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3? Who gets a say on what dementia research
- should focus on?

\\\

X ¥ Usually... researchers themselves!

4 When 'stakeholder’ prioritisation is carried out, the voices of . x
people living with dementia are often in the minority

4 E.g. Dementia Priority Setting Partnership with the James Lind Alliance
(Kelly et al, 2015) had:

¥ 4.1% people living with dementia
¥ 76.0% family carers/relatives
¥ 14.4% health and care professionals ‘
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Why don’t we consult people living with
dementia more?

Funding for public involvement usually starts when research is
already funded, not at bid development or earlier

Methods / tools used to set priorities are not sufficiently
inclusive

Researchers are not very good at explaining in lay, inclusive
ways what research is...

Prejudices about who should have a say on research priorities
may play a role, too...




s . Original aim:

To set research priorities for
living with dementia in Kent

Y XA
4 ’,
1l
,I

Amended aim:

To set research priorities for
living with dementia in Kent
by first co-designing a
dementia-inclusive
prioritisation approach
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22 People Living with Dementia (plus support from 9 volunteers)

Core Group

lPIanning the Project

l

Working Group

lDesigning the Method
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Working Group Co-Design of the
Priority Setting Approach

What CONCEPT are
x x we capturing?

What are research
priorities for living with

dementia?

What METHOD are we
using to prioritise?

O- ¢
v
Group-based
Using an initial list of priorities

Adding to these and voting
anonymously

Discussing top 3 areas to discern
research questions

What do we do about the
PRACTICALITIES?

v
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* Kent-based dementia groups\\

* One-off meeting, in-person

4
/7
p

* Time to socialise after; catered






Fairness

- who is at most risk of dementia?

- who is likely to get a timely
diagnosis?

- who is likely to get better support

- who does available support suit
best?

Information

- what information do people need?

- is currently available information
suitable for people living with
dementia?

- when is the best time to provide
information, where, and how much of
it?

Training / Awareness

- how much dementia training do
different professions have?

- what aspects of dementia are people
particularly unaware of?

- how can people living with dementia
be involved?

Help-Seeking

- why do some people living with
dementia look for support themselves
and others don’t?

- how can people living with dementia
be encouraged to accept existing
support?

Support

- who is best-placed to provide
different kinds of dementia support?

- is there a way to encourage more
peer and inter-generational support?

- support at critical periods (diagnosis,
crisis)

write in your own research priority

E 4 Other suggested priorities:
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Creativity and/for dementia

Living alone and dementia progression
Living alone and/vs isolation
Expanding participation in research
Integrated care

Social care

Continuity of support

Media representation

Stereotypes and Stigma

Learning environments/experiences
Rare dementias

Education of medical doctors
Opportunities to inform professionals
Accessibility

Dementia and (other) disabilities
Staying in employment with dementia
Financial support



(1) Fairness

- who is at most risk of dementia?

- who is likely to get a timely
diagnosis?

- who is likely to get better support

- who does available support suit
best?

(3) Information

- what information do people need?

- is currently available information
suitable for people living with
dementia?

- when is the best time to provide

information, where, and how much of
it?

(5) Training / Awareness
- how much dementia training do
different professions have?

- what aspects of dementia are people
particularly unaware of?

- how can people living with dementia
be involved?

(2) Help-Seeking

- why do some people living with
dementia look for support themselves
and others don’t?

- how can people living with dementia
be encouraged to accept existing
support?

(4) Support
- who is best-placed to provide
different kinds of dementia support?

- is there a way to encourage more
peer and inter-generational support?

- support at critical periods (diagnosis,
crisis)

write in your own research priority

E 4 Other suggested priorities:
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Creativity and/for dementia

Living alone and dementia progression (1)
Living alone and/vs isolation (1)
Expanding participation in research
Integrated care (4)

Social care (4)

Continuity of support (4)

Media representation (3)

Stereotypes and Stigma

Learning environments/experiences (5)
Rare dementias (1)

Education of medical doctors (5)
Opportunities to inform professionals (5)
Accessibility

Dementia and (other) disabilities (1)
Staying in employment with dementia
Financial support (4)



= Top Research Priority Areas

t Training &
Awareness
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% E.g. PLwD involvement in dementia

training for health and social care
professionals, especially medical doctors

¥ E.g. Increasing information accessibility for
people with a more advanced dementia
(inclvia digital technology)

4 E.g. Evaluating benefits of peer support (to
those being supported and to PLwD
providing peer support) N —
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What are research priorities for
living with dementia in Kent?

