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What next?

Accessing support and navigating social
care after a diagnosis of dementia
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Qualitative DETERMIND strands:
* Social care self-funders

* Experiences of care and support during Researching The Good Life with Dementia
COVID Course: A Feasibility Study

Addressing uncertainties for a randomised controlled trial of a post-

& UNIVERSITY diagnostic peer-led dementia course 'The Good Life with Dementia'

E




What is DETERMIND?

DETERMIND is an ambitious research project that aims
to find out how we can make dementia care and
outcomes in the UK more equal. The projectis a
collaboration of researchers at 10 UK research

institutes and is funded by the Economic and Social
Research Council (ESRC).

Latest News

g Delayed Dingnosisin Dumun;la: (1S
ac’ o

r TheUniyersitgof
M | Nottingham

940 people with dementia

698 of their carers

Recruited within 6 months of diagnosis
Annual quantitative data

Interviews for qualitative strands

York led the qualitative strand on social care self-
funding




Question

In the context of living with dementia:

> What are self-funders’ experiences of
navigating social care systems and
arranging care after a diagnosis of
dementia?




N I H R School for Social
Care Research  https://sscr.nihr.ac.uk/

Our vision

Noticeboard Changing the Story Glimpses of the Future Resources Do your bit Q

To strengthen the evidence base for adult social care practice, building capacity and driving the development of a
research system in practice which can support, mobilise, and deliver impact on practice and for the benefit of the
public as service users, carers and the workforce.

About us

Social Care Future is a growing, people-powered movement for
change, born of frustration but powered by hope. Together we are
growing a future where we can all live in the place we call home,
with the people and things that we love, in communities where we
look out for one another, doing the things that matter to us.

L A N
aee %o,
LAl RN

. s

#SocialCareFuture B https://socialcarefuture.org.uk/

Our research themes Our strategies

What do we mean by social care?
Help to live life the way you want to
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In practice in England, social
care tends to refer to:

e Social work
* Occupational therapy

* Equipment and home adaptations

* Home care (practical and personal)

* Groups and activities

e Support for family carers

* Respite (day services and residential)

e Care homes

Photos care of the Age Positive Image Library
ageing-better.org.uk/news/age-positive-image-library-launched
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Background

* In England, health services are free at the
point of use, but social care is means
tested and has tight eligibility criteria

* Most social care service users pay
something towards the costs of their care

* Those who pay the full cost of social care
are often referred to as ‘self-funders’

* Most self-funders are older people (and
most older social care service users live
with dementia)




Statutory responsibilities:

Under the Care Act,
councils have a
responsibility to help self-
funders via:

e Assessment of need

* Information and advice



Very little proactive
social care

Usually, a crisis triggers a
request for social care

Eg:

* A fall/hospital
admission leading to
reduced independence

 Family carer stretched
too thin/reaches crisis




NICE guidance
Personwith dementia

|
L i L

Involve people in decision-making Support for carers d Making services accessible

Information and support \L
Staff training and education

Care coordination and planning P

Advance care planning d Care-COOrdinatiOn
[ ) ) Regardless of social care

Interventions to promote Pharmacological interventions Managing non-cognitive

iaegl?;:;rgindependenceand 4 symptoms A fu nding, everyone With
l dementia should be

e e e offered a named health or
l social care professional

Assessing and managing

— responsible for
Risks during hospital admission Coordinating their care

L

Palliative cars




From the DETERMIND baseline:

Assessment of need:

« Only 25% (26/103) of those self-
funding homecare reported having
had a social care assessment (this
should be available regardless of
financial situation)

Care Coordination:

« 12.5% of self-funders had a
named care coordinator

(compared to 33% using LA
funded homecare)

A social worker:

« Just 8.8% had a social worker
(compared to 39% of those using
LA funded homecare)

Self-funders less likely
to report receiving
formal support to
navigate services than
people who receive
council funded social
care



Self-funding can be challenging

‘...an older person might be
relatively affluent but severely
disabled, confined to the home and
have no knowledge of care services
or how to purchase them.

