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Thursday 14 March 2019

Dr Sara Humphrey (Chair)

WELCOME

Dementia & Older People’s Mental Health 

Clinical Network

Care in the Last Years of Life for People 

Living with Dementia and Frailty – A Whole 

Systems Approach

Wi-Fi = cedar court

Password = no password required

follow us on Twitter @YHSCN_MHDN #yhdementia
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@YHSCN_MHDN

Please use 

#yhdementia in 

your tweets ☺

Housekeeping:

Please log your 

reg number on 

one of the hotel 

ipads/tablets 

within 2 hrs of 

arrival (enter as 

Visitor).  Don’t 

get a fine!!

Wi-Fi = cedar court

Password = no password 

but you will need to use an 

email address to log in
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In this room ALL morning

• Range of plenary speakers

• Short discussion session

• Video to finish up the morning

– Lunch will be served downstairs in Restaurant 85 -

please take all your belongings with you

Room change this afternoon:

Breakout session A: Rowan 

Breakout session B: Oak/Hawthorn Room

- numbers limited to 30 in this room

PLAN FOR THE DAY

Coffee served 

in here
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The focus for the day:

• Whole Systems Approach to providing great care for 

people with advanced dementia or frailty

• An opportunity to hear from local and national 

innovators 

• Opportunity for table discussions and networking

PLAN FOR THE DAY



www.england.nhs.uk

ACP Webinar 

18th April, 12-1.30pm

• Building on the learning and 
actions from today

• Follow-up webinar focused on 
Advance Care Planning for 
people affected by dementia

• Led by Karen Harrison-Dening, 
Head of Research and 
Publications for Dementia UK

• Karen’s specialist field is ACP 
and End of Life Care in 
dementia













Dementia as a Proportion of All Deaths in Yorkshire & Humber (2017 
data)

Deaths from all 
causes

Deaths from 
dementia

% of All Deaths

Total (all ages) 52400 6600 12.6

Aged 65-69 3700 100 2.7

Aged 70-74 5400 200 3.7

Aged 75-79 6500 600 9.2

Aged 80-84 8600 1200 14.0

Aged 85-89 9400 1900 20.2

Aged 90 and over 10500 2500 23.8
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Carers’ Stories

Sheena’s Story

Told by Lynn Lewendon
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Carers’ Stories

Eileen’s Story

Told by Lorraine Smith

And Angela Marsh



Identifying the last year of life for 

people with dementia and/or 

frailty – recognising triggers to 
action

Dr Emma Lowe

Consultant in Palliative Medicine



Uncertainty: the elephant in the room

• Try to reduce uncertainty

• Trying to address and manage uncertainty



The Gold Standards Framework 
Proactive Identification Guide 2016



The Gold Standards Framework 
Proactive Identification Guide 2016



The Gold Standards Framework 
Proactive Identification Guide 2016



“Prolonged dwindling”



Severe frailty

• Severe Frailty  (eFI
score > 0.36) 
People who are 
often dependent 
for personal cares 
and have a range 
of long-term 
conditions/ 
multimorbidity. 
Some of this group 
may be medically 
stable but others 
can be unstable 
and at risk of dying 
within 6 - 12 
months. 





Comprehensive geriatric assessment



“Prolonged dwindling”



How does this help us reduce 
uncertainty?

• Objective/subjective evidence someone may 
be in the last year of life

• Helps us feel more confident to have 
conversations

• Helps us to explain to patients and families



But the uncertainty remains…

• Be open about this!

• Important to assess whether ACP still possible 
– ideally needs to start much earlier

• What do people want in the final year:

– Co-ordination of care

– Symptom control

– High standard of care

– No unnecessary interventions



Any questions?



DISCUSSION

How well are we identifying people in the 
last year of life and enabling their (and 

carers) access to appropriate care?



My Future Wishes -

A guide to Advance Care Planning for 
people with dementia in all care 

settings

Presented by Claire Fry

National Dementia Team

NHS England
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Dementia: 

Advance 

Care 

Planning

31

Claire Fry – NHS 

England Dementia 

Policy Team

14th March 2019
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Aims 

32

• Background / overview

• To outline the My Future Wishes Advance Care Planning (ACP) 

guide:

o Why it is important

o Definitions – the difference between general and advance 

care planning

o What it should involve

o How it should be completed 

o The ACP conversation journey

• Tips on how to manage when an ACP conversation has not been 

possible
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• The new My future wishes: Advance Care Planning (ACP) guide 1 was 

published on 9th April 2018. It is designed to help practitioners, providers and 

health and social care commissioners create opportunities for people with 

dementia to develop an ACP. 

