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Aims 
At present approximately £375 million per year is 
spent via the CHC fast- track procedure on care 
for about 100,000 people.  This is a reactive 
service.  There is an increasing view that 
improved EoL services could provide more pro-
active care and achieve greater value than is 
delivered via the fast – track procedure at 
present. 

We want to: 

• Build our understanding of what is happening 

• Create a clinical case for change 

• Lead improvements in care 



/PCN 

“Focus on the patient and the 
network/support that surrounds 
them. 
What can we do at a national level 
that can make a difference” 
 
 - Sasha Karakusevic 



The fundamental law for today 

“The sum of the  
expertise of the 
people  in the 

audience is  greater 
than the sum of  
expertise of the 

people  on stage” 
Dave Winer 

Source of image: www.citynet.com 

http://www.citynet.com/


How today will work 
This is not your usual conference or workshop, 
it is a specially designed process which enables 

a depth and quality of output that would 
usually be unachievable in such a short 

timeframe... 

“ “ 



Today we have four freedoms and two rules 

Today you have the freedom to: 

1.  talk about the way you see things, rather than how others  

      want you to see them 

2.  ask about anything puzzling 

3.  talk about what is coming up for you, especially your own reactions 

4.  say you don’t feel you have had one of the above three freedoms  
 

Two rules: 

1. What we share here stays here 

2. We start and finish all activities on time 

 

 

 

 

 

Source: conferencesthatwork.com 



Large scale change 



What brings us together? 

3. Introduce yourself to other people at the 
table and use the card to tell your story 
(about a minute each). Disclose as much 
or little as you feel comfortable doing 

4. As a table, create a sentence about what 
unites all your stories 

 
 

 

1. Reflect on your own lived experience of end of 
life care 

2. Choose a card that represents that reflection  



Table feedback 

Table 1: Keep it simple, aspiring for change 

Table 2: Fight, battle and struggle – Who fights for those who has got nobody to fight for them 

Table 3: Build a system that supports a culture that is led by the people and driven by the people 

Table 4: The need to personalise care towards the end of patients life, we need to bring all the 
agencies together in a timely way 

Table 5: There are challenges in arranging care and we need to tackle these head on 

Table 6: We need to transform the system, rationalising our decisions and communicating them to 
those individuals using the system 

Table 7: Change the system to fit the people that use it not fit the people around the system 

Table 8: Quality of service and supports available, hope for some consistency – taking best practice 
and implementing it across the country 

Table 9: Recognise that there is a challenge here, put the patient first and take the challenge head 
on - it’ll be worth it 

Table 10: We need to have quality change, put people first and not being afraid to rock the boat 

 



Agenda for today 

10.00 Welcome and introductions 
10.40 Our challenge: Professor Bee Wee and Jim Connolly  
11.00 Understanding the challenge: Identifying what  needs to change 
 to improve care 
12.00 Agreeing the connecting issues. 
12.30 Lunch 
13.15 Unconference:  How would we make progress on the connecting 
 issues? 
14.15 Place based implications:  This session will explore how findings 
 from the prior session would apply at a place based level. 
15.00 Action planning:  Recommendations for action will be 
 developed. 
15.50 Closing summary 
16.00 Close 



Our challenge 
Professor Bee Wee and Jim Connolly 



My aims for today are: 
 
• To understand how NHS Fast Track 

monies could be an enabler to the 
delivery of the EoL Ambitions and the 
commissioning of integrated and 
responsive care. 

 
• Develop a consensus on what can 

change 
 

• Building a clinical case for change 
 

 
 
 
 



 
 
 
“The challenge we face is that there are 
more people living with multiple conditions 
and greater complexity. Responsiveness 
remains one of our biggest challenge. We 
have focused on planning, which is 
important, but we also need to have 
capacity to address unexpected events and 
crisis when they arise– the challenge we 
now face is how do we respond at human, 
provider and system levels?” 
 
- Bee Wee 



Ambitions and Commitment 

6 point commitment 

• Honest conversations 
• Informed decisions 
• Developing personalized care plan  
• Sharing plan with professionals 
• Involving family to the extent wishes 
• Know who to contact 





What are your thoughts? 
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Fast track & end of life  
The case for change 
 
Melanie Kershaw and Melanie 
Matthews 
 

 February  
2019 

NHS Continuing Healthcare 
Strategic Improvement Programme 
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“CHC is one pathway and it’s not always going to be the most appropriate pathway for everyone.” 
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There are a number of end-of-life pathways which may be appropriate within local health 
and care systems and therefore not everyone at the end of their life will be eligible for, or 
require, NHS Continuing Healthcare. Care planning and commissioning for those with end 
of life needs should be carried out in an integrated manner, as part of the individual’s 
overall end of life care pathway and taking into account individual preferences. The 
Government’s End of Life Care Choice Commitment sets out what everyone should expect 
from their care at the end of life, and the action being taken to make high quality and 
personalisation a reality for all.  
 