Tanner et al., 2018



In-depth interviews

67 interviews 2020-2023:
» 46 different participants (people with dementia and family members)
« Some people were interviewed twice or three times

Topics included experiences of:
* Finding care and support

« Using social care and support
* Planning for future care




Absence of formal support...

Gate D: Daughter of self-funding mum
with dementia (interview 1 of 3)



Heavy reliance on family
and friends

In the absence of state support

* Family and friends are often the
people doing the day-to-day work
to navigate the system (researching
and liaising with providers,
arranging payment, etc.)




Knowing someone with relevant
experience and knowledge gives you
an advantage...

SUSS E: Daughter of self-funding mum with dementia
(interview 1 of 2)



Where does this leave people
without | S?

=




Links to social
capital theory?

» Strong bonds (family/close
friends) may be instrumental
in accessing social care
(Bonding social capital?)

e Assumes the family
member/friend will feel
inclined/have the time and
wherewithal to help them to
access social care

(Predispositions to help?)




It’s a big ask:

...you kind of take one step forward, ...and then it all
kinda falls apart again, or | have to do so much in
order to make something happen, you know. So | then
have to fill in all of these financial forms, you know, so,
and somebody has to contact me about that and then
A someone else has to do something else and then it all
N goes off for, for, for ages and ages and ages.

Wife of self-funding man with dementia (trying to access a day service) interviewed together for DETERMIND (SUSS )




Not all contacts will be predisposed to help...

This participant had no close family

. But reported that he was well
I think everybody had come to that N supported by friends (in interview 1)

conclusion that he needed more help, N

but we weren’t really sure how to go \
about it and, well whose responsibility

it was really to, obviously [person with
dementia] couldn’t do this himself, he

By interview 2 he had deteriorated
and moved to a care home

Niece said no-one had acted as crisis
approached... (she had a young
family and busy job — whose
responsibility was it?)

Niece of person with dementia living alone, interview 2 of 3




Bridging™ social capital

may a Iso p|ay 3 role Links between different groups with different

knowledge/experience

4

SUSS E: Daughter of self-funding mum with dementia




And social capital
may mobilize other
types of capital...

e Cultural capital?
* Cultural knowledge
e Relevant skills

e Confidence speaking to
professionals

* Language style

* In social care, this is sometimes
referred to as knowing ‘the phrase
that pays’




Combination of personal experience/skills (cultural capital)...

..combined with social capital?

...we're very informed, she's a
counsellor, I'm a teacher, and
we just know about... We've
got this information, and a lot
of it we've got it in our heads...

....or we know people who've
got access to things, we're of
an age where we've got
friends with parents who are
doing similar things.

SUSS B: Daughter of self-funding mum with dementia



Navigation capital

Navigation capital:

* The potential for people with close bonds

(typically family) to have better access to social
care:

e Particularly if family and friends have prior
experience/knowledge of the social care system

(or comparable systems — financial services, health
or education systems)

* And a predisposition to use this to help the person
access/arrange care
* And/or the bridging potential of wider social
connections (of either the person needing care or
their family) to other people who have further
relevant knowledge/experience and can inform or
act as advocates/help to leverage care



Low navigation capital

* The 'stock' of navigation capital that
different people have will differ

* Those who are low in navigation capital
describe struggling to access the range of
services that should be available to them

* Some describe reaching crisis before
sufficient care is secured

* In that sense, navigation capital could be a
potential source of inequality:.

* |f you have low social and cultural
capital (and/or your social contacts do)
you have low navigation capital

* The result may be poorer access to
care...




Read more here...

