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Need for palliative dementia care is great and rising LONDGN
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The number of people dying with dementia

X4 projected rise by 2040
There are many different types of dementia. Alzheimer's is the most common form. Etkind et all BMC Medicine 2017

Dementia, including Alzheimer's disease, has overtaken heart disease as the
leading cause of death in England and Wales, latest figures reveal.



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... BONON

Lever a step-change in palliative dementia

EIT]DOWGFI ng Better End care, generating new knowledge and a

of Life Dementia Care network for care, engagement and research
Co-design and evaluate the EMBED-Care

’ J !'5'( Framework to empower people with
& L f dementia, carers and staff, to identify and
> act upon changing needs, in the community

Build research capacity in dementia care

Collaborative Patient and Public
Involvement with people affected by
dementia across the programme
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WS 4 Data synthesis of knowledge creation with actions to
inform model of integrated palliative dementia care

AN

WS 1 WS 2 WS 3
Policy & guideline Large data examine Cohort study palliative
reviews inform model transitions and care needs, outcomes
palliative dementia care inequalities in care and costs

Sampson et al. EMBED-care protocol. Int J Geriatric Psychiatry 2019
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Work Stream 1: Meta-review to construct system-based

logic model of integrated palliative dementia care.

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

HEALTH OUTCOMES
Person with dementia
QolL/wellbeing*
Neuropsychiatric symptoms*
Depression*

Pain and comfort
Other symptoms
Function

Falls reduction
Reduction in restraint
Lay caregivers

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.

IMPLEMENTATION

Policy UK
‘personalised care’
to orientate care
towards QoL
(Sleeman et al. BMC
Pall Care 2021)

VVVYVVYVYY

Quality of life/wellbeing
CONTEXT > Provide information and education to person with dementia and family* on dementia and palliative care Burden
Geographical approach, family role as proxy-decision maker and involve person with dementia. Culturally competent care Depression
High-income areas > Supp.ort.ive environment* to ensu-re c?mfort, sense of community, safety, choice ?nd.meaningful engagement Population-level health outcomes
. » Continuity of care and care coordination, to enhance seamless care and communication across services e.g. > I

(e.g. Americas 60% ; 0o DT revi tral dinator/ Mortality
Europe 29%) case con erencmg', review, .cen ra c?or inator/case manag.er . . Non-health outcomes_Economic

» Support for caregivers (beyond information) to promote wellbeing e.g. respite care, offered psychological evaluation

therapy for depression i.e. CBT and grief support pre and post death
» Diagnosis and prognosis PROCESS OUTCOMES

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)

Palliative care activity

Quality of care*

Service use e.g. Place of death
Staff outcomes

Caregiver satisfaction with care

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

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




Work Stream 5: Co-designh of the EMBED-Care Framework & app Doltoce

Dr Nathan Davies and Dr Clare Ellis-Smith

LONDON

Co-design EMBED-Care Framework and app: Iterative co-design approach with 3

1. IPOS-Dem tool (holistically assess concerns, ~ 8foups: - |
needs, symptoms and goals) v/ 1. People with mild dementia v/

2. Clinical decision support tool (evidence 2. Current and former carers v
based care at the point of care) v/ 3. Practitioners across settings and
specialities v

3. Manual and training support e.g. video v/ .
eBtonix
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“Assessment as intervention”: Integrated Palliative care Collese

Outcome Scale-Dementia (IPOS-Dem). Dr Clare Ellis-Smith LONDON

@g IPOS-Dem

Q2. Please select one box that best describes how the person has been affected by each of the following
symptoms over the past week.

IPOS-Dem

Not at all Slightly Moderately  Severely Over- Cannot
whelmingly assess

Please write clearly b . |:| ) |:| . |:| . |:| . D |:|
Shortness of breath o D 1 I:' 2 I:' 3 D 4 I:l I:l

Weakness or

Date (dd/mm/yyyy): lack of energy 0 |:| 1 I:' 2 D 3 |:| 4 I:l I:l

Not at all Occasionally  Sometimes Most of the Always Cannot

time assess
Q3. Has s/he been
Q1. What have been the person’s main problems over the past week? feeling anxiousor o [ ] 1 : ] s ] «[] ]
worried?
Palliative care h I a2 Have any of
~NTITINDS /.. Q- - 9. /... his/her family
Outcome ttps.//pos pa .org/ been anxious or "] D 1 D 2 D 3 D a D D
Scale worried about
A resource for palliative care the person?
a0 0 -0 .0 O O
. . . think s/he felt
Ellis-Smith, et al.....Evans CJ. Development of a caregiver- depresed? ‘ 2 3 ’

reported measure to support systematic assessment of people &

interest in things

with dementia in long-term care: IPOS-Dem. Pall Med 2016 things s/he would o ] O . .0 .0 u

normally enjoy?




