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Policy Brief 

This policy brief summarises the evidence developed from the Empowering Better End of 
Life Dementia Care (EMBED-Care) programme. It endorses a step change in dementia care 
that draws on a model of integrated palliative dementia care that identifies unmet needs for 
people with dementia. Prioritising a holistic and person-centred approach, the EMBED-Care 
programme aims to improve the comfort and quality of life of those affected by dementia. 

With the ongoing priority-setting and planning for health and social care, there is opportunity 
to ensure that reform is informed by the high-quality evidence from EMBED-Care, which 
understands, prioritises, and addresses the needs of those affected by dementia. EMBED-
Care is relevant for advancing strategic policy shifts towards community care, health equity, 
and digital transformation.

EMBED-Care

Empowering Better End of Life Dementia Care (EMBED-Care) is a six-year collaboration 
between King’s College London and University College London. It brought together 
academics, researchers, clinicians, policy makers, people with dementia and families to 
conduct original research that builds high quality evidence from multiple sources, and to 
promote a step-change in care for all people affected by dementia needing greater support, 
regardless of age or type of dementia, to maximise quality of life for them and their caregivers. 
The programme identified the unmet needs of people with dementia, including those with 
rarer dementias and those from ethnically diverse communities, projected future need, 
contributed to new national guidelines, raised public awareness of dementia, and constructed 
evidence-based solutions for better integration of palliative dementia care for adults needing 
greater support at home and in care homes.

The EMBED-Care programme was funded by the Economic and Social Research Council 
(ESRC) and the National Institute for Health and Care Research (NIHR) through the 
ESRC/NIHR Dementia Initiative 2018 (Grant Reference Number ES/S010327/1). The 
project was further supported by NIHR Applied Research Collaboratives for South London, 
and Kent, Surrey and Sussex, and by Cicely Saunders International.

The views expressed are those of the author(s) and not necessarily those of the ESRC, UKRI, 
NHS, NIHR, or the Department of Health and Social Care.
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Dementia is the leading cause of death in the UK and poses significant health, 
social, and economic burdens 

Dementia is a progressive neurodegenerative condition and the leading cause of death in the 
UK.1 In the absence of a cure, the number of people living with dementia is expected to rise 
by 45% in the UK by 2040.2 Dementia is also projected to have the highest proportional 
increase in global burden of serious health-related suffering between now and 2060.3

Despite this, timely access to care for people with dementia is variable,4 and many will 
experience unmet care needs across the course of their dementia,5 receive interventions 
discordant with their preferences,6 increasingly visit emergency departments towards the end 
of life,7, 8 and spend up to 20% of their last six months of life in hospital.9 Lord Darzi’s recent 
independent investigation into the NHS in England specifically highlights dementia care as 
falling behind other countries, with higher death rates and poorer care.10 

The EMBED-Care programme has pioneered research to inform evidence-based 
policy and practice

December 2024 sees the conclusion of the six-year research programme, Empowering Better 
End-of-Life Dementia Care (EMBED-Care; figure 1). This programme aimed to promote a 
step change in care for people affected by dementia by identifying unmet needs, delivering 
person-centred care, and improving outcomes towards end of life. 

The programme projected that the number of people with dementia who have palliative 
care needs will increase by at least 45.6% and at most 146.7% by 2040.11 Unplanned 
hospitalisation, including critical care use, was also found to increase towards the end of 
life.9, 12 Despite this, few hospital patients with dementia had their end-of-life preferences on 
record and fewer had an advance decision to refuse treatment.13 These findings validated and 
supported the need for an integrated palliative care approach to improve dementia care.

Figure 1: Overview of the EMBED-Care Programme. EMBED-Care, Empowering Better End-of-Life Dementia 
Care; WS, work stream (adapted from: Sampson et al., 202014)
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EMBED-Care identified three enablers to improve care for people living and 
dying with dementia

The research identified a holistic approach, shared decision-making, and considering 
dementia from diagnosis to end of life as three enablers for improving dementia care. A need 
for equitable care extends across all three enablers.

Figure 2: Three evidence-informed enablers for improving dementia care, with a cross-cutting theme of 
equitable care.