Twenty-two people living with dementis from Kem based |mrDlvement groups have sat ths
following research priorities. The app for prioritizing was d d by 8 smallar working
group of four peopls living with demantia. While these activities were supponed by volunteers,
MHS staff and ressarchers, only people living with damentia had a say in what the research

priorities should be.

These are the top 3 research priorities for living with dementia in Kent.

151 Tmmmg &

Awareness
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h Areas Prop
Benefita of people living with dementia being invalved in dementia training for heaith and
social care professionals, especislly medical doctors
Benefita of ieaming from interactions with peopla living with dementia (versus formal training}
Research on the ‘best’way to train professionals

Pacple living with i raising public of
mediz representations

viavaried and considerata

sarvice providers and ioners on the benefits of arts for dementia
Educating on different dementias {snd dementia is not just about memary)
Capturing behaviour change resulting from training {not solely attitude change)

- Increaalng information accessibility for peopla with 8 more advanced dementia
i3 fi.e. avoiding a “carrier bag of leaflats”)

& Par g2 igicn of inl
& Stersotypas snd demantia raprasentations in the media finctuding the role of paopla living with
demantia consulting on or co-creating madia portrayals)

# “Right'time of providing differant kinds of information
- pp ities to seek i

at different timepeints following a disgnosis

Evaluating benefits of peer support

Enabling continuity of support and integration of care
Supporting familyifriend carers with dementia-specific cara
incraasing opportunities for intergenerationsl dementia support
Enabling greater access to social cara

Greativity 8a & form of trestment/support for dementia

Support aimed at maintaining “guality of life, not just lifa”
Increasing evaitability of 2nd sccess to financiel support
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Download our Summary

WHY was this project carried out?

The voice of people living with dermentia is crucial in dementia care research.
However, paople living with dementia oftan become involved aftar

hers have already d tha topic of thair ragearch. While
various approaches, tools, and methede have bean developed for setting
prioritias in heslth and social care research, faw have bean succassfully
applied in priority-setting work with people living with dementia. Our work,
tharefore, focussed on research priorities set spacifically by people living
with dementiz. We also used an approach to set priorities which was
developad by 8 smalier group of people living with deamentia.

WHICH other research areas were identified?

In addition tothe 3 most pressing priorities overleaf, people living with dementis said that the
following research aress were important:
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Fairness +  Help-Seaking Participation i Also:
| Living alons md darstanding wha is - Stayingin + Cretivity andifor
;. i likiely to zaek amployment with dementin
+ Inalstion andivs living support, wha is less dementiz

+ Impact and raduction
o

alane iknly, and why . af
« Rared. - Wiy e fanca influsnce =tigma
+ Damentin and (cthar} more pecplafiving | | onresearch + Acceasibility {af
diabitios waith L in spaces, senices,
i b i it vl . training, aducation mnformation, et}
suppart suppon and sanice delivany
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WHAT{have people living with dementia said?

',".' wouldwant the research to look st lsadarship and how it changes
profassional behaviours, because so cften people will change attitudes
through training. Vary hard to chenge behaviours. And if we change
bahaviours, wa've won.”

- LA

- = “Wa nead research into the right way ta
What difference doss gat the public to understand demeantia
imvolving people with et

dementiz have in the
treining coursa that's
besn provided?"

“| have & carrier bag full of information sbout
| dementis... Thare must be & way... that
thers's individuality in information given™

This summary was written by Kaith Oliver, Anne-Maris Nar

Dawn Harne, Chriz Moris, Lars Stembridge and
Fissa Mikelyte. The work was funded by NIHR SSCR. imag

and infagraphics by Slidesza and Freepik.
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Where to next?

4 Accessible summary made available to dementia
groups in Kent as well as known local dementia
researchers

- -

/
4 Researchers invited to speak on priority topics / il
plan projects

¥ Feedback to funder and dementia groups

4 Core group members are working on a journal
article about the project

49 Further methodological adaptations to inclusive
priority-setting among people with dementia are
needed
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