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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

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.

The ECREDibles Research Peer Support Group Page 2



Contents

AUTNOTS ... 2
CONIENTS... .ttt e e e e e aaaaas 3
INErOAUCTION ... 4
(€] (o 18] o IS = (1 | o 6
Research Skills session film liNKS .............uiiii 7
Meetings Method ... 9
Group Background...........cooooiieiii i 13
ACHVITY e e 14
Evaluation and ReSPONSES ........uiiiiiiiiiii e 20
RESEAICN ... . 26
U] To 11 o TP 27
10 ] 0] 0= Y2 28
OUI PArtnNers ...t e e 35
BUAGET. e e 41
Funding Application Process Mapping.........cccoeeuuiiiiiiieiiiiiieeeeeeeieeee e 44
The Future of the Group after Dementia Enquirers ... 48

The ECREDibles Research Peer Support Group Page 3



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
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Group Setup

We initially met fortnightly, to get started, moving to monthly,
online, and in person where possible, Covid-19 restrictions permitting.
We have been using Zoom but we have also been investigating other
devices and platforms, to see what is most accessible, for example
Facebook Portal, in order to explore offering accessible hybrid meetings

and to include those unable to travel.

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).

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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Research Skills session film links:

1. Yixuan Wang — What is Research? https://youtu.be/ydGVRr5h5h0

2. Frankie Greenwood - Narrowing Down Your Research Question
https:/lyoutu.be/H5CqKAyinOc

3. Valeria Lembo 1 - Referencing and Searching - Weds May 18th at
2pm https://lyoutu.be/se_Lepamxwk

4. Valeria Lembo 2 - Literature Review - Weds May 25th at 2pm
https://lyoutu.be/SQEqk9c51FU

5. Rosalie Ashworth - Ethics - Weds June 22nd 1-3pm
https:/lyoutu.be/noa0zNQitb4

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://lwww.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...
/ @mdri07

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...’
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We have an Instagram account @ecredibles

< ECREDIBLES

Posts
‘ ecredibles

R ———

closing thoughts

Next month: i
i Tips bookle

« Launch of the facilitator Top . :

More news about forthcoming DEEP 10th Anniversary events

+ And all your stories and news
ws, stories and images. You can:

il them to Niblock@myid.org.uk
ementia Diarist you can record your

Please get in touch with your ne
- PO Box 616, Exeter EX1

. ‘\ DEEP is supported

e, [
" Rachel Niblock - UK Coordinator for the DEEP network () ez,
Email: Niblock@myid.org.uk Mobile: 07720 538851 {é

[E] www.dementiavoices.org.uk [ @innov_bementia [J 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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Meetings Method

We hold our Zoom meeting, record it and upload it to YouTube as link-

only for group privacy.

We assign co-host to as many members as required. This spreads the
load of letting people in from the waiting room and supports people to

see more of the process. It also supports screen sharing.

At the meeting, we look over past meeting notes, talk about research

updates, then follow the agenda.

We edit the film to cut out any excess from the beginning and end and
then upload it to YouTube, where it can be viewed only if you have the

link (it is not public).

The notes from the note-taker come in to the facilitator and are shared
with the group by email and WhatsApp. The next meeting date is agreed
on by email discussion or poll. We agree on a host and note-taker for the

next meeting.

The facilitator sets up the next meeting and shares by email the link to
the next Zoom meeting, the agenda for the next meeting and the link to

watch the last meeting for anyone who missed it.

On the morning of the next meeting, the facilitator sends a reminder with
a link to the meeting, unless the member belongs to a group which has a

facilitator to offer reminders.

We have trialled methods of sending out a printed agenda and
refreshments in advance of a meeting, and speech bubbles to write on to
make films. These methods were taken from an approach used by

BOLD Scotland (Bringing Out Leaders in Dementia). The group has not
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wanted to continue with this, but it was good to trial it to get started. We
use WhatsApp group communication between meetings for those who
choose to participate. This is copied to email, for those who don’t use
WhatsApp.

