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People with Dementia

Relay for Hope

- Pass the hope
from people with Dementia
to people with dementia
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[FUMIC Introduction
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Let’s watch the video “Relay for Hope”

CHLED  From member of IDWG
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The Japan Dementia Working Group is:

run by members diagnosed with dementia who undertake advocacy to achieve
communities where all of us can live well with dementia.

E1EEDIBIT Introducing the Panel

PEES Chair

BEEX (EAD E£BMFH) Tomofumi Tanno
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Now aged 43, | was diagnosed with Alzheimer’s 3 years ago.
[SEBATICTENTEFET ! ]

You can spend your day smiling!!




CHLED  From member of IDWG

BEMF (AUE ) HEKE
Kazuko Fujita, Co-Representative
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Now aged 55, | was diagnosed with Alzheimer’s 10 years ago.
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During these 10 years, | was on a journey working to create a society in which even with
dementia you could live as an individual. | experienced setbacks and sadness but | met
many people and experienced many joyful things — it was a very fulfilling decade.

| want to tell you that it is important that after your diagnosis of dementia, don’t forget
to keep smiling along with people you can trust, don’t give up and keep on adjusting to
everyday life.

CHLED  From member of IDWG

(Rl (&5 FETVI) HREARR

Masahiko Sato, Co-Representative
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Now aged 62, | was diagnosed with Alzheimer’s

12 years ago.
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Dementia is a disease which anyone can develop. After your diagnosis of dementia,
don’t be ashamed — be open about it, accept the support of others, and live life to
the full.

Having dementia is inconvenient, but not unhappy.



CHWVWED  From member of IDWG

FIlL BAE (©5PF HEEH) Akio Murayama
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Now aged 66, | was diagnosed with Alzheimer’s 3 years ago.
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The most important thing is to spend time with peers of the same age group at the
day centre.
| sing SUKIYAKI to myself as | walk: “I look up when | walk, so my tears won’t fall”.

CHLED  From member of IDWG

" @ (1355 WD) Yutaka Takeuchi
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Now aged 67, | was diagnosed with pre-frontal dementia 11 years ago.
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A torment for me is that | want to work but | can’t. But even with dementia with support
we can work. If possible | want to work. | want to continue to be a part of society etc. |
wish to see a society in which people engage more deeply with dementia.

| give talks not to people with dementia — but to those with illness and disability and
those struggling with difficult circumstances because | have had similar experiences. By
doing so, | hope that they can find a slightly bgtter direction.



CHWVWED  From member of IDWG

EHE (VWS #ZF) Miki Taira
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Now age 58, | was diagnosed with Lewy Body dementia 6 years ago.
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At first, | was full of anxiety but | met many friends and we thought and talked together
and discovered useful hints about how to enjoy life. | think that it is good to get an early
diagnosis. Itis not true that if you get dementia you can no longer do anything — or think
about anything. It is important to keep using your brain yourself. | live now by being
myself — with the support of my precious family, friends, partners and many others.

CHLED  From member of IDWG

AIFEZEEP (WUIEB TD53) Tetsuro Ishihara
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Now aged 41, JDWG Partner, Dementia is our business.
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As | met Tanno-san and have continued working together with members of the Miyagi
Dementia Discussion Group, | came to know the significance of peer support. Currently, |

am studying the Scottish dementia post-diagnostic support system and dementia activism in
Edinburgh and Glasgow. Neurologist, Dementia care mapping advanced user. Today, | am
going to talk about some activities of ‘Orange Door’ in Miyagi, from the Partner’s perspective.
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Living well with dementia
Journey towards launch of
“Miyagi Working Group”
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HEBEOENLIFEN, BFEESNMORYENT—IMNXZBHWG:
WG born out of voices of people with dementia, supported by network of people
with dementia’s participation
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EEMRMEDDEE ] Y= T 3 “Shiawase-no-kai”:
“The Wings”: A choir of people J $/7 g jﬂ‘bg Meetings of people with

with early-onset dementia Miyagi Working Group dementia
e, | DERROHRVOB-BRALE? |
“ea “Orange Door”: Encountering place for 3
people with pre- & post-diagnosis of
dementia

[EIRORAERETICEADIR
Miyagi Dementia Discussion Group]2001 -

Individual participation (as volunteers) ﬁ BASMGERITAT)
EEEEEEEEEEENNEE NN NN NN NEEEEEEREEEEEEEEENEEEEEEENEEENEEEEEEEEENEDN

LZEEH-REOS-EREMBE. NMEEME. BAEMRE. TH,. YR &%
People with dementia; Alzheimer’s Association Japan members (families); health, social care
and welfare professionals; government officials; the media; the business community

2 | “The Wings” 2006~

HEMEIMEDERN-RENEFD

People with early-onset dementia and families come together

HEEH-RETOELEL

They hold discussions

WSRLEFETHEARELTNS
They reach out to the society
through the performance of their songs