“Assessment as intervention”: Change in scores- 1 month
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Pain
Diarrhoea S SOB
el 4 Weakness
problems 3
Communicating 2 Nausea
Ski :
in "
breakdown p vomiting
Swallowing :
problems Poor appetite
Poor mobility Constipation
: Dental
Drowsiness roblems
Sore or dry P
mouth

Practical
problems

Family has
iInformation

Enjoying
activities

Interacting
positively

At peace

Halil__)ucinationS

4
3
2
1
0

Lost interest

Agitation

Wandering

Anxious

Family
anxious

Depressed

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: NS
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Rules of Thumb. Dr. Nathan Davies LONDON

EMBED-Care 12 decision areas:

» Overarching principles » Sleep
> Emotional wellbeing of person > Constipation &
with dementia Incontinence
» Emotional wellbeing of carers ~ » Weakness & lack of energy
> Pain » Delirium
» Mobility » Skin care

> Eating, drinking & mouthcare » Spirituality

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



Rule of thumb

Pain
L 1.Assess |

Talk
+ Ask them if they are in pain?
* Where is the pain?

Look
« Are they looking sad or frightened?
+ Are the frowning?

Observe
* Are they more confused?
+ Are they whimpering?
+ Are they groaning or crying?
» Are they eating and drinking less?

+ Are they agitated?

* Has behaviour changed?
« Are they sweating?

Body Language
+ Are they rigid, clenched fists, knees pulled up,
protecting a body part?
« Are they trying to move or push you away?

Talk to a family member or advocate if the
patient cannot respond or remember

Talk
+ When did the pain start?
+ What does it feel like?
+ How severe is it?
= Ask family or advocate.

Look
* Check skin and pressure areas?
+ Encourage gentle supervised mobilization.

* Check oral hygiene, mouth care and possible
teeth problems.

« Are they sitting in an awkward position?
+ Have they taken their medication?
+ |5 the environment causing discomfort?

History
* Do they have a known pain condition
such as arthritis?

* Are they constipated?
« Are they passing urine more?
+ Are there signs of an infection?
* Have they had a recent fall?
* When was medication last reviewed?
* Have they had previous fractures?
* Do they have chronic pain?

* Use a pain monitoring chart or
diary to record episodes.
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Talk

+ Seek help from care team (GP, clinical staff or
senior staff in care home setting)

* Reassure the person.
« Try using distraction technigues to improve
comfort.
Act
* Move position.
* Consider non-pharmacological methods such
as massage or heat.
» Consider over the counter pain medication
.e. paracetamol.
* Ensure that regular pain medications are being

taken if prescribed, consider prescription if
helpful

Refer

» Once cause is established and reversible
causes managed consider referral to pain
specialist or palliative care.

* Referral to OT and Physio may also benefit if
pain is related to movementor function.

« Discuss with pharmacist for alternative
options.




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
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REVIEW ARTICLE

How do person-centered outcome measures enable shared
decision-making for people with dementia and family
carers?—A systematic review

Jesutofunmi Aworinde® | ClareEllis-Smith® | Juliet Gillam* Moise Roche? |

Lucy Coombes™® | EmelYorganci® | Catherine J. Evans'*
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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

JOURNAL OF MEDICAL INTERNET RESEARCH Gillam et al

Review

Implementation of eHealth to Support Assessment and
Decision-making for Residents With Dementia in Long-term Care:
Systematic Review

Juliet Gillam', BSc (Hons). MSc: Nathan Davies™, BSc (Hons). MSe. PhD: Jesutofunmi Aworinde', BSe (Hons).

MSc: Emel Yorganci!, BSc. MSc: Janet E Anderson®, BBSc. MPsych. PhD; Catherine Evans'®, BSc (Hons). MSe.
PhD




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

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

implementation and trial

methods Sites: Derbyshire and

: : Sussex:
Design: Mixed methods

feasibility study and pilot Multi-disciplinary
cluster randomised community health care
controlled trial teams (nurses, AHPS)
and Residential Care
homes

-testing the EMBED-Care Framework and App
-Theoretically driven complex intervention
-Understanding of implementation
-Methods for economic evaluation
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EMBED-Care: Network for Excellence in Palliative

Dementia Care

A Network for Excellence in Palliative Dementia Care

Email: dop.embedcare@ucl.ac.uk EMBED-Care
= ing Better End
Webpage: www.ucl.ac.uk/embed-care oF Ll Dameita Cars

Thank you for listening

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.
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