We tried subgroups for pieces of work which members can choose to
work on or bypass, according to their workload. For example, to plan
research skills classes. Subgroup work is given as an update in the main
Ecredibles group meetings. Group member Gerry felt this added too

many layers, so we just gave each meeting a subject title after this.

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! Irene
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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Communication

We have found that communication via email can be a tricky balance.
Some people within the group prefer to (and are able to) move fast with

communication, but others feel overwhelmed by too much information.

Some people prefer communication in advance to support Personal
assistants (PAs), but as Ruth McCabe (STAND group, Fife) pointed out
here, groups can benefit enormously from their Facilitator collecting and

distributing information in a timely manner:

‘Many thanks for using me as a conduit. That will slow things down

for people.’

Clare Mason of Experts By Experience at Bradford University explained
her communication learning and approach as part of our learning and

sharing film event:

‘Il guess | also learned due to years of working with people living
with dementia and often getting it wrong and realising that as the
person can't change the way they communicate, it was me that
had to.’

Our Ecredibear mascot seemed, initially, to just be a bit of fun, but when
the group members found themselves to be very busy, often with the
same members in each group, it became a helpful orientation, as to

which group this is, at meetings.
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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.

During our very first meeting, Martin Robertson took us back through
how the group came about, with a timeline.

This detailed how we met with groups across Scotland to decide what to
do and how we took inspiration from the University of Bradford’s Experts
by Experience group member, Michael.

Each participant gave us a word at the first meeting, which is their hope
for the project.

Fun, friendship, empowerment all came up and the words were uniquely
hopeful.

The group chose its name from a selection offered at the first meeting,
which was then voted on via email. The Ecredibles!

e 3 R ~— vy

TIMELINE

1999 ONWARDS
ALUMNI HAVE BEEN PART OF £caep JAMES HAS A DOCT!
ORATE FOR M3 semncy O UnvEruTy
MAY2021
ATTENDED SEVERAL SCOTTISH DLEP GROUP MEETIVGS Wik K0
MICHAEL FROM "EXPERTS BY EXPERENCE® TAUGHT US ABOUT 1

THE ALUMNI CAME UP WITH THE 1DEA OF A PEER GROUS, GAOLY. FOR SCOTLND WK
LED BY PEOPLE wwnowmmmnvmdnﬁ%’mw&?man .

June021
APPUICATION TO UFE CHANGES TRUST TO START THE GROLP
OCTOSER 2021
APPLIED FOR A DEMINTIA ENQUIRERS GRANT TO RESEAROK

ACCESS TO UNIVERSITY PROJCTS AND RESIARCH FORMORE
HOW TO DEVELOP AND IMPROVE ACCESS TO UNVERSIY PA ~

K!Dmms-nnhuh--—

Image: Martin lists our group timeline.

Image : Yixuan supported Martin to simplify the timeline to ease the reading of it for

participants.
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Activity

We shared our group’s emerging story to Alzheimer Society at an
online event organised by ECRED, in December 2021. Members
presented the project themselves, over Zoom. Agnes spoke about the

Ecredibles, with Martin. Paula was there for support.

Image: a zoom meeting of ECRED associated groups with Alzheimer Society, in
December 2021.

We hosted the DEEP Scotland meeting agenda planning session on

our Zoom account a week before the meeting in Edinburgh.

We attended the DEEP Scotland gathering on 25th January at the Eric
Liddell Centre in Edinburgh. We participated in discussing ways forward
for dementia peer support groups in Scotland, and Agnes and Martin

introduced our new Ecredibles group to everyone.

Paula video recorded the summary for people unable to attend and
took pictures throughout, to document the day, alongside writing notes
for two question sections. Paula also monitored the video camera angles

with Michelle to support the Zoom access, and monitored the chat box.
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Rachel Niblock made a film of the event:

https://lvimeo.com/672362076

Image: yellow post-it note on the board at DEEP Scotland gathering saying ‘Catnip
to the brain Ecredibles.’ In red pen.

Picture: Martin discussing Scottish DEEP business with Rachel at the Eric Liddell

Centre.

FACEBOOK portal

Image: Gerry giving the thumbs down to Facebook Portal from our test of the
equipment. Martin Robertson agreed. Gerry thought an Alexa Show might work

better for them.
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Group member Michael organised a gathering of some of the Ecredibles

in the evening at a fab Chinese banquet.