Link to Navigation Capital blog

Social work with
Older People
research

&

Social Work with Older People Home Blog Research findings SWOP Resources
Resea I'Ch About us Useful reading and links Contact us

Exploring the contribution of social workers to older people’s well-being

Navigation capital: How social workers can
guide older people with dementia through
the social care maze

In this guest blog, Kate Gridley shares learning from the DETERMIND project about the

1T R



https://swopresearch.wordpress.com/2024/10/07/navigation-capital-how-social-workers-can-guide-older-people-with-dementia-through-the-social-care-maze/

Our findings (on the cliff edge
and limited support to
navigate the system) tallied
with previous research on self-

funding... M) -

...and living with dementia

Health and
Social Care inthe community

ORIGINAL ARTICLE = & open Access (&) @)

Specialist nursing case management support for carers of
people with dementia: A qualitative study comparing
experiences of carers with and without Admiral Nursing

Kate Gridley BA{Hons), MRes Social Policy B, Gillian Parker BA (Hons), PGDig. FhD

First published: 24 May 2021 | https://doi.org/10.1111/hsc.13437 ~* VIEW METRICS
Accessibility issue? Request accessibility update.

Funding information:
This paper presents findings from research funded by the National Institute for Health Research Health
Services and Delivery Research Programme (project number 14/154/07). The views and opinions
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Baxter, K., Heavey, E., & Birks, Y. (2019). Choice and control in social care:
Experiences of older self-funders in England. Social Policy and Administration,
(June), 1-15. https://doi.org/10.1111/spol.12534

Baxter, K., Heavey, E., and Birks Y. (2017). Older Self Funders and their
information needs. http://eprints.whiterose.ac.uk/119213/1/RF62.pdf

Baxter K., and Glendinning C. (2015). People who fund their own social care: A
scoping review. London: School for Social Care Research

Heavey, E., Baxter, K., & Birks, Y. (2024). Care chronicles: needing, seeking and
getting self-funded social care as biographical disruptions among older
people and their families. Ageing & Society, 44(4), 916-938.

UNIVERSITY of
w

BRADFORD

yr

UNIVERSITY

o York

IDEAL CARE (DYNAMIC)

Social care planning and provision for people with young onset dementia and their families:
current practice and resources for improvement.

https://www.youngdementianetwork.org/research-
evidence/dynamic/
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What else did we learn from the DETERMIND

interviews?

DETERMIND started during
COVID:

e Can’tignore the huge impact
of COVID restrictions on the
experiences of people using
social care and support

e We collaborated with PriDem
to understand more...

W) Check for updatas

UK/Europe and the rest of the world

2025, Vol 040) 1-23

The Importance of the Social © Tho At 5
Environment for People Living With — E;)';T:

- " sagepub comJjournals-permissions
Dementia and Their Carers: DOL: 10.1177/14713012251361 189
journals. sagepub.com/home/dem

Qualitative Evidence From S Sage
DETERMIND and PriDem on the
Impact of COVID-19 Service Changes
and Restrictions in England and
Wales

Kate (':'ridley'I , Marie Poole? , Yvonne Birks' , Ben Hicks® .
Josie Dixon*©, Alison \Nheatley5 , Louise Robinson®© and
Sube Banerjee®

Abstract
This paper presents evidence from multiple perspectives on the impact of changes to health and social
care service delivery, and the related social environment, for people living with dementia and their carers
during the COVID-19 pandemic. Qualitative interview data from |30 people living with dementia, family
carers and health and social care professionals in England and VWales were collected for the DETERMIND
and PriDem studies during the height of the COVID-19 pandemic (2020-2021). These were analysed
abductively by members of both teams, applying the lens of person-centred dementia theory. The lack of
in-person social and professional contact was of great concern during the pandemic to people living with




