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Setting Research Priorities
This presentation is based on independent research funded by the National Institute for 

Health and Care Research (NIHR) School for Social Care Research (SSCR). 
The views expressed in this presentation are those of the authors and not necessarily 

those of the NIHR SSCR, the NIHR or the Department of Health and Social Care.
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Research Question:

How can co-designed, behaviour change-informed 
resources improve care workers’ capability, motivation, 

and opportunity to deliver palliative dementia care?

Underpinned by the premise that to produce effective 
resources for social care workers supporting people with 
dementia around death and dying it must:

1. be co-produced with people living with dementia, their 
families, and care workers, and 

2. be underpinned by behaviour change theory



What is the issue being 
addressed?

Why is it
important?

• Most people with dementia in the UK 
are supported by social care workers at 
the end of life (ONS, 2023).

• Care workers are well-placed to 
provide good-quality, generalist end-
of-life care (Handley et al, 2022),

⚬ but many  feel underprepared and 
hesitant to discuss or support dying 
and death (Delvin & McIlfatrick, 2010)

• Current initiatives focus mainly on 
training and knowledge, which alone 
don’t change behaviour.

• Palliative and end-of-life care in the UK has 
become increasingly specialised and 
medicalised (Clark et al. 2015).

• However, people living with dementia remain: 
⚬ underserved by specialist palliative care 

teams (Leniz et al, 2021) and 
⚬ significantly less likely to be referred for 

hospice care (Tobin et a, 2021).

• Existing end-of-life care resources and 
training focus mainly on general palliative 
care and knowledge-building (e.g. Vandrevala et al, 

2017).

• None are simultaneously dementia-specific, 
co-produced, or evaluated for behaviour
change impact.
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The COM-B model of behaviour change
(Bru Garcia, 2024)



Study Flow
Identify barreirs and needs Co-create resources Pilot and evaluate



The relationship between 
the COM-B model and 

Behaviour Change Wheel

(Mitchie et al, 2013)
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Resource Design



Integrating Behaviour Change 
Techneques in Co-Design

INTRODUCE 
BEHAVIOUR 

CHANGE 
CONCEPTS

Discuss why 
behaviour change 

matters for 
improving 
palliative 

dementia care.

EXPLORE COM-B: 
CAPABILITY, 

MOTIVATION, 
OPPORTUNITY

Discuss skills and 
knowledge care 

workers need (e.g. 
confidence in 

discussing dying).

CO-DEFINE 
CAPABILITY, 

MOTIVATION & 
OPPORTUNITY

Participants share 
what each means 

in their own 
experience.

INTRODUCE 
BEHAVIOUR 

CHANGE 
TECHNEQUES 

(BCTS)

Explain and match 
BCTs to COM-B 

components 
through 

interactive tasks.

PRIORITISE & 
OPERATIONALISE 

BCTS

Groups choose 
key techniques (eg 

social support) 
and suggest how 
they could look in 

the resources.

REFINE WITH 
EXPERTS & 
PARTNERS

Specialists (e.g. 
Dementia UK) 

review and guide 
application of 

chosen 
techniques.

1 2 3 4 5 6



Existing 
Considerations

Intentional 
Unknowns

• Recruitment for maximum diversity (beyond 
protected characteristics): 
⚬ e.g. young care workers, visa-sponsored workers, 

care workers for whom English is not the first 
language.

• Inclusive recruitment and data collection 
approaches:
⚬ e.g. verbal consenting processes, dyslexia-

friendly formats, individual-dyad interviews for 
people who may find focus groups a poor fit

• Diverse dissemination of resources:
⚬ e.g. co-designed flyer easy-reads, practitioner-

aimed events, lived experience co-applicants at 
conferences

• No idea what the resources will focus on!
⚬ e.g. advance care planning, regonition of when 

someone is approaching death, talking to 
families about EoL planning

• No idea of what the outputs are!
⚬ simulated role-play modelling, videos, set of 

facilitative questions

• Good idea oh how we are develping the 
resources, but not the specifics!
⚬ Behaviour Change Techneques will be 

prioritised by the co-design groups, who will 
also decide how to apply them 

• Designing outcome measures to fit the 
intervention and the nature of PPI
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Evaluation of the 
Co-Production Process

Evaluation of the 
Resource Piloting

• Light-touch evaluation to capture 
how Phase 2 is progressing and to 
make iterative changes for maximum 
inclusion:

⚬ The co-production process will be 
evaluated following an approach 
already used in dementia-
inclusive evaluations (Giebel et al, 

2023). 

⚬ Analysis will be conducted jointly 
with EbyE co-applicants, ensuring 
they receive sufficient 
methodological support

• Care workers will review resources using the 
think-aloud methodology (Szinay et al, 2021), 

followed by semi-structured interviews, co-
adapted to fit the nature of resources, but 
will include:
⚬ Change in the behavioural antecedents 

defined by the COM-B model (capability, 
opportunity and motivation). Behaviour
change itself would not have happened this 
quickly

⚬ Perceived usefulness and acceptability of 
the resources

• Will inform resource refinement and 
identification of additional components
needed for a future, larger-scale intervention.
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Expert by Experience Co-
Applicants

Mr Keith Oliver
Person Living with Dementia

Mrs Julia Seath
Bereaved Family Carer

Ms Alicia Fooks
Dementia Care Worker

Ms Evie Mitchell
Keith’s Volunteer Supporter

• Involved in every aspect of the study 

• Will co-facilitate the co-design groups they represent

• Will co-disseminate findings
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• People living with dementia are not passive
recipients of care or mere research participants

• Many people living with and caring for someone 
with dementia are keen to shape what good care 
looks like, even around a ‘taboo’ or 'sensitive' 
topic like dying.

• Their meaningful involvement across the 
research cycle (as co-applicants, co-producers 
and co-disseminators) is possible!

So what?



R.Mikelyte@kent.ac.uk

Questions?