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.

Paula attended the Life Changes Trust Legacy meeting in Glasgow in

February 2022 and introduced the Ecredibles to Legacy Partners.

Members attended the BRACE research meeting about webinars.

Feedback received:

‘Thank you so much for arranging today’s meeting. We had a
fascinating and very thought provoking hour with Willy, Agnes,

Martin and James.’

‘Each described in great detail the kind of insights and tools they
need to overcome some of the symptoms of their own experience
of dementia. Namely, sensory and perception, spatial awareness,

gait, hearing and eyesight difficulties.’
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‘BRACE has funded research into some of these areas — and so
we will get our thinking caps on about what we can do to help —

and the best way to do it.’

‘It was a privilege to meet the Ecredibles. | will be back in touch

soon with some ideas’.

On 22nd March 2022, Innovations in Dementia held a feedback and
learning sharing session, about Dementia Enquirers projects, which
Martin attended. He fed back that he felt that we were strides ahead in

terms of engagement. We've gone beyond engagement. We lead.

Willy attended too and this is what he had to say:

ol vodafone UK 4G 00:02 -
jealous,

R, Willy Gilder @willygilder01 - 12h

:7 | On a Zoom thing about people with
dementia researching our conditions. The
range and scope of what people are doing
is just amazing. This is far from the
popular image of ‘dementia’ as it’s
possible to get.
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On 23rd May 2022, Willy, Frankie and Katey attended the Binks Hub
event through the University of Edinburgh, to present and discuss the
poster, showcasing the work of the Ecredibles. Willy drew this event and
fed back.

Frankie Katie and | were at the
launch of the Binks Centre
yesterday and spoke to several folk
about Ecredibles - but the venue
was once a swimming pool and
had acoustics to match, so
conversation wasn't always easy.
11:35

Image: screenshot of tweet from Willy ‘Frankie,Katie and | were at the launch of the
Binkjs Centre yesterday and spoke to several folk about Ecredibles - but the venue

was once a swimming pool and had acoustics to match, so conversation wasn’t

always easy.

‘
s M2 3\

7AW 2 ‘
M

‘/ 7

Image: left to right - Katey, Frankie and Willy at Binks Hub event.

https://binks-hub.Ed.ac.uk
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Image: Willy’s colourful art work, depicting the bustling and noisy Binks event.

We met with BRACE and Professor Andrea Tales and fellow
researchers on 25th May 2022

Very interesting meeting with
Brace etc. It's being suggested
that we write a joint paper as
academics researchers and people
with dementia concerning sensory
issues. This could then be used as
the basis of an online event set up
by Brace - last time they had 800
participants! 11:33

Image: Willy’s note on our WhatsApp group. ‘Very interesting meeting with BRACE
etc. It’s being suggested that we write a joint paper as academic researchers and
people with dementia concerning sensory issues. This could then be used as the
basis of an online event set up by BRACE - last time they had 800 participants!’

Willy was awarded a Scholarship through BINKS after this event.
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Evaluation and Responses

Early feedback has been equally joyful, grateful and professional. Points
have been raised about professionalism of meetings, how the meetings
will be structured, the joy of being valued for skills and the value of

brushing up on skills and learning new skills.

The group has started to moderate itself with initial ‘rules’ from the first
meeting, a playful note about ‘/ forgot what | was going to say because
xxx spoke for so long’ and a helpful point about a culture of sharing ‘you
might think that you don’t want to listen but they are probably feeling the

same way. We need to listen to each other.’