We brought together findings from 130
Interviews

X

Data from N:"‘} |
* 16 people living with dementia and 30 carers s~ W
interviewed for DETERMIND self-funders work > .
v

e 21 people living with dementia and 42 carers
interviewed for the DETERMIND COVID study

e 21 health and social care professionals (GP, dementia
specialist nurses, occupational therapists, dementia
support workers) interviewed for PriDem (Newcastle
University https://research.ncl.ac.uk/pridem/)



https://research.ncl.ac.uk/pridem/

Service changes during
COVID impaired the
social worlds of people
living with dementia

Services stopped seeing people
face-to-face
Groups stopped running
People felt lost/in limbo
Family carers were often the only
people who could

* Facilitate access to support

* Provide social contact
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Social support not prioritised

* Government rules did not recognise the importance of %,
the social environment for people living with dementia “‘

 Dementia services and groups were not considered ‘essential’

* The lack of opportunities to socialise and take part in valued activities had
a negative impact on wellbeing, skills and confidence

* Infrequent social contact is a risk factor for dementia and can make
symptoms worse

The Lancet Commissions

‘Prioritise age-friendly and supportive community environments and
@%@® Dementia prevention, intervention, and care: 2024 report of housing and reduce social isolation by facilitating participation in
the Lancet standing Commission o ]
activities and living with others’

Link to Lancet Commission article - social isolation is a risk



https://eclass.uoa.gr/modules/document/file.php/PSYCH121/%CE%9C%CE%AC%CE%B8%CE%B7%CE%BC%CE%B1%208/Dementia%20prevention%2C%20intervention%2C%20and%20care_2024%20report%20of%20the%20Lancet%20standing%20Commission.pdf
https://eclass.uoa.gr/modules/document/file.php/PSYCH121/%CE%9C%CE%AC%CE%B8%CE%B7%CE%BC%CE%B1%208/Dementia%20prevention%2C%20intervention%2C%20and%20care_2024%20report%20of%20the%20Lancet%20standing%20Commission.pdf
https://eclass.uoa.gr/modules/document/file.php/PSYCH121/%CE%9C%CE%AC%CE%B8%CE%B7%CE%BC%CE%B1%208/Dementia%20prevention%2C%20intervention%2C%20and%20care_2024%20report%20of%20the%20Lancet%20standing%20Commission.pdf

Impact on family carers

Dementia support worker, PriDem, February 2021

Carer, WS4, June 2021



Double disadvantage?

Suggestion that people who were
already disadvantaged were most
affected by service changes:

* People living alone without a carer |3

* People less able to engage in
remote provision

LIVING ALONE WITH DEMENTIA

Guide for people
living alone with

No, I'm not online, I'm not on the dementia who don’t have

computer.... | just can't, can't

family and friends nearby

fathom out... I've been shown but |
just forget each time. So, | just ik, IETTTH @ = el NiRR i

leave it.

Person living with dementia, October 2020

https://livingalonewithdementia.co.uk/
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UK/Europe and the rest of the world

The Importance of the Social
Environment for People Living With
Dementia and Their Carers:
Qualitative Evidence From
DETERMIND and PriDem on the
Impact of COVID-19 Service Changes
and Restrictions in England and
Wales

s comhormeidem
S Sage

Kate Gridley' ©, Marie Poole?®, Yvonne Birks' ©, Ben Hicks® ©,
Josie Dixon®©, Alison Wheatley® ©, Louise i 5© and
Sube Banerjee®

Abstract
This paper presents evidence from multiple perspectives on the impact of changes to health and social
ted social environment, for people living with dementia and their carers

care service delivery, and the rela

during the COVID-19 pande w data from 130 people living with dementia, family

carers and health and social care professionals in England and Wales were collected for the DETERMIND

p
and PriDem studies during the height of the COVID-19 pandemic (2020-2021). These were analysed
abductively by members of both teams, applying the lens of person-centred dementia theory. The lack of
in-person social and professional contact was of great concern during the pandemic to people living with

Key messages:

e Person-centred delivery is possible even in the most challenging of
circumstances