A holistic approach to dementia care is fundamentally person-centred. It involves 
considering a wide range of care needs relevant to the person with dementia, such as, but not 
limited to, symptom management, cultural sensitivity, support for carers, joined up responses 
from health and social care services, training of practitioners, education for people affected by 
dementia,15 and grief support for family carers.15-17 The Integrated Palliative Care Outcome 
Scale for People with Dementia (IPOS-Dem) is an existing holistic measure,18 which enables 
people with dementia, family carers and practitioners to better recognise and communicate 
individual needs and concerns,19 and increases confidence to engage in discussions about 
care.19, 20

Shared decision-making between practitioners and people with dementia and their families 
is fundamental to those affected by dementia to feel empowered and informed.20, 21 Family 
carers and practitioners are well positioned to support the person living with dementia to 
maintain as much agency as possible and inform person-centred care.19, 21 Decision aids can 
facilitate shared decision-making,22 prompting people with dementia to reflect on care plans 
and wishes,23 and reducing uncertainty and stress among family carers in making key care 
decisions, such as around eating and drinking and care transitions.22, 24

Considering dementia as a chronic condition, where support is needed from diagnosis to 
end of life, can mitigate the need for inappropriate end of life hospitalisation by managing 
care proactively across the dementia trajectory for adults needing greater support.4, 7, 12 This 
involves reviewing care plans and monitoring symptoms continually, having services with the 
skills and capacity to respond to changes, and acknowledging that priorities and capacities 
can change as dementia progresses.21, 22 Regular reviews using a person-centred holistic 
outcome measure, like the IPOS-Dem, facilitated by digital health, can help to proactively 
identify problems and improve care and outcomes.25, 26

A holistic
approach

Shared 
decision-making

From diagnosis to 
end of life care

Equitable care
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The digital EMBED-Care Framework builds on these enablers, supporting the 
delivery of a step change in care for people affected by dementia

The EMBED-Care research culminated in the development of the EMBED-Care 
Framework,25 a novel complex intervention designed to identify and manage unmet care 
needs among people with dementia, designed to integrate palliative care into dementia 
care delivered by generalist practitioners, namely community nurses, general practitioners, 
and care home staff. The Framework prioritises the needs and comfort of each person with 
dementia, ensuring that the right services are in the right place at the right time.14 

The Framework is delivered via the EMBED-Care digital app. This offers a means of 
joining up services and teams, improving communication, assessing holistic care needs, and 
agreeing priorities for care, all within a shared decision-making approach between healthcare 
practitioners and people with dementia alongside their families and carers.

The first step involves conducting a person-centred holistic assessment of need using the 
Integrated Palliative Care Outcome Scale for People with Dementia (IPOS-Dem).18 The 
IPOS-Dem scores highlight unmet need through an alert system, which can inform and 
promote shared decision-making between the healthcare practitioner and those affected by 
dementia to support setting priorities and goals of care. The identified needs are automatically 
linked with evidence-informed clinical decision support tools to help manage care.25 Such 
tools are practical and easy to use in the community and care homes, whilst effectively 
addressing the complexity of palliative dementia care.20, 25, 27 

The Framework is intended for use by people with dementia, family carers and health and 
social care professionals in community and social care settings. The EMBED-Care app 
comprises a supplementary training package comprising a user guide, short animations 
and technical and troubleshooting information to support users. Co-designed with people 
affected by dementia, health and social care practitioners, academics and managers and 
commissioners, the application and training package also aligns to user preferences and 
current practice.20, 25, 27 The principles of the Framework can also be adapted and applied 
offline (e.g., recorded on paper, integrated with electronic health records) to suit users’ needs. 

The Framework is particularly beneficial for people with dementia with more complex care 
needs, who therefore require greater support. For example, EMBED-Care conducted several 
cohort studies (WS3) to investigate the needs of those with dementia, including embedded 
studies of rarer forms of dementia, such as frontotemporal lobe dementia and those caused 
by prion disease (e.g. Creutzfeldt-Jakob disease).28-30 Using a holistic approach, including 
application of the IPOS-Dem, the studies identified a range of unmet physical, psychological 
and social needs, such as pain,28 neuropsychiatric symptoms,30 or communication difficulties.29 
Such findings can inform shared decision-making, and subsequent treatment and 
management. 
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Figure 3. EMBED-Care Framework overview and flow (from Davies et al., 2024).25
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EMBED-Care promotes a step change that draws upon integrated palliative 
dementia care to improve outcomes for people with dementia

EMBED-Care promotes a step change that draws upon integrated palliative dementia care, 
empowering people affected by dementia, addressing their unmet needs and prioritising 
person-centred care.

Palliative care is the active total care of patients and their families by a multi-professional team 
when the patient’s disease is incurable.31 It is associated with reductions in symptom burden,32 
healthcare costs,32, 33 and unplanned emergency care,33 including emergency department (ED) 
attendance.34 However, as an underdeveloped priority area in dementia care,14 the palliative 
care needs of people with dementia are often underassessed,35 and undermanaged.36

As such, a palliative care approach to dementia more often starts in a crisis or when death 
is imminent,4, 8 but it can be integrated earlier into routine practice to optimise comfort and 
quality of life.14 Delivered by generalist teams, a model of integrated palliative dementia care 
ensures needs-based person-centred care is accessible across care settings. EMBED-Care 
endorses such an approach across the dementia trajectory, to support people with dementia to 
live as well and as independently as possible.    

