
People with Dementia 
Relay for Hope
- Pass the hope
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認知症とともに生きる

わたしたちからの希望のリレー

～当事者から当事者へ～

Japan Dementia Working Group

日 本 認 知 症 ワ ー キ ン グ グ ル ー プ



Let’s watch the video “Relay for Hope”

Introduction

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.

Introducing the Panel

Chair
Tomofumi Tanno

Now aged 43, I was diagnosed with Alzheimer’s 3 years ago.

You can spend your day smiling!!

From member of JDWG
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From member of JDWG

Kazuko Fujita,  Co-Representative

Now aged 55, I was diagnosed with Alzheimer’s 10 years ago.

During these 10 years, I was on a journey working to create a society in which even with 
dementia you could live as an individual. I experienced setbacks and sadness but I met 
many people and experienced many joyful things – it was a very fulfilling decade.
I 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.

From member of JDWG

Masahiko Sato,  Co-Representative

Now aged 62, I was diagnosed with Alzheimer’s 
12 years ago.

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. 
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From member of JDWG

Akio Murayama

Now aged 66, I was diagnosed with Alzheimer’s 3 years ago.

The most important thing is to spend time with peers of the same age group at the 
day centre. 
I sing SUKIYAKI to myself as I walk: “I look up when I walk, so my tears won’t fall”.

From member of JDWG

Yutaka Takeuchi

Now aged 67, I was diagnosed with pre-frontal dementia 11 years ago.

A torment for me is that I want to work but I can’t. But even with dementia with support 
we can work. If possible I want to work. I want to continue to be a part of society etc. I 
wish to see a society in which people engage more deeply with dementia. 
I give talks not to people with dementia – but to those with illness and disability and 
those struggling with difficult circumstances because I have had similar experiences. By 
doing so, I hope that they can find a slightly better direction.
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From member of JDWG

Miki Taira

Now age 58, I was diagnosed with Lewy Body dementia 6 years ago.

At first, I was full of anxiety but I met many friends and we thought and talked together 
and discovered useful hints about how to enjoy life. I think that it is good to get an early 
diagnosis. It is 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. I live now by being 
myself – with the support of my precious family, friends, partners and many others.

From member of JDWG

Tetsuro Ishihara

Now aged 41, JDWG Partner, Dementia is our business.

As I met Tanno-san and have continued working together with members of the Miyagi 
Dementia Discussion Group, I came to know the significance of peer support. Currently, I 
am studying the Scottish dementia post-diagnostic support system and dementia activism in 
Edinburgh and Glasgow. Neurologist, Dementia care mapping advanced user. Today, I 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”

認知症とよりよく生きる

“ワーキンググループみやぎ”

発足までの経過
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WG:
WG born out of voices of people with dementia, supported by network of people 

with dementia’s participation

Miyagi Dementia Discussion Group 2001 -

People with dementia; Alzheimer’s Association Japan members (families); health, social care 
and welfare professionals; government officials; the media; the business community

“The Wings”: A choir of people 
with early-onset dementia

“Shiawase-no-kai”: 
Meetings of people with 

dementia

Individual participation (as volunteers)

−
“Orange Door”: Encountering place for 

people with pre- & post-diagnosis of 
dementia

Miyagi Working Group

“The Wings” 2006

People with early-onset dementia and families come together

They hold discussions

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

Here for the first time, I met other people with dementia who took the 
same medication and sang songs together
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Meeting other people with dementia after diagnosis

• (2014 7 )
Meeting with Takeuchi-san and Fujita-san (July 2014)

• 2014 8
Public speaking tour with partner (in an equal relationship with 
partner, August 2014)

• 2014 11

“Shiawase-no-kai”: Meetings between people with 
dementia to discuss problems etc between 
themselves (November, 2014 onwards)

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

Orange Door (2015onwards)
1

Comprehensive information first stop by people with dementia for 
people with dementia (Monthly)

An ‘encountering’ place to access hope during distressing times

7



6
Planning (Ministry of Health, Labour and Welfare commissioned 
Pilot research: 6 pilots across Japan

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

Let’s utilise the Orange Door experiences!
Calling for participation

Towards 
Meetings: not to gather people but people gathering naturally

Drawing from participation from Orange Door, Shiawase-no-kai and 
The Wings and voluntary participation. 

1
The First Meeting of People with Dementia (Research Project)

Place Use of accessible public or fee-paying space
90

Time Morning, about 90 minutes, followed by lunch

Themes Capturing discussion themes on the board
Examples

“Is it necessary to have interactions between people with dementia? If so, what kind 
of places do you wish to go to?

The meeting was conducted without partners

Family meeting
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Me! Towards a society in which I can say I have dementia

I want not only day centres but also “Ibashos” 
where I can pop in everyday and have fun like “cafes” and “Tsudois” – and be myself. 

I was told at the local government reception: ‘try hard not to forget’. I want more 
flexible approaches.

Don’t take away from me those things I can do. It is important to have an 
environment in which making mistakes is not reprimanded

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

I want to make my own decisions about my things.

1

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

People with dementia regain their confidence by speaking for themselves

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.

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?

The voices of people with dementia based on their lived experiences have a big 
impact on changing those around them and society.

The First Meeting of People with Dementia:
The learning of those attending
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WG

2015 .5(May)

2016.1(Jan) 

2017.6(June)

2016.11(Nov)

2016.12

2006 

2014 .11(May)

2001 

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

The Wings

Shiawase-no-kai

Ogange Door

1st Meeting of People with Dementia

2nd Meeting of People with Dementia

3rd Meeting of People with Dementia

Prefecture Project:
Networking Events of People with 
Dementia across Prefecture

Chaired by a person 
with dementia

2015(May)
2016(Jan) 

2017(June)

2016(Nov)

2016 (Dec onwards)

WG
2017(March)

Ibasho

2006 

2014 (May)

Miyagi Dementia Discussion Group 2001 
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3
3 people with dementia (voluntary participation)

• 3
Families being over-protective towards people with dementia

•
The variations of responses from local government, financial services and 
train stations etc

•
Positivity and lack of positivity among people with dementia

•
How to manage changes in mood

•
The need for Link Workers
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Partnership between people living well with dementia and Partners

Networking with 
and supporting 
ppw dementia

Orange Door
Outreach

Showcasing everyday 
adjustments

Co-working with 
local government

Producing “Care 
Path” leaflet

Dementia policies

creating 
communities

Lecturing requests

Citizens / supporters

To professionals

Family groups

School children and 
students

Miyagi WG

WG
Japan Dementia 
Working Group: 

JDWG

Co-working with 
partners

Miyagi Dementia 
Discussion Group

Building links through 
“Report on the UK 
Visit 2016”

Scottish 
Dementia 

Working Group:
SDWG

Experience as a doctor in charge
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Live with hope with dementia
•

Suzuki-san co-presenting with Tomo
•

Saito-san continues to farm
• 3

People contacting Orange Door after three days of 
diagnosis

The importance of making early post-diagnostic contacts with support and 
partners for people with dementia 

(In Japanese)
https://miyagininntishou.jimdo.com/

Miyagi Dementia Discussion Group
https://miyagininntishou.jimdo.com/english/
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