* Social wellbeing should be prioritised alongside medical need

Gridley, K., Poole, M., Birks, Y., Hicks, B., Dixon, J., Wheatley, A., Robinson, L. and Banerjee, S., (2025). The
Importance of the Social Environment for People Living With Dementia and Their Carers: Qualitative Evidence
From DETERMIND and PriDem on the Impact of COVID-19 Service Changes and Restrictions in England and Wales.
Dementia https://journals.sagepub.com/doi/full/10.1177/14713012251361189 (open access)
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Findings on planning for social care (and why people don’t):

The role of uncertainty in planning for self-funded social
care for older people with a diagnosis of dementia

Published online by Cambridge University Press: 02 October 2023

Kate Baxter , Kate Gridley and Yvonne Birks Show author details

m Figures  Metrics

‘ Save PDF | ‘ A Share ‘ ‘ &6 Cite ‘ ‘ |i":]h'_b&|’-;:"'"|b‘_~if_]'1b

Ageing & Society

Baxter K, Gridley K, Birks Y. The role of uncertainty in planning for self-
funded social care for older people with a diagnosis of dementia. Ageing
and Society. 2025;45(3):514-534. do0i:10.1017/50144686X23000594 Link

to published paper (open access)



https://www.cambridge.org/core/journals/ageing-and-society/article/role-of-uncertainty-in-planning-for-selffunded-social-care-for-older-people-with-a-diagnosis-of-dementia/8884A7D37CCF362F5D5DA093DF11BD93
https://www.cambridge.org/core/journals/ageing-and-society/article/role-of-uncertainty-in-planning-for-selffunded-social-care-for-older-people-with-a-diagnosis-of-dementia/8884A7D37CCF362F5D5DA093DF11BD93

Not everyone makes a plan

« Whilst people do recognise that they may
need to pay for care in the future

« This does not necessarily mean they have
made a plan. The reason given was....

Uncertainty:

e Don’t know what care | will need

e Or when | will need it

* And things will change over time
* I'm/we’re ok now and | just want to enjoy that

 And besides, | don’t know where to start...



People found the system difficult to understand

[Paying for care is] the one bit I've not
properly engaged with and | don’t feel
like doing it, first of all cos part of me
thinks well we’ll deal with it when we
get there, and the other bit is that I've
never understood all that stuff anyway.
I’m not very comfortable with all that
kinda stuff, my talents lie elsewhere.

Person with dementia






/ N
PANCAXES OR EGGS? Q ’
COCST THE DEACTAST . o
TRATSS RIGET FOA .@’7

=1
5

0O X3 WILE SYRORIEESS OR SWIfTaESS
I8 YOUR BRLAJAST 10057
O v 0 1

Learning from health care
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* In health care there are decision aids to help people make
life changing decisions

* There is nothing like this in social care Baxter et al. 2021
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* So, York and partners pooled their evidence and
collaborated with people with lived experience to develop

JOURNAL OF
LONG-TERM CARE =2 -

Reading: A Scoping Review of Evidence on the Use and Effectiveness of
Decision Aids in Adult Social Care

one

Research
A Scoping Review of Evidence on the Use and
Effectiveness of Decision Aids in Adult Social Care

JOURNAL OF AR
LONG-TERM CARE 7% v 20 v i

Reading: Developing a Decision Aid for Older People Who Pay for Social

Care Kate Baxter &, Rachel Mann, Yvonne Birks, Louise Overton v

Research
Developing a Decision Aid for Older
People Who Pay for Social Care

Abstract
Context: Social care-related decisions can be complex but despite their widespread use in
health care to help patients make similarly complex decisions, the use of decision aids in

Lyndsay Lindley © &, Maxine Watkins @, Dawn Dowding @, Louise Overton @, social care is not well examined.