EMBED-Care informs and advances current policy priorities to improve 
community care, reduce health inequalities, and develop digital solutions

At the time of writing, the government is in the process of developing a “10-year plan” for 
healthcare reform, to move care “from hospitals to communities” and to better integrate health 
and social care.37 It contributes to delivering on manifesto commitments to neighbourhood 
delivery of healthcare and a ‘home first’ principle for social care to support people to live 
independently for as long as possible.38 This builds on commitments to increase community 
support and reduce hospitalisation set out in the 2019 NHS Long Term Plan,39 and promoted 
by primary care programmes, including Hospital at Home,40 and Enhanced Care in Care 
Homes.41 EMBED-Care directly advances and informs these policy priorities, providing a 
solution to deliver community models of integrated, personalised care across the dementia 
trajectory. 

By offering a novel solution for identifying unmet needs, the EMBED-Care Framework 
further supports policy ambitions to reduce health inequalities. Delivery of the Framework 
in a digital format additionally supports digital transformation in the NHS. Innovative digital 
technologies are a priority for improving access to care and building health solutions which 
are sustainable in the long-term.42 With the ongoing goal setting and planning for health and 
social care, there is opportunity to ensure that reform is informed by the high-quality evidence 
of EMBED-Care, which understands, prioritises, and addresses the needs of those affected by 
dementia.  
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A holistic approach 

•	 Integrated Care Boards (ICBs) to 
consider dementia in their legal duty to 
respond to local palliative care needs.

•	 ICBs to ringfence funding for 
Community Mental Health Teams, 
as core providers of post-diagnostic 
dementia care for those with greatest 
needs.

•	 NHS England to ensure dementia-
specific palliative care knowledge 
and skills are core competencies in 
professional training and development 
of health and social care practitioners 
working with older people.

•	 NHS England to reform Continuing 
Healthcare funding to ensure the 
rising needs of people with dementia 
approaching the end of life are equitably 
addressed.

•	 ICBs to commission support services for 
family carers (e.g. pre- and post-death 
grief support), delivered by staff with 
culturally sensitive competencies.

Shared decision-making

•	 Clinical teams, whether in primary or 
secondary care, to be equipped with 
generalist clinical skills needed to deliver 
person-centred, needs-based dementia 
care.

•	 Implementation by NHS England of 
evidence-informed decision aids for 
use by clinical teams with family carers 
and people with dementia, to support 
understanding on optimally managing 
care needs (e.g., eating and drinking) 

and making key decisions about care 
(e.g., transitions in care). 

•	 Practitioners to work with people with 
dementia and family carers as equal 
partners in care.

•	 Practitioners to align care plans with 
cultural and religious beliefs.

From diagnosis to end of life

•	 ICBs to fund targeted community 
interventions to reduce unwanted 
variation in end-of-life hospitalisation 
among people with dementia from 
socioeconomically and ethnically diverse 
communities.

•	 ICBs to hold consultations with people 
affected by dementia, health and social 
care practitioners, the voluntary sector 
and researchers to identify where along 
the dementia trajectory service funding 
is most needed.

•	 ICBs to invest in interoperable electronic 
patient records across physical and 
mental health services to optimise care 
and reduce duplication. 

•	 Increase funding for research that tests 
digital health interventions, including 
the EMBED-Care Framework digital 
app, to enable shared monitoring and 
management of symptoms over time.

Recommendations for Health and Social Care Policy
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Next Steps

The number of people with dementia who have palliative care needs is expected to increase 
substantially in the next 20 years and beyond. The EMBED-Care Programme has been 
driving research on dementia care relating to those needing greater support, and is leveraging 
change in care to meet this need: 

•	 The Programme supported public engagement work to raise awareness of the roles of 
carers of people with dementia.43, 44

•	 The Programme guided the development of the policy brief, A Right to be Heard’,45 

which has informed ICB dementia strategies for optimal palliative and end-of-life care. 

•	 The EMBED-Care Framework is included in the Derbyshire Dementia Palliative Care 
Toolkit, which has been implemented nationally by NHS England.

•	 The Programme, specifically a cohort study on prion diseases, is producing national 
guidance on palliative care for people with rapidly progressive dementias.

The EMBED-Care Programme is also laying the foundations for future work that will:

•	 Assess the scalability of the EMBED-Care Framework for people with dementia needing 
greater support, and their families, in care homes and at home in England. 

•	 Through the ESRC/AS EMPOWER Dementia Network Plus, build a network of 
excellence to connect dementia communities, people with lived experience, practitioners, 
policy makers and researchers to work together to lever change for equality in dementia 
care. 

•	 Drive change through working with the new NIHR Policy Research Units in Dementia 
and Neurodegeneration and Palliative and End of Life Care.
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