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Need for palliative dementia care is great and rising

The number of people dying with dementia 

x4 projected rise by 2040
Etkind et al. BMC Medicine 2017



As a an artist, one is 
merely a link in a chain

Vincent Van Gogh

As a nurse scientist, one is 
a vital link in a chain
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Aims to…

1. Lever a step-change in palliative dementia 
care, generating new knowledge and a 
network for care, engagement and research

2. Co-design and evaluate the EMBED-Care 
Framework to empower people with 
dementia, carers and staff, to identify and 
act upon changing needs, in the community 

3. Build research capacity in dementia care

4. Collaborative Patient and Public 
Involvement with people affected by 
dementia across the programme



EMBED-Care programme overview

----------------Network for Excellence in Palliative Dementia Care-------------------

Sampson et al. EMBED-care protocol. Int J Geriatric Psychiatry 2019
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WS 6

Feasibility and pilot trials of integrated palliative dementia care 

at home and in care homes 

WS 1 

Policy & guideline 

reviews inform model 

palliative dementia care 

WS 2 

Large data examine 

transitions and 

inequalities in care 

WS 3 

Cohort study palliative 

care needs, outcomes 

and costs 

WS 4 Data synthesis of knowledge creation with actions to 

inform model of integrated palliative dementia care

WS 5 Co-design intervention of integrated palliative dementia care in 

health and social care – assessment, management, person-centred care



HEALTH OUTCOMES

Person with dementia
➢ QoL/wellbeing*
➢ Neuropsychiatric symptoms*
➢ Depression*
➢ Pain and comfort 
➢ Other symptoms 
➢ Function 
➢ Falls reduction 
➢ Reduction in restraint 
Lay caregivers

Quality of life/wellbeing 
Burden 
Depression 

Population-level health outcomes
➢ Mortality 
Non-health outcomes Economic 

evaluation

PROCESS OUTCOMES

Palliative care activity 

Quality of care*

Service use e.g. Place of death

Staff outcomes 

Caregiver satisfaction with care 

PARTICIPANTS (target population): People with dementia with palliative care needs and lay caregivers (family/friends)

INTERVENTION THEORY (how the intervention works including overall aims)
➢ Person-centred care*, human value of person with dementia (and carers); relational care to uphold sense of self 
➢ Holistic person-centered assessment* includes goal setting, advance care planning and review 
➢ Promote wellbeing and function*, including spirituality, independence and cognition 

INTERVENTION DESIGN (describes the “What?” of the intervention)
Components: 
➢ Optimal management of symptoms* neuropsychiatric, pain and other problems using person-centred and 

evidence-based interventions and minimise futile treatment. Ongoing medical review
➢ Staff training* all members of the team (including volunteers) on dementia care and skills to apply palliative 

care, including orientation and ongoing training, focus communication, teamwork and collaboration, and 
evaluation to drive improvement.  

➢ Provide information and education to person with dementia and family* on dementia and palliative care 
approach, family role as proxy-decision maker and involve person with dementia. Culturally competent care

➢ Supportive environment* to ensure comfort, sense of community, safety, choice and meaningful engagement 
➢ Continuity of care and care coordination, to enhance seamless care and communication across services e.g. 

case conferencing, MDT review, central coordinator/case manager
➢ Support for caregivers (beyond information) to promote wellbeing e.g. respite care, offered psychological 

therapy for depression i.e. CBT and grief support pre and post death 
➢ Diagnosis and prognosis 
Execution: Timing and duration, dose and intensity of palliative care for people with dementia

INTERVENTION DELIVERY (“How?”, “Who?” and “Where?”)
Setting (location): Managing care transition risks associated with transfers to hospital and support for the 

person/family during care. Delivery agents (who) and mechanisms (how)

IMPLEMENTATION

Policy UK

‘personalised care’ 

to orientate care 

towards QoL 

(Sleeman et al. BMC 

Pall Care 2021)

CONTEXT

Geographical

High-income areas 

(e.g. Americas 60% 

Europe 29%)

*Most common components identified in 5+ systematic reviews. Red text areas of uncertainty pursued in the programme

Work Stream 1: Meta-review to construct system-based 
logic model of integrated palliative dementia care. 

Rohwer et al. Guidance on logic models, INTEGRATE-HTA, 2016



Work Stream 5: Co-design of the EMBED-Care Framework & app
Dr Nathan Davies and Dr Clare Ellis-Smith

Co-design EMBED-Care Framework and app: 

1. IPOS-Dem tool (holistically assess concerns, 
needs, symptoms and goals) ✓

2. Clinical decision support tool (evidence 
based care at the point of care) ✓

3. Manual and training support e.g. video ✓

Iterative co-design approach with 3 
groups:

1. People with mild dementia ✓

2. Current and former carers ✓

3. Practitioners across settings and 
specialities ✓



“Assessment as intervention”: Integrated Palliative care 
Outcome Scale-Dementia (IPOS-Dem). Dr Clare Ellis-Smith

https://pos-pal.org/

Ellis-Smith, et al.….Evans CJ. Development of a caregiver-
reported measure to support systematic assessment of people 
with dementia in long-term care: IPOS-Dem. Pall Med 2016



“Assessment as intervention”: Change in scores- 1 month

Kinley J, Ellis-Smith C et al.….Evans CJ A collaborative approach in dementia care to 
improve clinical effectiveness. International Journal of Palliative Nursing, 2019, 25; 12



Link assessment with Clinical Decision Support Tools: 
Rules of Thumb. Dr. Nathan Davies

Davies, N. et al. Guiding practitioners through end-of-life care for people 
with dementia: the use of Heuristics. Plos One 2018.

EMBED-Care 12 decision areas:
➢Overarching principles
➢ Emotional wellbeing of person 

with dementia
➢ Emotional wellbeing of carers
➢ Pain
➢Mobility
➢ Eating, drinking & mouthcare

➢ Sleep 
➢ Constipation & 

incontinence 
➢Weakness & lack of energy
➢Delirium 
➢ Skin care
➢ Spirituality 



Rule of thumb



Considering implementation from the start

PhD Student: Tofunmi Awonrinde

Design and feasibility evaluation using the IPOS-
Dem  as an intervention for shared decision-
making for people with dementia, family carers 
and practitioners

PhD Student: Juliet Gillam
Design and feasibility evaluation of an 
implementation plan for the EMBED-Care 
eHealth framework to optimise person-centred 
assessment and decision-making for people 
with dementia in care homes



Work Stream 6: EMBED-Care Framework and App feasibility 
evaluation and pilot testing. Dr Clare Ellis-Smith

-testing the EMBED-Care Framework and App

-Theoretically driven complex intervention

-Understanding of implementation 

-Methods for economic evaluation

Design: Mixed methods 
feasibility study and pilot 

cluster randomised 
controlled trial

Aim: To test the feasibility 
of EMBED-Care 
intervention, its 

implementation and trial 
methods Sites: Derbyshire and 

Sussex: 

Multi-disciplinary 
community health care 
teams (nurses, AHPs) 
and Residential Care 

homes



EMBED-Care: Network for Excellence in Palliative 
Dementia Care

A Network for Excellence in Palliative Dementia Care 

Email: dop.embedcare@ucl.ac.uk
Webpage: www.ucl.ac.uk/embed-care

This project is funded by the Economic and Social Research 
Council (ESRC) and National Institute for Health and Care 

Research (NIHR) dementia initiative 2018 (Ref Number 
ES/S010327/1). The views expressed are those of the authors and 

not necessarily those of the ESRC, NIHR or the DHSC.

Thank you for listening
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