• The guide identifies key actions from the point of an initial diagnosis of 

dementia through to the advanced condition, in order to highlight and prompt 

best practice irrespective of care setting.

• However, it is acknowledged that dementia does not follow a fixed stage 

pathway.  

• The guidance  also highlights some tips on how to manage situations where an 

ACP conversation has not been possible.

1. https://www.england.nhs.uk/publication/my-future-wishes-advance-care-planning-acp-for-people-with-dementia-in-all-care-settings/

Overview

33

https://www.england.nhs.uk/publication/my-future-wishes-advance-care-planning-acp-for-people-with-dementia-in-all-care-settings/
https://www.england.nhs.uk/publication/my-future-wishes-advance-care-planning-acp-for-people-with-dementia-in-all-care-settings/
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Why is it important?

34

• People with neurological conditions are 

much less likely to have opportunities to 

take part in ACP or to receive specialist 

end of life support. 

• ACP is fundamental for everyone living 

with dementia. It enhances choice, aids 

delivery of person-centred end of life 

care, helps to guide care when mental 

capacity is lost and provides support for 

families and carers.

• The Dementia Challenge 2020

maintains that ‘ By 2020 we would wish 

to see… All people with a diagnosis of 

dementia being given the opportunity for 

advance care planning.

Dementia 
Diagnosis

Initiate  ACP

Assess ACP  Check ACP

Improving 
quality of care 
and access to 

services

Improving 
outcomes

https://www.gov.uk/government/publications/prime-ministers-challenge-on-dementia-2020/prime-ministers-challenge-on-dementia-2020
https://www.gov.uk/government/publications/prime-ministers-challenge-on-dementia-2020/prime-ministers-challenge-on-dementia-2020
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Definitions – the difference between general 

and advance care planning

• General care planning provides a plan for current and continuing health and social care 

that contains achievable goals and the actions required.

• Advance care planning covers an individual’s preferences, wishes, beliefs and values 

about future care to guide future best interests decisions in the event an individual has lost 

capacity to make decisions. As a point of reference, NHS England’s End of Life Care 

Publication The differences between general care planning and decisions made in 

advance2 states:

“Advance care planning may lead to making:

• An advance statement

• An Advance Decision to Refuse Treatment (ADRT)

• A Do Not Attempt Cardiopulmonary Resuscitation (DNACPR) decision

• Other types of decision, such as appointing a Lasting Power of Attorney..” 

2. http://www.rainbowsurgery.co.uk/website/G85136/files/ACP.pdf/

http://www.rainbowsurgery.co.uk/website/G85136/files/ACP.pdf/
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What should it involve?

36

Open, honest 
and sensitive 
conversations 

that evolve 
over time

An inclusive, 
personalised, 
multifaceted 

approach

Continuity

Shared 
Decision 
Making
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How should it be undertaken 

and by who? 

37

Who?

The person living with dementia and 
everyone involved in their care

How?

It is important to emphasise that the 
opportunity for ACP should always be 

offered and recorded where this is possible
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Example Advance Care Plan template 3

38

3 http://www.palliativecare.bradford.nhs.uk/Documents/Advance%20care%20plan%20booklet.pdf
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Example Advance Care Plan template 

(cont’d)

39

http://www.palliativecare.bradford.nhs.uk/Documents/Advance%20care%20plan%20booklet.pdf
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http://www.palliativecare.bradford.nhs.uk/Documents/Advance%20care%20plan%20booklet.pdf

Example Advance Care Plan template 

(cont’d)
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http://www.palliativecare.bradford.nhs.uk/Documents/Advance%20care%20plan%20booklet.pdf

Example Advance Care Plan template 

(cont’d)
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When: the ACP conversation journey

42

Dementia Diagnosis

Advance care planning/(ACP) / future wishes 
conversations should be introduced as early as 

possible after diagnosis

Progressed dementia condition and change in care 
needs – re-testing receptivity to and reviewing future 

wishes conversations 

Advanced dementia condition - for later ACP 
conversations review and re-discuss future wishes 

conversations, determine whether a capacity 
assessment required to progress .
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Tips on how to manage when an ACP 

conversation has not been possible

43

No ACP

Presented at a 
late stage of 

their condition

Check back with the 
person, family and 

electronic care records 

A person centred care 
record should already be 

in place

Not wished to 
engage in 

ACP 
conversations
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Court 
Appointed 

Deputy 
(CPA)

Legal Power 
of Attorney 

(LPA)