CTIHLHTEHFELERI, RILEZRATLDAEHELY,
ﬁ‘%'vﬂk%ﬂkof:o

Here for the first time, | met other people with dementia who took the
same medication and sang songs together



ZHTEDIFALDE

H&=LD

Meeting other people with dementia after diagnosis

« MARTARCEHITA(2014FE7R)EDHE £

Meeting with Takeuchi-san and Fujita-san (July

2014)

o« IN—FF—LDEERIT(2014F88 . I\ —FF—EDKFLER)

Public speaking tour with partner (in an equal relationship with

partner, August 2014)

« THHEEHLEDE] BEBHRLTOXRE (2014F118~)

AKARI L THAGEZEELEIEL
“Shiawase-no-kai”: Meetings between people with

dementia to discuss problems etc between
themselves (November, 2014 onwards)

« BEFHICLLIEZFHDLOHOMEAEEOSNALFTDERE

A vision for “Orange Door” to be information first stop by people

with dementia for people with dementia

HN ALK 7 0range Door (20150nwards)

HFEHICLHEFED-HOREHEARED (A

1[8])

Comprehensive information first stop by people with dementia for

people with dementia (Monthly)
AEHEHICHFLEDENDTHE VDG

An ‘encountering’ place to access hope during distressing times



2&*5_7_'4'?/7\\0) _I/J'_\FEI Planning of meetings of people with dementia
1. TE(EEFHEE/N\MOVrEETE £Ee6HE)
Planning (Ministry of Health, Labour and Welfare commissioned
Pilot research: 6 pilots across Japan)

BR T, YEHERIDIT/A—FF—EBELES !

In the Miyagi pilot: With people with dementia at the centre, co-
work with partners!

[BENALKT IOREBRZETFNES !

Let’s utilise the Orange Door experiences!

2. Calling for participation
~“EHB"TIILEFED'S—T 122~ ~Towards
Meetings: not to gather people but people gathering naturally~
BENALF7-EEHOEDR-ZOZNMEMISEY. BEMIZSM
Drawing from participation from Orange Door, Shiawase-no-kai and
The Wings and voluntary participation.

FIRARANE—TA42T (HAREFE)

The First Meeting of People with Dementia (Research Project)

(& BI7VEROBRWWAH-BHIAR—XZEF A

[Place] Use of accessible public or fee-paying space

(BF R)FRTH 90RiEE ¥RTRIZSVUTF

[Time] Morning, about 90 minutes, followed by lunch
[7—<]ELESIT—Y&R—KICEEHT

[Themes] Capturing discussion themes on the board

LBFI> TRKANBLDORRITHEN, EAGIGELITEL A ] KExamples™>

“Is it necessary to have interactions between people with dementia? If so, what kind
of places do you wish to go to?
S—T4UT T IN— b F—EBEN TIToT=, The meeting was conducted without partners

KAE—T127J R I8

meeting for people with dementia Family meeting




E1RIARANZS—T 12T KADE

'C%é_&’éﬁ?b?&b\’CO‘_éL\ KBLTHEEONLGNRENKETY,
Don’t take away from me those things | can do. It is important to have an
environment in which making mistakes is not reprimanded

.

.

(R BAE T LS A BRI,

Me! Towards a society in which | can say | have dementia
TAY—ERET TG EBITHAT AT 10 DENIDHKRLGELL BS
NBER TEONAFEIZATHIFZLLY, | want not only day centres but also “Ibashos”

\where | can pop in everyday and have fun like “cafes” and “Tsudois” —and be myself. Y,

(eSS DEE B - MBS, RIEEEEL TN, A

| have seen the face of the care manager but she talks to my family

BRDIEZB D TROSETIELL

\_| want to make my own decisions about my things. )

ZATDZEOTERD ADGIMERE > THENLEWLT TSIV EEHLNT-, iiﬁ%iﬂh
’EL,'C(&L,L\O
| was told at the local government reception: ‘try hard not to forget’. | want more

\erX|bIe approaches. )

The First Meeting of People with Dementia:

The learning of those attending

J—chD)\;b MHIEDANEEERGENEASLHECEZ LT FEEKLTLV =0
TIIZEULVEEAD DY, Isn’t it true that those around people with dementia assume
that they cannot speak and so do not listen to them and render them mute?
(BEOTSEVN NSRRI OELAENEL-EL TUKTEMKE,

It is important to encourage more discussions among people with dementia at
ordinary ‘Tsudois’.

REED AMNBELEEZT HSETEREZMYRLTLS,

\_People with dementia regain their confidence by speaking for themselves J

s - - _ . . N
KRERZBFEA-EFEOFIIABRCHREEZDRELRA /I ILEELO2TIVD,
The voices of people with dementia based on their lived experiences have a big

impact on changing those around them and society.

