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New Peer-to-Peer Group

FOR PEOPLE LIVING IN SCOTLAND INTERESTED IN RESEARCH

Come and join our supportive group, led by people with dementia,
working in partnership with the Edinburgh Centre for Research on
the Experuence oF Dementia (EC.RED)
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Image: Invitation poster created by Yixuan Wang (Intern at ECRED) for the first peer
group meeting (where it was named Ecredibles). Yellow background with depiction of
smiling people in an iPad type tablet



Key messages from Dementia Enquirers projects

1. People with dementia can lead their own research projects — both
drawing on previous life skills and learning new ones to explore
the questions that most interest them.

2. The research questions that people with dementia generate can
be different from existing research questions. They are based on
lived experience — on topics that will make a real difference in
people’s lives.

3. “Being in the driving seat of research” doesn’t mean that you
have to do everything yourself. Team work and support can really
help. But controlling the research and leading the way gives
people with dementia a huge boost in confidence.

4. Making the language and processes of research more accessible
helps everyone!

5. Research between people with dementia makes communication
and engagement more possible, because having something in
common increases trust.

Date of publication September 2022

You can download this report here:
https://dementiaenquirers.org.uk/individual-projects/
the-ecredibles/

You can read other Dementia Enquirers reports here:
https://dementiaenquirers.org.uk/individual-projects/

To find out more about Dementia Enquirers visit:
https://dementiaenquirers.org.uk
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How can a Group of People Living With Dementia

Work in Partnership With a University Project in Order

GO to Lead Research?

% Image: Superhero teddy bear wearing a blue mask and cape,
holding comic style sound effect stickers e.g. ‘Kaboom!’

Authors

Dr James McKillop MBE, Agnes Houston MBE, Nancy McAdam BEM,
Martin Robertson BA Hons. BSc. (Open), Irene Donaldson, Gerry King,
Willy Gilder, Michael Cheung, Audrey Ross, Ruth McCabe (Facilitator,
STAND).

ECRED team: Professor Heather Wilkinson, Yixuan Wang, Dr Katey

Warran, Dr Frankie Greenwood, Valeria Lembo, Dr Rosalie Ashworth.
Paula Brown (Facilitator - although facilitation tasks are shared).

Innovations in Dementia Mentor: Philly Hare and kind support from
Rachael Litherland.

DEEP Support from: Rachel Niblock & Anna Harrison.

Location Driver - David Brown.
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Introduction

We are the Ecredibles, a group of peeple superheroes living with
dementia in Scotland, who are interested in research. We are a peer
support group within DEEP, the UK Network of Dementia Voices. Our

group is led by its members.

This group offers peer support to share ideas, information and inspiration
about research projects and to co-produce our own research from our
ideas. We have support from groups, partnerships and projects, and in
particular from our sister group, ECRED. We also support research ideas
from others who have dementia. Our group is unconstituted, which means

that we need a host organisation for any funding.

The University of Edinburgh’s ECRED (Edinburgh Centre for Research
into the Experience of Dementia) is our partner. It offers us formal,
contracted support to write research and funding bids (from Dr Katey
Warran), intern support hours (from Yixuan Wang) and skills, staff
support time, budget hosting and a formal partnership with a university.
ECRED has awarded Knowledge Exchange Fellowships to some

members.

Research partners have kindly come on board to support us, for
example to create a video resource bank of the processes of research.
This gives us YouTube hosted films to refresh our memories about how

to tackle each stage of research projects.

Life Changes Trust funded us to organise the group and to start meeting.

This was with a peer to peer grant.

Our web page is our DEEP group page.

https://www.dementiavoices.org.uk/group/ecredibles/
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The group was awarded its first research project funding by Innovations
in Dementia, through Dementia Enquirers, to research how to create
and run a research group, led by people living with dementia, in
partnership with a university project. Our task is to look at creating a

replicable model to share across universities.

This document, created collaboratively as a group, is our replicable

model to share.

Image: Agnes holds up her ‘| want to speak please’ yellow card during the first

Ecredibles meeting.
https://bit.ly/3Bzmtgs

The group shares its facilitation, admin and research tasks, which

are paid. We offer vouchers, bank transfer or equipment as required to

suit individuals (see link to document about valuing people living with
dementia — https://bit.ly/3QFzUj5).
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In order to achieve this, we have offered rehearsal sessions on Zoom.

Image: James McKillop drops in to assist Martin with his rehearsal session along
with Yixuan and Paula.
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We have a page on the DEEP website, where we offer our meeting
minutes as documents and as spoken word files to listen to. This offers
professionalism with our public facing information.

https://Iwww.dementiavoices.org.uk/group/ecredibles/

We have a group WhatsApp chat, which is shared to email for those
who do not use WhatsApp.

We have a twitter account to share our news. @ecrediblesgroup
#ecredibles

<« Tweet

' .. Martin Robertson Dementia Researc...
' @mdr107

Meeting this afternoon, 3rd in less
than a month..We are moving
ahead....