‘We are noticing that the foundation of peer support and the
reciprocity of the input from researchers to enable people to meet
for peer support encourages a culture of confidence and growth
to contribute and patrticipate. It enables a mutual give and take.’
Rachel Niblock

‘As someone with Alzheimer’s Disease | am the subject of
research. Just today | was sent details of a new clinical trial. And
my views have been sought on everything from using technology
and the right sort of housing to how best to communicate with
Alexa. I'm pleased to help with all of this research in the hope that
it will improve my life and the lives of others with brain disease -
but | don’t want just to be the subject of others’ curiosity: | want to
be involved. So, together with the University of Edinburgh’s Centre
for the Study of the Experience of Dementia a group of us people
with dementia have come together to form our own research
community: The Ecredibles. We aim to both commission research

from others, and play an active part in research ourselves.
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After all, we have a perspective on dementia that is quite unique.
We know that keeping active mentally and socially is of prime
importance in staving off disease progression so this is one way
that we can help ourselves- and it is a way to show the wider
community that we remain useful and active members of society.’
Willy Gilder 14/4/22

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. | also created a ‘funding guide’ for the ECREDibles. To do
this, | had to learn about how to create an appropriate resource for
those living with dementia, supporting me to ensure that my work

is inclusive and accessible.’
Has it supported ECRED’s goals?

‘The ECREDibles project aligns directly with ECRED’s goals. We
seek to empower those with dementia to be research leaders and
to provide opportunities within research where those with dementia
have a voice. We want to challenge traditional ‘top down’
hierarchies and promote new ways of working where those with
dementia are making choices and being active in research. The
ECREDibles is a ground-breaking project that is making this
happen.’
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Have we influenced any level of inclusion at university level?

‘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

‘Working alongside the ECREDibles has made a significant
contribution to my professional development as it has increased
the opportunity | have to work alongside people with lived
experience of dementia as colleagues and co-researchers. It has
given me the opportunity to engage more fully in the experience of
dementia as someone who doesn't have a diagnosis of dementia
and learn significantly from those with lived experience. The
ECREDibles have also provided me the opportunity to me to share
the skills | have developed as a researcher with them, which has

been a great learning experience for me.’

‘The ECREDibles have supported ECRED's goals in that our
understanding of the experiences of those living with dementia is
challenged and increased; gives ECRED the opportunity to foster
participation of people who live with a diagnosis of dementia;
supports the ECRED focus on methodological innovation and
impact and helps ECRED find ways to creative positive change
and improve opportunities for those living with dementia in

leadership.’
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‘The ECREDible member contribution to the ECRED informal
meetings is always helpful. It means that we always have the voice
of lived experience at each meeting, and a wider audience can see
and hear about the work of the ECREDibles through our
newsletter, website and at our meetings. Members from the
ECREDibles have also attended the BINKS hub launch to share
the work of ECRED with a diverse audience and attended (or are
scheduled to attend) a conference, and supported us in grant

proposals.

‘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
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, making a video to go alongside a grant
applications, videos to highlight how best to communicate with
people living with dementia as members of ECRED, how to make

our meeting platforms more inclusive etc.’
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‘Working with the ECREDibles has highlighted that it is often
difficult to make the grant proposal process fully inclusive from the
outset. Applications often have tight deadlines and it is not always
possible to get everybody's input in such a short space of time. It
was mentioned early in the project that ECREDible members
would like to write the proposals with ECRED members and not
just review them, so this is an area we need to think about when
working to tight deadlines that often involve University deadlines in

addition to funder deadlines.’ Dr Frankie Greenwood

‘The facilitation of this group has been about supporting the group
to tackle their own tasks, with assistance. The role has felt a little
like preparing a wall for decorating a room - filling in any gaps with
a little filler as they are pointed out to me. 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 skKill, 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
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Agnes Houston MBE @agnes_hou... - 1d
| Wendy meeting like minded people & other
" people with Dementia breaking bread
together doing ordinary things it was magic
| feel like Agnes again @Innov_Dementia
@chris40781 @BoldScotland @WillyGilder
@justpaulab @Ecrediblesgroup
@mikecheung71 @rochfordbrennan @JoFoz

ﬂ Agnes Houston MBE @agne... - 2d

Thank you WENDY my reading
materials for this time twitter.com/
WendyPMitchell...

1 5| | b

\%\ Agnes Houston MBE @agnes_hou... - 1d

s

- Great meeting in @theericliddell talking
* about Scotland Dementia honest fran

Q 0

debate
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Research

We selected our research subjects by keeping a diary for a week, to
highlight our most pressing research needs. This was suggested by

Yixuan.

