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Literature Review

Search Terms 
1. “Advance Care Plan*” + “cancer” 
2. “advance* care plan*” – Medline, Cinahl, Psycinfo and 
BNI + “cancer*” 
3. Plus BNI and Medline since 2017 "Advance care plan*” 

Benefits  
• Better quality death
• Reduced levels of anxiety and depression amongst the 

bereaved
• Avoidance of unnecessary hospital admissions 



Lit Review continued

Challenges
• Fear of upsetting patients
• Uncertainty over whose responsibility it is to have the 

Advance Care Planning conversation 
• Treatment options available 
• Patient readiness 
• Lack of confidence amongst staff in having Advance Care 

Planning discussions 
• Advance Care Planning has become over-medicalised
• Language of Advance Care Planning can alienate patients 
• Poor/lack of completion of an Advance Care Planning 

document after discussion



Lit Review continued

Other Themes Emerging 
• The importance of beginning the Advance Care Planning discussion 

process early 
• The importance of shared responsibility towards Advance Care 

Planning amongst healthcare professionals 
• Culture, ethnicity, age, gender and religious beliefs can affect 

attitudes towards Advance Care Planning 
• Training can help improve staff confidence in approaching Advance 

Care Planning discussions 
• Communication tools/possible approaches 

Conclusions 
• Increased focus on Advance Care Planning improves patient 

engagement and coordinated care







New Trust ACP Information



New Trust ACP Form



New Trust ACP Form continued



Training

• Online training – essential skills training for all

(with links to e-ELCA)

• EOL study days/ Champions days

• Preceptorship days

• Face-to-face training

• F1 training

• Consultant training

• Journal clubs









Charlotte.oliver@york.nhs.uk



Talking About Future Wishes 

Presented by Ripaljeet Kaur

Senior BME Dementia Worker

Touchstone Leeds



Experiences of services of BAME people 
living with Dementia and their 

carers/families
Ripaljeet Kaur – BME Dementia Worker



BME Dementia Service 

• Funded in July 2012
• Delivering dementia awareness sessions within Bme communities
• 1-1 Pre and post diagnostic support to people with dementia & their 

carers/family members
• Facilitate monthly South Asian Dementia Café ‘Hamari Yaadain’(Our 

Memories)
• Set-up and lead Leeds BME Dementia Worker’s Forum in Leeds
• Joint one year project with Pavilion, arts commissioning organisation 
• Member of Leeds Dementia Partnership  
• Member of Dementia Friendly Leeds Steering Group 
• Dementia Champion 
• 2018 Finalist in the National Dementia Care award 
• 2018 Winner of the National Dementia Friendly Award- Championing 

Diversity 

touchstonesupport.org.uk  Inspiring Communities, Transforming Lives     



Food For Thought 

 When’s the good time? 

• Stigma

• Lack of knowledge about illness

• Reluctance to view dementia as terminal illness

• Acceptance of diagnosis 

• Making decision on behalf of family member

• Families who are in conflict 

 What support is available for later stages? 

• Personal care packages 

• Few hours respite 

touchstonesupport.org.uk  Inspiring Communities, Transforming Lives     



touchstonesupport.org.uk  Inspiring Communities, Transforming Lives     

What Works

➢ Trust 

➢ Understanding the condition – helps make better 
decisions

➢ Understanding of cultural/religious views around death 

➢ Supporting and empowering carers 

➢ Case Study – Mr and Mrs B 



ripaljeetk@touchstonesupport.org.uk

www.touchstonesupport.org.uk

Twitter: @ripaljeet

touchstonesupport.org.uk  Inspiring Communities, Transforming Lives     

mailto:ripaljeetk@touchstonesupport.org.uk
http://www.touchstonesupport.org.uk/


MCA and Capacity –

Supporting people with varying 
capacity to have ACP conversations

Presented by Kulvant Sandhu

Acting Named Nurse for MCA & Dementia

Leeds Community Healthcare Trust



Supporting people with varying 

capacity to have ACP 

conversations 

Kulvant Sandhu

Acting Named Nurse for MCA & Dementia



• Voluntary / Part of care planning

• Sensitive communication skills and appropriate knowledge

• Patient involvement / Informed consent 

• Provide information without overburdening people

• Record decisions made / Share with permission / Regularly review

• Must have capacity and follow MCA principles

ACP & MCA 2005



Purpose of MCA 2005

“to empower people to make decisions for themselves 

whenever possible, and protect people who lack capacity by 

providing a flexible framework that places them at the very 

heart of the decision making process”

Lord Falconer in the forward to the MCA 2005, Code of Practice



• Assume capacity unless it is established the individual lacks capacity

• All practicable steps must be taken to assist the individual to make the 

decision

• A person with capacity can make an unwise decision

• An act or decision made for an individual who lacks capacity must be in 

their best interests

• Before taking an action you should consider whether your purpose could 

be achieved in a way that is less restrictive of the person’s rights and 

freedom of action

The Statutory Principles



Someone who lacks mental capacity has “an impairment of the

functioning of the mind or brain” and cannot do one or more of the

following things:

• Understand information given to them

• Retain that information long enough to be able to make a decision

• Weigh up the information available to make a decision

• Communicate their decision (by any other means)

Mental capacity is decision and time specific

What is mental capacity?



• Work with the person to identify any barriers to their involvement, and investigate 

how to overcome these

• Does the person have all the relevant information they need? 

• Have they been given information on any alternatives? 

• Information explained or presented in a way that's easier for them to understand 

(simple language, interpreters, visual aids, breakdown decisions)

• Different methods of communication explored, non-verbal communication? 

• Anyone else help with communication, family, carer, or advocate? 

• Particular times of day when the person's understanding is better? 