          Para 216 

 

Source: Department of Health and Social Care 
National Framework for NHS Continuing Healthcare and NHS-funded Nursing 
Care October 2018 (Revised)  

The National Framework for NHS Continuing  
Healthcare and NHS-funded Nursing Care 
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Ageing population 

There is a projected increase in the number of deaths of 26% between 2016 (490,791) and 
2040 (616,479) and that the number of people dying aged over 85 is steadily increasing.   

Source: Public Health England  
Atlas of variation for palliative and end of life care in England October 2018 

Source: Public Health England  
Atlas of variation for palliative and end of life care in England October 2018 
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Changing needs 
Changes are happening in the profile of cause of death recorded, especially for those aged 
over 75.  
 

In particular, this is most prominent in the increase in dementia as the recorded cause of 
death in the 85+ age bracket.  
 

Source: Public Health England  
Atlas of variation for palliative and end of life care in England October 2018 
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Place of care 

24 

Variation in the proportion of all people admitted 
into hospital during the last 90 days of their life by 
CCG (2015)  

On average 67.7% of all who died in England 
in 2015 had been admitted into hospital in the 
last 90 days of their life. This ranged between 
56.1% and 74.9% across CCGs. 

Average hospital cost per day in last 90 days of life 
(n=1.22 million) 

Source: Public Health England  
Atlas of variation for palliative and end of life care in England October 2018 
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Changes in place of death 
Fewer deaths are occurring in hospital with an increasing number of deaths at home 
or in a care home. The percentage of deaths in a hospice setting have remained fairly 
consistent.  
 

However, death in a hospital setting still accounted for almost 47% of the total. 
 

Is this higher or lower than expected? 

Source: Public Health England  
Atlas of variation for palliative and end of life care in England October 2018 
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Timeliness and capacity 

The National Framework states: 
 
 

Action should be taken urgently to agree and commission the care 
package. CCGs should have processes in place to enable such care 
packages to be commissioned quickly. Given the nature of the needs, this 
time period should not usually exceed 48 hours from receipt of the 
completed Fast Track Pathway Tool. CCGs should ensure that they have 
commissioned sufficient capacity in the care system to ensure that delays 
in the delivery of care packages are minimal.  

 
         Para 238 

 

Source: Department of Health and Social Care 
National Framework for NHS Continuing Healthcare and NHS-funded Nursing 
Care October 2018 (Revised)  
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What we’re hearing: key challenges 

Interoperability 
of systems 

Lack of clarity 
leading to 

inappropriate 
referrals 

Delivering 
packages 
quickly 

Capacity 
availability 

 with appropriate  
providers 

Co-ordination of 
care across teams 

Patients dying 
before package 
of care in place 

Complex systems 
with multiple 
records/forms 

Collective 
leadership 

Several access 
points across 

multiple 
organisations 

Patients not 
always dying in 
preferred place 
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Missed opportunities - case study 1   

An elderly couple, Barbara and John, had remained relatively well throughout their lives and not needed 
to have much contact with healthcare services. They each attended an over 75s check, and no significant 
problems were apparent.  

A few months later Barbara became less well, lost her appetite and lost weight over the course of a few 
weeks. A GP visited and asked the nurse to visit the following day as she was concerned about Barbara 
and thought she may be in her last weeks of life. Barbara wanted to stay at home rather than go to 
hospital as she didn’t want to be “poked and prodded about”. 

When the nurse visited, she found Barbara imminently dying, in distress and arranged for her to go to 
the community hospital. The paramedics wanted to put up a drip but Barbara told them she didn’t want 
this. She was taken to hospital where she became drowsy and died a few hours later. John arrived at the 
hospital shortly after she died. 

Some details including names have been changed 
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Missed opportunities - case study 2 

Tony and Joan were a couple in their 70s. Tony had a gradually progressive condition which meant that 
he wasn’t as mobile as he used to be and became breathless when he exerted himself. He had stopped 
doing some of the things he really enjoyed, such as spending time with other people and doing the 
gardening.  

He became more depressed over several months and felt ready to die. Joan was finding it more difficult 
to look after him and Tony went into a nursing home for respite, where he seemed to improve a bit 
although he had some falls. He was keen to return home. He stayed in bed, with support every day from 
carers. Joan found that she was spending a lot of time washing sheets. 

His condition continued to deteriorate over several weeks. He developed a sudden problem with pain 
which led to a call to 111, transferred to 999 and paramedics attended urgently. They took him to the 
acute hospital where he had a scan and blood tests, and died less than a day later. 

Some details including names have been changed 



What leads us (or could lead us to offer fast-
track to people? 
Start by thinking about your own perspective 

 

Write each issue on a post it 

 

Once you have gathered lots of ideas start a discussion on your table 



Listening to learn or listening to confirm? 