The ideas were collated by a researcher (the first time by the kindness of
Rosie Ashworth) and put together with research questions to discuss

and we discussed and chose via email poll.

Done Ecredible Research Ideas.docx
st
&2 Ecredibles Research Ideas

Name |Research Idea Details Things to Think About

Martin |How best to provide Explore whether having a local - What research is already out there

and Post Diagnostic Support central hub for post diagnostic about PDS?

Agnes |to increase the support provides better overall - What would success look like?
percentage of support support to people living with - What area would the research
available. dementia cover?

Possible Timescale ~3 years - Who would be involved?
Possible funder- NIHR

Willy |- Alexa and our language use - What research is already out there?

- Needs of people living with dementia. - How would you like to explore this?

- Co-morbidities for people living with dementia
- What enables people living with dementia to stay healthy
longer (Brain Health Scotland overlap)

Mike |Black, Ethic Minority There seems to be a lack of research - What research is already out there?
Dementia Project evidence around issues & - How would you like to explore this?
challenging in delivering dementia
services to the BEM community in
Scotland.

Image: our first research ideas, which Rosie A collated. Issues related to Post Diagnostic
Support, enabling people with dementia to stay well/brain health, co-morbidities with

dementia, Alexa and our use of language, Black and minority ethnic issues.

We then break down our tasks to undertake according to our individual
skills and interests, and then we learn new research skills through the
ECRED team, as needed.
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We keep our meeting notes and voice recorded versions on our DEEP

webpage for easy reference.
https://Iwww.dementiavoices.org.uk/group/ecredibles/

We keep the full recorded meetings on our YouTube channel as link
only, for easy reference by our group and funders. These films are not

made public.

Funding

A. We applied for Life Changes Trust funding - this was unsuccessful as
we were too early in our organisation.

B. We applied for funding from About Dementia by making a video
together (see https://bit.ly/3BCc9InS) because the application form
was too in depth for the group to take ownership of. Our ECRED
partners completed the application form using our aims,
conversations, quotes and responses to the questions. Outcome
unsuccessful - we had not detailed well enough what we want to do
with carers and the community.

C. We applied for a Disruption Award - Willy sought this out and
completed the initial form himself. The first round of this was
successful and the second round was by telephone when Willy came

back home, followed up by emails.

ECRED is hosting our funds so that we do not need to constitute our
group. We hope that this will create a pathway for future groups to
benefit from. We negotiate a fee to ECRED from community funds to

support link staff.
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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.

Some funding applications have been initiated and carried out by
members, with assistance as required. Others have been largely led by
the University team. It depends upon the amount of funding and the
focus of the fund. If it is more research based, the University needs to
apply. Community funds, we have found to be better approached by
individuals from the group, as the direct voice of experience seems to

carry more weight.
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Note

Every member has been able to read this document and edit it. It has

been our working document until we published it.
ISSUES: The kinds of issues groups will need to navigate as a group.

Data Protection - at the moment, we are happy to share our email
addresses as they are stored in our email programmes anyway, but postal
addresses are a bit trickier. Some people have wanted to receive postal
packages but some have not. This is no problem at all - we do not require
registration forms to be completed. The way we handle the issue is to ask
for addresses as we need them and then delete. Our facilitator only holds
email addresses and consented postal addresses in a password protected
contact programme. There are no paper copies. If a person decides to leave

the group, the contact information would be deleted.

Group Constitution - Currently, we are a stand-alone, unconstituted
group, because this appears to offer greater freedoms (not having to run
a charity, CIC, etc. with a board and legal responsibility). Future funders
may require this (we are investigating how academic or community
funding could be hosted by the University - see our funding procedure
for this exploration) and we will need to look towards future funding with
this in mind. University finance department systems can be challenging
to navigate - do we push ahead with this, to change systems to be more
accessible, to free us up to focus on research work? Or do we constitute
a group? Who would take on the required tasks? All for discussion for
summer 2022, when our current project fund runs out. UPDATE - we
decided to push on and map university funding processes, together with
fund hosting potential, in order to support others who wish to follow this

unconstituted community group pathway.
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Funding Issues

There are gaps between funding, which requires voluntary (unpaid)
facilitation in the interim and a degree of luck, for example as to when

the upgraded Zoom account requires renewal.