J
~

)

Qéhl]bfl,\’ch BNOE VW EESIFEEITTEY. -I-"%?E’C%&L\A
ADFZEODHY HEEZSHE BT, This meeting made us think about the ways
to support those who participate but cannot put their thoughts and what they
want to say into words and so cannot make the best of it.
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2017.3(March)
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/ 2017.6(June)
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BNALEF7 2015 .5(May) [@ BEE. KAS—FT Y }
BERNORARXRE
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2006
)= |Eiﬁ0)§%’\%uﬁ€—&%(:%ié% 2001

From an Encounter of Hope to a WG Speaking Out to Society

[: :Ibasho

: Chaired by a person
with dementia

34 Meeting of People with Dementia

/ 6(Nov)
O 2"d Meeting of People with Dementia
/ o 2017(June)

15t Meeting of People with Dementia

i 2016(Jan)

Ogange Door = 2015(May)

Prefecture Project:
% Shiawase-no-kai ] 2014 (May) Networking Events of People with

Dementia across Prefecture
/ | The Wings | 2006

2016 (Dec onwards)
%J Miyagi Dementia Discussion Group |2001
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[TWGAHROF INDSMIEEU T
Invitation to “Miyagi WG”

(D—F2TTI—THDE] (FIREDHDKLDBRREMEN D T OBIZBAATISE
<. RIEHSENBDOR > TNBCEDRELTNBCEREICDUT,
F—VaEoEEDIECI,

“Miyagi Working Group” is not like existing Dementia Cafes or
lbashos but a place for themed discussions such as ‘What difficulties
or feelings people with dementia have™?’

SO ECEEFDUARICREITDCETHEEEZD—SFICRDFET,
Speaking about the discussions to the local community and society
becomes the first step in changing society.

ZFARBTFESNICSHNLENEES, BODB>TNBDCEZA>TESDC
ETHERICEND>DTEULNWERSHEESEZRDHET,
We invite people with dementia who want to participate and who
want society to change by making their views known.

HBEBEXY Tomofumi Tanno

[(D—X 25T ) —THX0F |G
2017.3(March)“Working Group Miyagi® Meeting

LEE3R (BENIZSM)

3 people with dementia (voluntary participation)

- HEH3R(BEMICSM)

Families being over-protective towards people with dementia

o TR -EmiER-BRGETOXICDE
The variations of responses from local government, financial services and
train stations etc

© HIREHRAFEELOTENEESE

Positivity and lack of positivity among people with dementia

« IDDFEEZTESVVEZLN

How to manage changes in mood

s YLOI—h—DOWEMH
The need for Link Workers
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Partnership between people living well with dementia and Partners

B AR HIEWG

Japan Dementia

Working Group:
JDWG

Scottish
Dementia WG
Working Group: Miyagi WG
SDWG
AAM R AR ITEEDEE LEERM-XIE
Lecturing requests || Co-working with || Networking with
mR-YR—4— local government || and supporting
Citjzens / supporters || &7 ;R 2 ek ppw dementia
A [ T Producing “Care BRALKT7 (BT H
To professionals Path” leaflet 5&)
o b A =
%ﬁﬁﬂ SR RNE b 2R Orange Door
Famll_x_/_grougf Dementia policies (Outreach)
NP RFE FEOLKUYASM || BESLOI KRB
School children and creating Showcasing everyday
students communities adjustments

IN—bF—LEE
Co-working with
partners
ERORIEZED
[CEZDE

Miyagi Dementia
Discussion Group
NERHERITD
£ J00)

Building links through
“Report on the UK
Visit 2016”

pm TN
4 /A

Experience as a doctor in charge
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Live with hope with dementia

* RHESALLLICEEEZT HEARSA

Suzuki-san co-presenting with Tomo

- BEXZTHMINT SFEESA
Saito-san continues to farm

« ZWIMNGIBETENALRTIZDEAS=A
People contacting Orange Door after three days of
diagnosis

PR, AEE -XEICN\—rF—ICRHEIZ OGNS EEH
The importance of making early post-diagnostic contacts with support and
partners for people with dementia

BEIRDRIMIEEZLEEIZTE XSS (In Japanese) Miyagi Dementia Discussion Group

https://miyagininntishou.jimdo.com/ https://miyagininntishou.jimdo.com/english/
13
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HYNRESTEUVELT=,

Thank you for your participation

BARZBHET-F2ITIN-T
R—=ANR—=F http://www.jdwg.org
A=)l contact@jdwg.org

Japan Dementia Working Group (JDWG)
Website http://www.jdwg.org
E-mail contact@jdwg.org

AEME BERA—FM))—KRASHOBEICIYFELFEL =,
This paper was sponsored by Eli Lilly Japan K.K.
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