko Kawaguchi

=V

LISH"AN—DFEY %, LISZAEZ 5 L ICHB R AL ICHELTH LI, &)
LbwwTlrd, JINFET

How can we help LIS survivors' narratives be understood by those who are reluctant to live
LIS? Yumiko Kawaguchi



FAD JesE ALS B T ARRERKICH T CIHS 2 A3 TE £ L7k, 24 A3 2 HEITC
DT EBHEKE L, OB ERTNIEE - LA BKIEITZDICR>T (HFRL )
Wb LNe T, RYITEHL TET,

Akemi Umeki I too was able to get help from senior ALS patients and their senior family
members, and I was able to provide 24 hour care in a rural town. Without them, our family

would have been ruined. Thank you Akemi Umeki

O EREBFORE L E XL L CTHEZ L L AEVE L, R

I too chose to live by the smiles and way of life of my senior patients. Yuji Sato
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BYCavy 227 P EROETHITZDRHAETFIATT, BMITAEFIACSZTE
v ¥ —TL7,
Akemi Umeki Yumiko was the first person I had contact with. I was very lucky to meet

Yumiko. Akemi Umeki

AAF = F VY VIRICOENZ 5 TR, MBS N —F v VIRICRER L 72 O TR A
PELRFICBBAZTH T2 EBoTnEd, FAd T T AWM ‘fC’C?’#

Akemi Umeki Hal, it sounds like it would be useful for Parkinson's disease. My aunt has
Parkinson's and [ would like to teach her when she needs it. I still need to learn more, though.

Akemi Umeki

HAL 13 ALS 047V ~ e Y CRESEA I T E 3, ROBIMET 285 ¢ 2 D23, 3hhg
TS, ek
HAL is covered by insurance for ALS gait rehabilitation. It is effective in delaying muscle

weakness in the legs. Yuji Sato

EiE 5 R CHKBEUN D NDONEZFIECREL CTWE S, Lo L., 2B a2 EA 72
D, ~AN=RRD Do) LT, EBEDIHIERDH o THfiENT LA,

The government has a system to guarantee the care of all non-family members. However, the
system set up by the government is not fully used even if it exists, because municipalities

refuse to pay the tax burden or there are not enough helpers.

ROBEINTEZXLOLEZ T RSy, LEREBALS BEZIEL LT LA, btk
ZFEALSEEHEICHDOFIIFTANAREEZ L VHLIRZWEHIFELEI L. F0d L2613, ALS
BENRERBEOFRZTEL LHICRVFE L, ZLTAAAN—IALEDOTEL T NTWY



2N A RKELDPT—LEEITELZHLE L, KEFMBHR T NZIOBELWES
STWE L7z, 24 HNM#ELRBCE CRERER VA I L THE L LA, ALS I b 7%
TR Db AP0l L REDTLE Y FTLT,

Akemi Umeki At first, my father refused to see the senior ALS patient because he did not
want to see what he wrote or how he lived. However, he later apologized to the senior ALS
patient for being rude at that time. After that, my father started to listen to the family members
of the senior ALS patient. My father then referred to the people who supported him, including
the helpers, as his friends and his team. My father said he was glad that his friends came every
day. We had a happy encounter with 24-hour care. It was the best gift that I could have
received if my father had not been diagnosed with ALS. Akemi Umeki