@ Innovations in Dementia @Innov D... - 20h

Check out the fabulous new group
@Ecrediblesgroup supported by
@ECREDementia @LifeChangesTrst and
@Innov_Dementia #DementiaEnquirers grant
An exciting partnership model which would be...

08:59 - 05/01/2022 - Twitter for iPad

Image: tweet from Martin saying ‘Meeting this afternoon, 3rd in less than a month...
We are moving ahead...’

We have an Instagram account @ecredibles
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< ECREDIBLES

Posts
‘ ecredibles
R ———
m acts of kin n

Rando
s

Next month:

. Launch of the facilitator Top Tips booklet o
i events

+ More news about forthcoming DEEP 10th Anniversary e

+ And all your stories and news

Please getin touch with your news, stories and images. You can:

em to Niblock@myid.org.uk

Doy y: 616, Exeter EX1 €
Post RO Eox ntia Diarist you can record your

« Telep em to 07720 538851 or il
news item there.

| DEEPis supported
and funded by:

" Rachel Niblock - UK Coordinator for the DEEP network (@) =,
Email: Niblock@myid.org.uk Mobile: 07720 538851 %

[E] www.dementiavoices.org.uk 1 @innov_bementia ] UK DEEP Network

Image: Back Page of Our DEEP News, featuring our Ecredibles bears.

We collaborate on documents through Google Docs - we are
researching how this works and if it is the best platform for us. It seems
to work well in hybrid form, with pdf or pasted into email versions for

those who can’t access Google docs.
We describe our images to assist audio description software.

We collaborate around best practice, creating short pieces of

partnership work to share best practice methods.

Orientation: We send out the next meeting Zoom link with notes from
the meeting we just had. We send out a reminder link the morning of a

meeting with the agenda.
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We follow DEEP guidelines for in person events - here’s a handy

document for in person travel support. https://bit.ly/3K2c2Vh

How the group feels

We’re family, we take care of each other - we notice if someone

isn’t here, to check on them. Agnes

Research, catnip for the brain. It is my peer support group. | feel

that the university researchers are also my peers. Martin
I’'m leaving something for those coming behind us. James
It gives me a sense of purpose. Gerry

| was really glad | managed to get along today it was good to be

part of it all! lrene
It’s like being with my mates. Rosie
BOLDIy going where nobody has gone before! James

It keeps me intellectually stimulated and that’s a need | have, and

it’s a need we share in common. Willy
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Image - drawn by Willy Gilder - of one of our Zoom meetings, depicting clockwise

from top left Paula with curly orange hair, Martin with his headphones on, Ruth and
Gerry, both wearing blue tops, with their glasses on.
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Group Background

Before our first meeting, we attended several meetings with Rachel
Niblock, UK DEEP Co-ordinator, Philly Hare of Innovations in Dementia,
Professor Heather Wilkinson of ECRED, and members from the University
of Bradford’'s Experts by Experience group. The information and
collaboration from these meetings informed the formation of our group.

Image: yellow post-it note on the board at DEEP Scotland gathering saying ‘Catnip

to the brain Ecredibles.’ In red pen.
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Image: 7 of the Ecredibles around a round restaurant table I-r Paula, Rachel, Martin,
Michael, Yixuan, Willy, Agnes.

The group regularly attends ECRED informal monthly meetings online

and receives the newsletter.

Image: Willy’s colourful art work, depicting the bustling and noisy Binks event.
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University team feedback:

Has the group supported your professional development?

‘This is the first time that | have collaborated directly with those
living with dementia to codesign research funding applications.
This has been completely invaluable to me. It has enabled me to
learn more about how to effectively codesign research that has
lived experience at the heart of it and to work towards a future
where all those with dementia have the opportunity to be research
leaders. ...The ECREDibles is a ground-breaking project that is
making this happen.

‘The ECREDibles disrupts existing university structures and this is
what we want. For example, we have to create new systems that
mean we can pay those with dementia and co-apply with the
ECREDibles for funding. This creates challenges, but they are
important challenges that mean we are working towards a more

equitable future.’

Dr Katey Warran

"We discovered through the ECREDibles, ways to access the
library and academic journals and papers. This was a great
learning experience for the library team who were very helpful with
finding ways to ensure members had the access that they needed
to academic literature, and that they were able to receive a library
card if they wished to have one. This experience highlighted ways
that are often not accessible, but able to be challenged and

changed to make the university more inclusive. | believe the
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ECREDibles are beginning to push the boundaries of less inclusive
systems, or standard ways of doing things, like grant applications
and highlight different ways in which things can be done more
inclusively. For example ...how to make our meeting platforms

more inclusive etc.’