• Particular locations where the person may feel more at ease? 

• Could the decision be delayed / made over time?

2nd Principle of MCA 2005-

Practical Steps



Providing Information

At the start, practitioners should clearly determine what information they 

need to cover.

When giving information to the person:

• It must be relevant and tailored to their specific needs

• Must be in line with the NHS Accessible Information Standard 

• It should be sufficient enough to allow the person to make an 

informed choice

• Ensure options are presented in a balanced and non-leading way



Who else can help?

Involving others:

• Have due regard for confidentiality, seek their consent on who to 

involve, don’t assume

• Ensure the support is free from coercion or undue influence 

• If there are no significant trusted people, or no-one willing, think about 

involving an advocate

Involving other services:

• Speech and language therapists

• Clinical psychology and/or liaison psychiatry 

• Can consider tailored training programmes for the person, to provide 

information for specific decisions – for example sexual education 

programmes and medication management



CASE LAW:

The power of people’s views

KK v STCC [2012] EWCOP 2136 

KK was an 82-year old woman with Parkinson’s Disease, vascular

dementia, and paralysis down her left side. Following the death of her

husband, she moved and settled in a rented bungalow. 

Assessments concluded she lacked capacity and a best interests

decision made for her to be placed in a nursing home. She objected and

appealed her deprivation to the court of protection.

Salient details expressed by her: 

“if I fall over and die on the floor, then I die on the floor”.



Briggs v Briggs [2016] EWCOP 48

Mr Briggs involved in RTA. Suffered serious brain injuries, resulting in

being in a minimally conscious state, did not have the capacity to make

decisions or able to communicate his wishes and feelings. His survival 

was dependent on receiving CANH, without it he would die. 

His wife Mrs Briggs took the case to court, stating her husband had

verbally expressed to her that he would not wish to be living if he wasn’t

actively living, i.e. would have declined CANH. Judge ruled as this was

his wishes/ feelings and ordered hospital to stop CANH. 

He was allowed to die.

CASE LAW (Cont.)



Conclusion

• Take a personalised approach, make any reasonable adjustments

• Use a range of interventions focused on improving supported 

decision-making

• Give people time 

• May mean meeting with the person for more than once

• If possible use same practitioner for consistency

• Consider the person's previous experience (or lack of experience) in 

making decisions

• Consider the effects of prescribed medications, physical and mental 

conditions
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Recreating The Dead Good Cake Café

Presented by Cath Magee

Area Manager, Making Space



ReSPECT Process - Person Centred Emergency Care 
Planning (7 minutes 46 seconds)

https://www.youtube.com/watch?v=7tThnoOd_Ms

ReSPECT Process - Person Centred Emergency Care 
Planning (1 minutes 46 seconds)

https://www.youtube.com/watch?v=wWkyao8tWRQ

https://www.youtube.com/watch?v=7tThnoOd_Ms
https://www.youtube.com/watch?v=wWkyao8tWRQ


Starting and continuing important 
conversations within care homes –

one-page profiles

Presented by Katie Yockney

Macmillan Advanced Palliative Care Practitioner 
(Care Homes)

South West Yorkshire NHS Trust



Katie Yockney

Macmillan Advanced 

Palliative Care 

Practitioner 

(care homes)



The purpose of the post:

Is to facilitate the earlier recognition of palliative care

needs of those living in care homes, undertake holistic

assessment, advance care planning and treatment

escalation planning (medical management plans).

The overall aim is to enhance the provision

of palliative care for people living within a

care home setting.

Funded by Macmillan Cancer Support

for 3 years.



o Pro-actively identify 

people within care 

home settings who 

are living with 

palliative needs

o To undertake holistic 

needs assessment, 

then develop and 

implement robust 

individualised care 

plans.

o Use palliative care 

knowledge and 

advanced clinical 

assessment skills to 

undertake responsive 

assessments to 

support care home 

resident

o To provide and deliver 

education to care homes 

through coaching and 

being a role model.

o To support and increase 

confidence of care home 

staff to effectively manage 

those with palliative care 

needs within their 

preferred place of care, 

avoiding any unnecessary 

hospital admissions 

o Work collaboratively 

with all health and 

social care 

professionals 

supporting recognition 

of palliative care needs

o creation of care 

pathways to support 

transfer of care

o Build effective working 

relationships and care 

pathways with primary 

care, secondary care, 

care home staff and 

existing community 

teams

Aims of the project: 3 main aspects



Identify – who?

▪ GP practices

▪ EPaCCs/palliative care registers – Gold Standard 

Framework GREEN (months prognosis) 

▪ Practice/GP knowledge

▪ Frailty Team Barnsley Hospital (including Comprehensive Geriatric 

Assessment)

▪ Health care professionals including Neighbourhood Nursing Service 

colleagues and Memory Team

▪ Yorkshire Ambulance Service

▪ Right Care 



ADVANCE 

CARE 

PLANNING

Without the D

Why without the “D”?

The time to do this is:

Not when things are in crisis 
Not when things are complex
Not when the person is dying

It is to think about the future ……. In ADVANCE ……… for 
when its needed



Documenting statements of preferences and 
wishes



Why the one-page profile?

Its Simple
Its a single sheet of paper
Its about the person 
It moves with the person 
It is about what matters to them





The 5 senses – a 
conversation starter

Smell

Touch

Hear 

Taste

See

What do you like?

What do you dislike?



It is without the D ….. 

The one-page profile is not about dying, it is about 
living and how best we can support people to live it

It is about building relationships by having a better 
understanding of what matters to the person





Summary And Feedback
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Look out for our next

Whole Systems Event 

on

6 June 2019

at the Malmaison Hotel
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