Alannah Friend @, Mark Wilberforce @, Yvonne Birks Objective: To review the international research evidence on decision aids in adult social

Lindley et al. 2025
care and investigate the availability of such aids for planning later life care on adult social

Lindley, L. M., Watkins, M., Dowding, D., i i
Overton, L., Friend, A. E., Wilberforce, M. R., &

Birks, Y. F. (2025). Developing a Decision

Support Tool for Older People Who Pay for

Social Care. Journal of Long-Term Care, 142-153.

Abstract
Making informed decisions about social care in later life can be challenging and
emotional, particularly for self-funders who organise and pay for care, often with little or

no statutory support. Decision aids can guide complex decision making by bringing
together information and associated risks and benefits. This project aimed to create such a
resource to support self-funders in navigating social care planning and funding. A
prototype decision aid, Care Confidence, was co-designed with involvement of self-
funders, carers and professionals, including care providers, information and advice
services, later life advisers and others whom self-funders approach for information. The
methods, adapted from design of patient decision aids in clinical settings, involved
scoping and consultation, development workshops, and iterative testing and modification.


https://journal.ilpnetwork.org/articles/10.31389/jltc.56
https://journal.ilpnetwork.org/articles/10.31389/jltc.406
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Care Confidence — a social care decision aid

* Sets out different
types of care,
what they can
cost and what
options there are
for paying

* Helps you to S
make an action
plan

https://www.careconfidence.org.uk/



https://www.careconfidence.org.uk/

SUPPORTING SELF-FUNDERS T0 MAKE
CONFIDENT CARE DECISIONS: ‘CARE
CONFIDENGE IN ACTION’

This study will support and evaluate the use of Care Confidence within service pathways for older
social care self-funders.

Link to Care Confidence SSCR research webpage

)
Link to Care Confidence York webpage

Care
Confidence

Link to Care Confidence training resources for staff

https://www.careconfidence.org.uk/



https://www.york.ac.uk/business-society/research/spsw/care-confidence-in-action/
https://sscr.nihr.ac.uk/research/digital-technologies/care-confidence/
https://www.york.ac.uk/business-society/research/spsw/care-confidence-in-action/care-confidence-training-resources/
https://www.careconfidence.org.uk/

Four Implementation
Sites (3 councils and a
regional charity)

Dementia
Forward

Yorkshire
Council



Care Confidence

For older people organising and paying for social care in England

What is Care Confidence?

Care Confidence was created by university researchers with help from members of the public and professionals

It is designed to help you feel better prepared to make decisions about paying for social care, whether for yourself or someone else.
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Care Confidence

For older people organising and paying for social care in England

What is Care Confidence?

Care Confidence was created by university researchers with help from members of the public and professionals

Itis designed to help you feel better prepared to make decisions about paying for social care, whether for yourself or someone else
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Care Confidence

For older people organising and paying for social care in England

What is Care Confidence?

Care Confidence was created by university resear with help from members of the public and professionals.

it is designed to help you feel better prepared to make decisions about paying for social care, whether for yourself or someone else.

Dementia
Forward

Care Confidence

For older people organising and paying for social care in England

What is Care Confidence?

Care Confidence sated by university researchers with help from members of the public and professionals
Itis designed to help you feel better prepared to make decisions about paying for social care, whether for yourself or someone else.
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Co-producing ways to embed the decision aid into practice




Informed by
normalization process

theory and It-Fits: Local workshop 1 [ Local workshop 2

Local workshop 4 Plan Do

Project
‘ plan l

Sites put agreed
plans into action

Research team
study progress

Research team
continues to

study and share

Improve Review

fus

Feed learning

Local workshop 3 back to services

Sites agree and
implement further

Improvements




Potential for learning about:

A) How councils can better meet
their Care Act responsibilities to
self-funders using Care Confidence

B) How the voluntary sector can
use Care Confidence to support
people living with dementia and
their families

C) The application of
implementation science in social
care settings

Watch this space...



https://sscr.nihr.ac.uk/research/digital-technologies/care-confidence/

But social care
should be more
than a response to
crisis/deterioration

Thinking back to what we learnt about the
importance of the social environment...