Tips on how to manage when an ACP 

conversation has not been possible (cont’d)

44

Lack 

Capacity to 

make a care 

/treatment  

decision

Involve the 
person 

Best interests 
decisions in line 
with the Mental  

Capacity Act 205

Independent 
Mental 

Capacity 
Advocate 

Support

Involve  those 

important to 

them
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Thank you

claire.fry5@nhs.net





The acute frailty service in Huddersfield 
– preventing non-essential admissions 
and the role of Advance Care Planning

Presented by Renee Comerford

Nurse Consultant for Older People and Head of the 
Acute Frailty Service

Calderdale and Huddersfield NHS FT



Renee Comerford, Nurse consultant for Older People 
and head of the Acute frailty Service                   



Calderdale and Huddersfield NHS 
Foundation Trust

The acute frailty service in Huddersfield –
preventing non-essential admissions and the role 

of Advance Care Planning



What does the CHFT frailty model 
look like?

7 day service  8am-8pm, providing a robust front end service to ED,CDU,SAU, 
MAU

We see all patients identified as frail using the Rockwood, there is no age 
criteria. Or aim is to assess everyone with a Rockwood 4-8  inevitably we see 
patients with a Rockwood 9

We aim to review all patients referred to us within the hour in ED and 2 hours 
as inpatients. All patients receive a CGA

In-reach to see frail patients to offer advice and also review the frail patients 
that have been outlied

In a pilot phase of a frailty ambulatory/assessment  service

The frailty service is also integrated with  the older persons strategy to ensure  
patients journey remains  seamless 







The reality at times

• A disconnect exists between where people 
want to die and where they actually die.  
About 70% of people say they want to die at 
home but 60% actually die in hospital. Home 
deaths have been declining and currently 
account for only 20%. (End of Life Care 
Strategy, 2008)



Does Advance Care Planning  play a 
part in frailty? 

End of life care is absolutely central to good frailty care 
given the high level of vulnerability to adverse outcomes 
associated with frailty (National Institute of Health 
research, 2017). 
However there is a failure to recognise or plan end of life 
care with older people. The government has 
recommended that everyone over the age of 65 is offered 
an advance care plan. This enables patients to have a 
discussion about what is important to them and plan 
their care in the last years of life.



Comprehensive Geriatric Assessment

Multidimensional diagnostic and treatment process that identifies

medical, psychosocial, and functional limitations of a frail older person

in order to develop a coordinated plan to maximize overall health with 
aging



“Do older adults being admitted to an 
acute hospital benefit from an ACP?”

Literature review findings

1. Those patients are not always given a choice in the last few years of life if they become unwell. 

2. That few are given the opportunity with a variable delivery of education by healthcare staff in the acute setting

3. The right care provided at the right place at the right time is not always delivered.

4. To ensure patient s is offered a choice for their end of life provision the services across setting will need to work 

collaboratively (DH, 2011, Gomes, 2012).



Benefits to ACP training

• Patient’s choice in their future care. 
• Enhanced patient experience
• Reduce hospital admissions. 
• Potential reduction in investigations of patients brought into 

hospital but more published research is required to confirm this.
• Empowerment to healthcare professionals equipped with the 

tools and structure to commence or signpost for an ACP.
• Improved perception of ACP by healthcare professionals.  It was 

evident that they did not have good knowledge of ACP and the 
potential benefits for the patient.



ACP data from November 2018
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What we asked 

1. When you hear the term ACP what does it mean to you?
2. Can you describe any elements of ACP that you carried out before 
you attended the course?
3. What do you do now in your practice that you didn’t do before the
course?
4. What do you do differently in your practice since the course?
5. What helps you in carrying out ACP?
6. What hinders you from carrying out ACP?
7. Is there anything else about ACP you want to add?



Themes found as to why an ACP is not 
carried out

• The three main themes were:

• Patient and staff perception of ACP

• Healthcare professionals not feeling equipped 
with knowledge and skills to carry out an ACP.

• Lack of clarity of what ACP delivers. 



What have been the barriers?

• IT and access

• Training

• Confidence

• Perceived time it takes to have a conversation

• Environment



Key findings

• The results indicated that staffs caring for those patients require 
education and training to carry out an ACP, that there needs to be 
greater information/education for the Public and staff to change 
perception. There is evidence linking ACP with reduced hospital 
admissions. However it is unclear from the reviews that ACP 
reduce the number of investigations

• The review found that older patients admitted to the  acute 
hospitals benefit from the opportunity to plan their future care 
with an ACP. It was found that Patients welcome ACP conversation 
but it appears healthcare professionals are not sufficiently skilled 
to identify or initiate an ACP conversation.