Dr Frankie Greenwood

‘Wherever there is a task, for example a funding application, my
first thought is about how | can support a group member to use
their skills to tackle it, or how can we find ways to offer skills
sessions to enable the group? At times, it has just been about the
opportunity to practice a skill, in a supportive environment, such as
taking notes. It has also been about personalised support - getting
to know each person and any access and communication needs
that they might have. Communication has included maintaining a
bank of notes, voice recordings and video recordings, in
partnership with DEEP.’

Paula Brown - Facilitator
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Summary

ECREDibles is a research peer support group led by people living with

dementia. Fun, welcoming, friendly.
Below is a list of things we have found to be helpful:
Membership of the DEEP UK wide and Scottish networks.

We have a group web page on the DEEP website, which the group can
edit and update together. With grateful thanks to Anna Harrison and
Rachel Niblock for maintaining this page.

https://www.dementiavoices.org.uk/group/ecredibles/

We use DEEP guides where we can.

https://Iwww.dementiavoices.org.uk/deep-resources/

Our facilitator and members share facilitation tasks follow DEEP’s
facilitator’s guidance. https://bit.ly/3BtO3NE

Group members take turns to host, take notes and to undertake group
and research tasks as paid researchers from our budget. We are offering
£20 per hour for our researchers. Facilitation in the background is paid at

£13 per hour.
Some very kind volunteer support from researchers and supporters.
Equal partnership with a university or project within a university.

Knowledge Exchange Fellowships can be helpful to gain access to

resources and systems.

Practical research bid writing and research skills support.
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Links to people who can assist with following our own research ideas

and ambitions.
Links to existing research projects which we can participate in.
Opportunities to share our research experiences and sKills.

Opportunities to share best practice and create our own best practice

resources.

Funds organised so that people living with dementia can be valued and
paid for their work in a personalised way. Vouchers, bank transfer,

equipment etc. Facilitation tasks are shared in this way.

Funds organised so that expenses are easily available to pay people for
travel and expenses right away or in advance if needed. Flexibility to
respond to individual needs for equipment or a kind group response to

illness or challenges, like flowers or a card.

Personalisation of engagement - feed in through groups, in-person
meetings, via online platforms that suit the individual, no passwords to
navigate. Hybrid meetings to suit people who can meet in person and

people who need to join from home.

‘Nothing about us without us’ ethos. No documents, meetings or
decisions are held or made by professionals alone, or without

consensus. We collaborate on everything.

Collaboration on documents via online sharing. Periodic pdf files where
needed for those who are unable to access online files. Google docs

document to edit together as we go. Shared image albums.
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A culture of respectful sharing between research partners.
Kind, positive moderation of the group between members.

WhatsApp group.

Co-production from the outset in our research projects, upskilling as we
go.

Budget

Total Project budget £8000 over 12 months.
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Image by Karen Taylor for Ecredibles of |-r Gerry, Frankie, Paula, Ruth
and Irene from the Ecredibles, laughing. We were at the Life Changes

Trust Legacy event in Glasgow.
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THE UNIVERSITY of EDINBURGH

Edinburgh Centre for Research
on the Experience of Dementia

Coproduction

The Ecredibles: a coproduction group of people with  TheSmarties:acoproductiongroupofpeoplewithyoung
dementia who develop research projects with our support  onsetdementiawho are working with RoseVincenton her
as a university partner. The group was awarded its first  doctoral research (funded by Alzheimer's Society). Rose
research project funding by Innovations in Dementia, employsacoproducedapproach, workingcollaboratively
through Dementia Enquirers, to research how to create and  withthegrouptoexplore experiencesofvolunteering. The
run a research group, led by people living with dementia, in ~ Smarties have produced a coproduction guide providing
partnership with a university project. Our task is to create tips for running a co-produced research project. This
a replicable model to share across universities, Regular  includes advice on:
meetings include: + Setting ground rules
« Peer support + Discussing needs as individuals
« Information about + Working remotely with those with dementia
leading research

+ Discussing priority

\

" | research areas The Ecredibles are truly the dawn of a radical
« Skills development movement in believing in ourworth. They go where
\ + Sharing admin tasks no one dared to go before, doing the unthinkable.

People with d tia banding together advocating for
themselves. We've been researched to the hilt, now we
are atthe helm

Research is catnip formy brain .

Creative engagement

Bold (Bringing Out Leaders in Dementia): a project using creative
methods with those working with, living with, or supporting someone
with dementia (funded by Life Changes Trust). This innovative, creative
and interactive social leadership programme includes 6-weekly creative
programmes centring on the themes of:

« Connecting with self and others
« Storytelling
Being brave
+ Social Leadership
« Flourishing
+ Dementia

Our evaluation of the programme
has shown that bold supports people
to flourish as social leaders in the
dementia world, and empowers them to
create spaces where people living with
dementia can flourish too.

Creativity
Participation &

Co-production in Research
Prioritising the experience of dementia and
strengthening global understanding of living with dementia

Poster featuring Ecredibles, BOLD and Smarties by Dr Katey Warran
(ECRED) for Binks Hub event in May 22
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