What about the need for social connection
and support to live well from the outset?
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) A Feasibility Study

A 6-week course about living well with dementia
« Co-produced by and for people with dementia
« Attended by 8-12 people recently diagnosed

 Peer-tutors and the facilitator tailor each course
INn pre-course co-production sessions

« Sessions are run by peer-tutors with dementia,
with professional support and expert speakers

« Emphasis on next steps (and beyond)
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is spreading... e e e o

Beverley Bridlington

follow us on twitter

Market

Cottingham Weighton

Hammersmith

Thorngumbald Hornsea 2nd Eulham

Hounslow




A GOOD LIFE WITH DEMENTIA

A post diagnostic course for people living
with dementia

People with dementia as People with dementia as
course designers course tutors

ted Kinadom)

SEl e

https://www.youtube.com/watch?v=XRS4Aha068Y

UNIVERSITY
£)

b



https://www.youtube.com/watch?v=XRS4Aha068Y

Good Life with Dementia

Understanding the Role of 'Peer Tutors' in Post-Diagnostic Support for
People with Dementia

Funded by the NIHR Tt Dementia R ch Programme

UK-wide policy states that post-diagnostic support should include peer support by people

who share ‘lived experiences’ of dementia to promote social inclusion. However, existing Stu d y 1 . ‘ 0 m p I ete
[ ]

approaches are often unstructured, lacking clear objectives or conceptual foundations.
Additionally, existing evidence-based approaches to peer support are often led by a
professional or are defined as ‘therapy’; lacking an explicit focus on facilitating peer [ ) 1 5 - mo nth u a | ita tive Stu d
support, which misses essential elements of co-production and empowerment necessary to q y
ensuring peer-based post-diagnostic approaches are meaningful and inclusive.

An alternative approach is through peer led formats, in which people with lived ® AS ked : HOW d Oes th e G OOd Life

experiences actively provide structured support, for example, by acting as ‘tutors’ to newly
diagnosed individuals. However, evidence-gaps exist around peer led post-diagnostic CO u rS e WO r k?
support in dementia, especially in the early post-diagnostic phase. We need to know more M
about underpinning theories, outcomes and implementation, including how this approach

is best delivered in different communities, such as those from South Asian communities ) F . d h d Q . I 2 O 2 1
who can face barriers to accessing services and information. I n I S e p r I

https://sscr.nihr.ac.uk/research/dementia/good-life-with-dementia/



https://sscr.nihr.ac.uk/research/dementia/good-life-with-dementia/
https://sscr.nihr.ac.uk/research/dementia/good-life-with-dementia/
https://sscr.nihr.ac.uk/research/dementia/good-life-with-dementia/
https://sscr.nihr.ac.uk/research/dementia/good-life-with-dementia/
https://sscr.nihr.ac.uk/research/dementia/good-life-with-dementia/
https://sscr.nihr.ac.uk/research/dementia/good-life-with-dementia/
https://sscr.nihr.ac.uk/research/dementia/good-life-with-dementia/

Key findings

* The Good Life course helped people living with dementia to feel valued, gain
confidence, build connections and face challenges.

* The course creates a safe space in which to share experiences, learning from
each other (the experts!) and share resources

* A safe space could look different for people in different communities

Paper in press: Gridley et al. (2026) The Good Life with Dementia Approach: A realist-informed qualitative

study of a peer-tutored course, co-produced with and for people living with dementia. PLoS One
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=" A Feasibility Study

Next steps

An inclusive feasibility study asking:

RESEARCH

®*  What happens when different
organisations facilitate the course
with different communities?