At times, we have missed opportunities because they have been on tight
deadlines and the group was too busy to draw a consensus or majority

decision.
Research Participation form version 1

Kindly drafted by Rosie Ashworth.
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Ecredibles: Working in
' Partnership with Edinburgh
Centre for Research on the
Experience of Dementia

Ecredibles Research Participation
Form

What type of input are you looking for
from the Ecredibles?

[]

Designing and Developing of a new
research proposal

[]

Reviewing/Consulting on a new research
proposal

[]

Co-production of a research project
[ ]

Participation in a research project

[add further examples]

What is the purpose of the work?
What would involvement from Ecredibles look like?
What are the expected outputs from the work?

Will the Ecredibles be reimbursed for their input?

[add further examples]

Image: Bear wearing a superhero mask and cape and the letter E for Ecredibles on
its top, as a logo. Form asks about the kind of input required by the group and the

kind of outputs expected and whether members will be paid.
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We have had contact with projects and organisations who had not
thought through the practicalities of gathering people who have dementia
to participate in a task. This form is already proving useful. One aspect
which keeps appearing is the lack of understanding about people’s
support needs. Many people living with dementia have other conditions
as well as dementia (co-morbidities), some have personal assistants or
care partner requirements, travel support or accommodation needs

according to distance, and support needs to be personalised.

We have used this form, via Katey, who has completed it, and group

members have engaged with her research proposal because of it.
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Our Partners

Co-Researchers:

Agnes Houston MBE (has also created many of our brilliant voice and

video recordings for meeting notes)

Dr James McKillop MBE

Nancy McAdam BEM

Martin Robertson BA (Hons) BSc (Open)

Willy Gilder (who is responsible for our gorgeous art work)

Michael Cheung (has also created many of our brilliant voice recordings

for meeting notes)

Gerald King

Irene Donaldson

Audrey Ross

Group Facilitator: Paula Brown
STAND Facilitator: Ruth McCabe

ECRED team: Professor Heather Wilkinson, Dr Rosie Vincent, Dr.

Frankie Greenwood, Dr Katey Warran, Valeria Lembo.

Co-Production Research Partners: Dr Rosalie Ashworth, Yixuan Wang
(also ECRED).

Innovations in Dementia team: Rachel Niblock, Philly Hare.
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Members’ Images

Bottom right, James, next to Yixuan and at the top Martin next to Paula
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Images: Irene in yellow, Audrey and Willy in green and Montgomery Zoomdog.

Image: Ruth, far right in orange.
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Image: Rosie V in green, at the back on the left.
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™"

Philly (middle) joins as our Mentor for Dementia Enquirers, Nancy middle

left, and Heather joins the zoom bottom right.

And our tiniest member - Montgomery Zoomdog.

The ECREDibles Research Peer Support Group Page 39



Dr Katey Warran (centre)

Dollar, who is a professional, my Guide Dog, he can do so much but he

must learn data analysis!

Other members not pictured:

Rosie Ashworth’s gorgeous cat (who has attended every meeting).

Frankie’'s puppy, Romal
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Budget

Payment of members tackling facilitation/hosting/recording/note-
taking/art tasks @£20 per hour:

E1: £120 + £20 for recording voice notes
E2: £120 incl voice notes

E3: £180 incl voice notes and art
E4: £120 incl voice notes

E5: £120

E6: £20 1st June

E7: £120 est - scheduled 6th July
E8: £120 est - scheduled 3rd August
Research Subjects Chat: £40
Research Skills 1: £40

Funding & Research Ideas: £60
Funding Q&A with Katey: £50
Funding meeting 1 £80

Research Skills 2 with Frankie: £0
Research Skills 3 with Valeria: £
Research Skills 4 with Valeria: £

Research Skills 5 with Rosie A: £
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Subgroup1: £60 incl voice notes
Subgroup 2: £ 40 incl voice notes
Facilitation @ £13 per hour: £ 4732 over 12m

Zoom upgrade £119.90 (taking over where the LCT funded zoom
upgrade ended).