Our Vision
To meet the needs of older people who are frail and sometimes severely  unwell in 
the Calderdale and Greater Huddersfield Health service. Assessing and providing 
timely and holistic  care to our patients to help them live better with frailty and 
continue their lives.

The vision for caring and supporting older or frail people in Calderdale and Greater 
Huddersfield Health services is that they receive the right care, by the right person, 
in the right place and at the right time. Care will be accessible, coordinated, timely, 
compassionate, person centred and goal orientated.

• The benefits an integrated service will bring for our population will mean;

– Improved patient experience

– Improved outcomes and

– More efficient use of resources across the system

• Additional benefits is to achieve a reduction in hospital bed usage through; 

– Reducing the total bed days for this patient group 

– Reducing admissions and readmissions 



Patient engagement

• What is their understanding of an ACP?

• What did our patients say about ACP?

• Do they know how to access an ACP?



Older Persons Care 
Services at CHFT

Communication
•Standardising board 
round/handover/MDTs
•Improved communication –
red2green principles
•Advance care Planning
•Responsibilities and more MDT 
working  
•Optimisation of using EPR for 
history taking and ongoing 
communication 

Empowering the Older Person
•Specific training in dementia care 
•Advance Care Planning
•Prevention of Delirium work
•Improve dementia screening
•Improved understanding of MCA and 
allowing elderly people to have choice and 
control
•Empowering elderly people and establishing 
their preferences

Deconditioning, 
Engagement and Activity
•PJ Paralysis
•Ward based activity and 
engagement 
•Deconditioning 
•Improved dementia care 
and orientation activities 

Admission Avoidance and Future 
Admission Avoidance
•Expansion of frailty service
•Advanced care planning 
•Improved communication with 
community services 
•Improved end of life discharge planning

Nutrition
•Healthy weight and not 
allowing weight loss during 
hospital stay
•Dementia friendly foods and 
meal plans
•Advance Care Planning
•Communal dining 
•Avoiding using supplements by 
encouraging diet and fluids 
through meal times and snacks. 

Falls
•Reduce hospital based falls. 
•More comprehensive falls 
risk assessment and 
strategies for high risk fallers
•Improve culture to allow 
more mobility and activity to 
keep people mobile and avoid 
deconditioning. 

Skin Integrity
•Reduce the number of pressure related 
incidents in hospital
•Promote activity and mobility to avoid being in 
one position
•More appropriate use of pressure relieving 
equipment 

Discharge Planning
•Home for lunch and TTO pilot
•Discharge to assess – find opportunities for 
this model
•Ensuring community capacity is utilised
fully 
•Advance Care Planning



Where is the frailty service now in 
delivering Advance care Planning

• All of the team are skilled and most importantly confident  to have 
an Advance Care Planning Conversation

• There is now an End of life operational group across the trust and 
community and the ACP working group feeds into this also. 

• We are moving forward with changing the culture that this 
conversation should always take place in the community

• The training has commenced on the older people ward areas
• We want to ensure more healthcare professionals are skilled to 

have this conversation earlier



We must remember

• “Advance care planning is about planning for 
the ‘what ifs’ that may occur across the 
entire lifespan.” — Joanne Lynn, MD 



Partnership working



Questions?



Supporting care at home in advanced 
dementia

Presented by Shahid Mohammed

TiDE



When and how should important 
conversations be started? 

- Learning from people living with dementia 
and family carers (video)

Presented by TiDE and DEEP

https://www.youtube.com/watch?v=3hqR8DzS4b8&t=13s

https://www.youtube.com/watch?v=3hqR8DzS4b8&t=13s


*We are leaving this room – Please take your things with you* 

Afternoon session starts at 1:30pm 

Afternoon Session – TWO PARALLEL SESSIONS

Go to the session you signed on to when you arrived

Breakout Session A – ROWAN SUITE

Breakout session B – Oak/Hawthorn SYNDICATE ROOM



www.england.nhs.uk

Thursday 14 March 2019

Dr Sara Humphrey (Chair)

WELCOME BACK

Dementia & Older People’s Mental Health 

Clinical Network

A Whole Systems Approach to Providing 

Great Care for People with Advanced 

Dementia or Frailty

Wi-Fi = cedar court

Password = no password required

follow us on Twitter @YHSCN_MHDN #yhdementia
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Look out for our next

Whole Systems Event 

6 June 2019

at the Malmaison Hotel

Leeds City Centre
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