Accounting, finance and actuarial science

People, Work and Employment

Management and Organisation Studies

Marketing, International Business and
Entrepreneurship

Social policy

Comparative and Global Social Policy

Welfare, Employment and Conditionality

® Can we measure outcomes in a
randomised controlled trial?
CONTACT US

S National sttt for FEASIBILITY STUDY OF A POST-

N I H R | Health and Care Research DIAGNOSTIC PEER-LED DEMENTIA COURSE: e
ADDRESSING UNCERTAINTIES FOR A S\ nas e s Sayen
June 2025 - AUgUSt 2027 RANDOMISED GONTROLLED TRIAI- OF THE of York, Heslington, York YO10 5ZF

, , GOOD LIFE COURSE
Three areas: Sheffleld, Bristol... and RELATED LINKS

This study will explore the feasibility of evaluating the Good Life with Dementia peer-led course,
Manchester

Social work

Operations, strategy and governance

focusing on inclusive research practices. Realist evaluation of the Good Life

UNIVERSITY

& Frk




Good Life Feasibility Study

The aim is to address key uncertainties before an RCT can be done:

Can the Good Life course be manualised and consistently
delivered across settings

Is it feasible to evaluate this? Will there be any issues
with participant recruitment or data collection?

5ol How can we make sure that research methods are culturally
qy inclusive?
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Life feasibi lity

A manual has been co-produced, and
training has been run for new facilitators



Trained facilitators in three
community organisations will co-
deliver the Good Life course this
autumn with local peer-tutors:

The study has a focus on developing
inclusive research processes, with the
support of LMCP in Manchester
https://Imcp.co.uk/

€ WORKWITHUS = CONTACT US = Q v!:lMVQ’P

We have been supporting community
developmentin Manchester for over 50
years


https://lmcp.co.uk/

NHS and community services to recruit participants for the research

Manchester memory services

@)
N3
Community organisations %}}7 LMCP (Manchester)

O
Bristol Dementia Wellbeing [E/}?

Service

@)

(b\% Alive (Bristol)

/

Sheffield memory services

@)

People Keeping Well

Community services b:} o (Shefﬁeld)

I Sheffield GP practice(s) ' g}ﬁ

Aiming to recruit 18 people per area: 12 to attend the course, 6 to tell us about usual care
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Researching The Good Life with Dementia
Course: A Feasibility Study

Addressing uncertainties for a randomised controlled trial of a post-
diagnostic peer-led dementia course 'The Good Life with Dementia’

This work is ongoing, see Link to feasibilitv StUd\/ Webpage

Researching

' 4. THEGOOD LIFE WITH
<" DEMENTIA COURSE

V'l Feasibility Study

D



https://sscr.nihr.ac.uk/research/dementia/good-life-with-dementia/

In summary

* Qualitative
research gives us a
picture of
fragmented support
- gaps and cliff edges

e But it doesn’t have
to be like this...



Meet the dementia rebels!

The,. ~
Guardian

Link to Dementia Rebels Guardian article

N

" hﬂ s

Features

Dementia

“You're treated like this is the end’: Meet the
dementia rebels — diagnosed and determined to

change people’s minds

“Every person with a diagnosis of dementia is supposed to have an annual
dementia review with someone who knows about dementia in their GP
practice,” says Rook. “Most people don’t get that and, when it does happen,
it’s rarely actually seen as useful because the GP knows a lot less about it
than I do, by their own admission.” More useful are schemes where people
living with dementia act as “peer tutors”, as Rook has, t:ﬁ newly

diagnosed.
Links to the Good Life findings

O 'The advice was absurd’ ... George Rook. Photograph: Dementia UK



https://www.york.ac.uk/business-society/research/social-policy/good-life-with-dementia-course/
https://www.theguardian.com/society/2026/jun/09/dementia-rebels-diagnosed-determined-change-peoples-minds

NIHR | &ereen”
Older Adults'

Social Care
Research Group

UNIVERSITY

't’s a process...

For more information

5 DETERMIND

| FINDING A FAIRER PATH TO DEMENTIA CARE
e [
i

contact P


mailto:kate.gridley@york.ac.uk
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