Printer ink, envelopes and paper £50

Phonel/internet proportionally for 12 months @ £25 per month (other
project and home use take up % but | use a lot of limited data on the

meeting videos and uploading recordings) £300

Travel: Edinburgh (0- covered by DEEP), postage £10.35, distributing kit
£13.50 Purchases/flowers £70 cards etc £30 £103.85

Data storage hub and key £60
Printer £100
Postage: £25

Refreshments: £20 drinks for Edinburgh meeting meal. £50 for initial

refreshments and kits by post.

Equipment - 2 portals £400 - to test for hybrid meetings and for those

unable to use zoom.

Alexa Show £120

Earplugs for noise reduction at meetings £7.99 and £15.99= £23.98
Posting Alexa Show and Facebook Portal £20

Incredibles DVD to share the understanding of the group name £6
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Currently, we do not upgrade YouTube or pay extra for Zoom rooms.
Bears, stickers and postage £83

Flowers x2 for members by other members request £45

Subtotal at 10/6/22 £7478.73

Total Project budget £8000 over 12 months.

Balance £521.27

£500 retained by Innovations in Dementia until end of project. We will
use this to meet until October 22 and to upgrade our Zoom account in
August 22.
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Funding Application Process Mapping

While we aim to improve and streamline academic procedures to
become more accessible where we can, all we can do with some

procedures, as a starting point, is to map them out for others to follow.

Our first funding application together in full partnership looked like
this.

Before we started, it is important to share that ,working in partnership
with ECRED, we had access to university staff time from PhD
researchers, a project intern and a Professor. This was vital in navigating
the fine line between university systems and processes, and community
funding. These are the stages we went through:

1. Discuss within the group the need for funding to continue - each
group will have its own timeline but we started to work on this five
months before the end of our current funding.

2. University Expression of Interest (EOI). The deadline for this was
about a month before the funder’s deadline, with negotiation of a
quick turnaround, so an earlier deadline for the EOI would be a good
idea. Each university will have its own form to complete, but much of
the text from this form can be repurposed for the next stage. At this
stage, you will need to cost in university staff time, which costs more
than the salary, because of the behind the scenes work involved.
Some funders, for example the National Lottery Community Fund,
operate a Total Cost Recovery model.

3. University Peer Review. This is an internal university process, which
needs a bare minimum of a week or two before the funding deadline.
Time needs to be taken to identify the peers who would do the

reviewing, as well as checking their turnaround time. This process
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requires most of the application form to be completed, although links
to films, images etc. can be added later, because the university needs
to know the specifics about staff, budget and a project plan, rather
than the wider information about how the group feel about the project
and how they want to lead the work.

4. Meet the funder if you can. Funding is a relationship. You can read
Life Changes Trust’'s Relationship Based Funding Report here.
https://bit.ly/3eM3vKI

5. Complete your funding application together as a group. We met twice
around this application, in order to gather as many words and views
from the group members as possible. We made a film that we linked
to the application form, because that made the application more
accessible for us.

6. Submit your application via the University Office and be prepared for
conversations and questions about it.

7. For community funding or funding to maintain the peer support group
itself, we have found that applications directly from members work
better, and we are working on improving access to funds via video

applications, email conversations and telephone calls.

Willy discovered the Dementia Services Development Trust
Disruption Award and completed the initial form with Paula, which was
accepted through the first round of funding. We have been invited to

apply later this year.
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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 on 2/3/22

https://bit.ly/3SOMES56
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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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The Future of the Group after Dementia Enquirers

We have a couple of projects in hand and more will undoubtedly crop up.

We have reserved a small fund to continue with monthly meetings until
October 22 2022, and to upgrade our Zoom account again, when that

expires.

We have started to organise, with Professor Andrea Tales, to write an

article for the Lancet about dementia and sensory issues.

We have also started to work with BRACE on an online collaboration

event, for October.
We are working on our own research question.

We are working on developing the DEEP-Ethics Gold Standards with a
training resource for researchers, ethics committees and people living

with dementia. This will continue after our summer break.

We continue to look at academic and community funding together.
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