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Product voting results 

Document  Number of votes out of 14  

Patient information leaflet 14 

Family/friend/carer information 
leaflet 

9 

Mental Capacity Act assessment 
form 

10 

DNACPR & Treatment Escalation 
Plan 

14 

Emergency Health Care Plan 10 

Advance Decision to Refuse 
Treatment 

10 

Advance Statement/Preferred 
priorities of care 

8 

Care in the last days of life 7 



Product narrative 

Document  Key themes noted 

Patient information leaflet & 
family/friend/carer information 
leaflet 

• This leaflet should be combined and be available 
electronically and in paper form 

• There should be a version made for carers of paediatric 
patients 

Mental Capacity Act assessment form • This form shouldn’t be held by patient 
• A statement of capacity should be used 
• Should be used with prompts 

DNACPR & Treatment Escalation Plan • UFTO should be used 

Emergency Health Care Plan • UFTO should be used  
• Would like something on ceilings of care 

Advance Decision to Refuse 
Treatment 

• NCPC document 
• Should be a separate legal document 

Advance Statement/Preferred 
Priorities of Care and Care in the last 
days of life 

• These should be available as a resource but feedback 
indicated that these documents are very detailed and this 
suite of documents should be kept as simple as possible 



Product narrative – general feedback 

• Use something that is currently in use and working well e.g. ‘Deciding Right’, 

CMC. 

• The product should provide information on how to recognise a patient in the last 

year of life 

• Keep it simple and start with the most important forms  

 



Product name vote results 

• Leaving the word ‘London’ in the title may imply it is restricted by the geography 

• Veto on the word ‘future’ 

• The vote left 2 clear winners 

• Further work will be done to finalise the name by further engagement with 

patients and carers 

• It will  be signed off by: 

• London EOLC Alliance 

• Patient focus group 

• Clinical Senate 

 



Name of suite – 1 vote only! 

• Thinking ahead - 0 

• Planning ahead - 2 

• Deciding Right - 3 

• My choices - 6 

• Future care planning - 2 

• Dying well - 0 

• Making the most of life before I die - 3 

 

• Deciding Right for me - 14 

• My health, my care and the  future - 5 

• Getting it right for me and mine - 14 

• Planning for my future care - 2 

• My future, my choice - 7 

• My health, my care - 1 

• My end of life care - 7 

Tiebreaker 
• Deciding Right for me – 31 
• Getting it right for me and mine – 33 
 
• Consider deciding right for me and mine ? – consensus was no! 
 



Process voting results 

Process Number of votes out of 14 

Paper – stays with patient 

Electronic - EPaCCS 

Both  14/14 

Flag on EPR / LAS 14/14 



Wider engagement including public – who? 

Patient  
A&E  

London social 

care partnership 

Action for 

health  

GPs  

Care 

homes  Integrated 

care teams  

General 

medicine  Third 

sector  

CQC  RCP 

Dentists  

Prisons  

Professional 

bodies  



Wider engagement including public – how? 

• Integrated care in primary care – find 2% ACP 

• Voluntary sector forms – MNDA, MS etc. 

• Agree what is core standard…. These must be delivered as a basis 

• Commissioning contract requirements with social care 

• Use media, religious communities, the London assembly 

• Use Listening events 

• Public consultation via GP surgeries  

• HW boards 

• Use the clinical network website and ensure it comes up in internet searches 



Funding – how? 

• Dying Matters 

• London Mayor and ministers 

• PHE 

• Lottery funding 

• Health Education London bids 

• Incentives – CQUIN, LES, QIPP 

• Better care funding, continuing care fund, integrated care agenda 

• Transforming Adult community services 

• Create business cases on potential savings to aid funding decisions 

• Output based commissioning  



Funding - what for? 

• Education – face to face and eLearning. There are already ongoing training, so 

need to increase awareness 

• Should be for implementation  and communication not IT 

• Train the trainer & backfill 

• Communication skills 

• ACP co-ordinators to identify patients 

• Community GPs and Palliative care nurses 

• N3 connectivity in care homes 

• Helpline and IT programme 

• Development of champions 

• Campaign e.g. similar to FAST for stroke 

 



Testing / roll out / big bang – how?  
 
• Testing - critical to test for harms, but must be across all settings and within a 

tight time frame 

• Whole system testing bed - AHSN, urgent /emergency care centre 

• Incentives– needed across all partners and should cut across the system 

• Collaborative – ? European  

• Timely identification 

• Use of frailty tool, and surprise question 

• Test in an area without CMC as may be more challenging 

• Enthusiastic early adopter! 

• Phased roll out needed  

• Use Healthy London Partnership to make mandatory 

 

 



Training plan 

• Need champions at all levels  

• Acute trusts / CCGs / 3rd sector 

• Electronic package and app needed 

• Link with continuing care fast track tool and PC frailty tool  

• Map out current training and embed within what is already happening 

• Locally determined resources 

• Integrate with other sessions – “Difficult Conversations” 

• Pt. carer training……. Volunteer support for ACP 

 

 



Training plan 

• Interactive training needed 

• Facilitated learning needed e.g. video testimonials and patient narratives 
bespoke to local communities 

• Make part of commissioned tools 

• Leaders to be involved and engaged 

• Discharge planning in hospital should include flag for early identification if last 
year of life 

• Facilitator/ co-ordinator role needed 

 



Outcome measures  

• Measure must consider interoperable – (CMC mortality) 

• Early initiation of conversation as incentives, can then audit to check it is 
happening. 

• Link to commissioning metrics 

• Measure DNACPR and transition between settings 

• VOICES to see impact 

• Engage different providers – reviews of deaths, to look for cultural changes 

• Use same metrics as CMC 

• Must have flagging system in place 

• Mortality reviews for each organisation to focus on quality before death 

• Unintended consequences – care to be taken with incentive schemes 

 

 



Outcome measures  

Patient and carer 

Length of hospital stay 

Readmissions after plan in place 

Patient experience of urgent health care interventions 

“Do you feel the care plan made a difference to the care you received?” 

“Was this discussion helpful?” 

Bereaved carers satisfaction 

Process 

Preferred place of death  

Number of people using suite of documents 

% eligible patients 

Number of complete forms  

Measure on early initiation on discussions in different care settings 

Is plan accessed, followed and up to date? 



Summary 

 

 
The specifics of the documents and processes 

are important for success. 
 

The concept and culture needed for early 
shared decision making as patients approach 

the end of life are vital for success. 