Tranquilised 
obviousness 



The “5 Whys”: get beyond the surface ideas to 
the root causes 



Group your ideas 
National level 
 
 
 
STP/ICN/PCN 
 
 
 
 
Family and carers 
 
 
 
Patient 
 
 
 
 



National level feedback 
• Personal health budget, anticipatory use of FT 
• E-version of fast track 
• Improved completion and accuracy 
• Greater understand of FT eligibility 
• Clinicians knows FT process 
• Common understanding is required 
• Improved advanced planning 
• Adult social care and CHC/Health Joint planning training 
• Advanced care planning 
• Respect form 
• Equity access to funding 
• Fragmented funding system  
• Clinicians not commissioners 
• CHC not 24/7 so no sense of supply to get the care – panic at missing 

opportunities over the weekends 
• Legislative change needed to enable FT budget and be used in EOLC 

services 
• Consistency – one pathway for all 
• Dedicated EOL Care teams in each locality rather than agencies in 

support services in place 
• True integration of health and social – at ground level, not just 

managers 
• Target driven 
• Upskill care staff and NHS staff including doctors 

• What would happen if FT wasn’t there – no-one should ‘apply to die’ 
• Only 20% of deaths get CHC funding, 20% unexpected deaths. They 

all will rapidly deteriorate – how can we fund this or should we? 
• Different eligibly criteria across carrying CCGs 
• Fast track is no longer fast track 
• Why are there two systems? One which is means-test and one which 

is free 
• Why is fast track need – in many cases it is not required 
• Services may be available and adequate, but the funding may be all 

over the place – pool the money? 
• Legislation and system/policy do not support collaborative working 
• Working barriers to joint funding/budgets 
• What is the real time in terms of performance management for CCGs 

and social services to integrate services and delivery 
• Pooled budget for all EoL services 
• Do away with Fast Track and need for FT assessment process 
• Service response 
• Timing of fast track signing 
• Tick box exercise 

 
 



STP/ICN/PCN feedback 

• Enable patient to die at home (gap in services) 
• Lack of service provision 
• Enable care in the right place 
• Prevent acute admission 
• Prevent unnecessary admissions to hospitals 
• Determining the dying phase is difficult – less defined – 

so what point do you apply? 
• Over prescription of care due to panic over not getting it 

(+ not stepping down care) 
• Specialist care and access to DOM care 
• Communication between different professionals in 

relation to decline of health and the implications of this 
• Communication gaps in wider system 
• Why doesn’t social care support carry on until the end? 

But with specialist support added in when needed not 
passed on 

• Responsibility to complete FT referral is unclear which 
caused delays and opportunities missing to provide end 
of life care. 
 

• People just want somebody else to do the paperwork 
• “I’m not commissioned to do FT’s” 
• Lack of understanding of what EOL is 
• Not in GP’s contracts to do FT papers 
• “They’re under the hospice now so FT them” 
• CMC – Kept updated 
• More ACP – earlier rather than later 
• Learn to manage expectations 
• Lack of primary care knowledge of CHC 
• Lack of knowledge/ability to identify someone as being 

at end of life 
• Too much paperwork 
• Rapid deterioration  
• Repeated admission to hospital 
• Lack of understanding – education 
• Refer to ACP re wish to die at home 

 



Family and carers feedback 

• To access full funding to support patients in their last weeks without ‘panel discussions' 
• Enabling choice 
• Involve families in planning 
• End of life discussion with family and carers – difficulty in accepting 
• Negativity of care homes concept 
• Preferred place on death and EOL care for dignity in dying 
• It’s not personalised paper based assessment and CCG doesn’t know that want and what they need 
• Patient awareness of available funding 
• System is too complicated for many to understand 
• Expectations of services e.g. nights 
• To get the equipment needed 
 

 
 



Patient theme feedback 

• Clinician who knows you to sign fast track 
• MDT care Planning and family 
• Safeguarding 
• Patient and family just want timely appropriate care that means their needs and wishes 
• Social care means tested – PHB upstream will help 
• EOL expectations/wishes discussed 
• Personalised plans 
• Identifying individuals in rapid decline/deterioration 
• Appear to be acting in best interest of relatives rather than patient 
• Do we really want to medicalise death? 
• Desire to avoid change/destabilising care already in place 
• Remove the eligibility criteria for NHS CHC funding – Why do we have a system which is so difficult to complete? 
• The problem of keeping people out of hospital is NOT always about money – sometimes it is about information 
• We have dates/ages for screening programmes, but no similar trigger for conversations about EoL planning and 

preferences 
• Appropriate for NHS to fund meeting needs 
• To support patients with equipment and support to survive alone at home 

 
 
 



Source of image: Illustration source 

Getting to 
the goal 

Right Diagnosis  
Right Treatment  

Right Time 





Dotmocracy 

You each have 5 dots.  Please place your dots on the posters 

where you think there is the greatest potential for progress or 

the idea is most important to you. 



Table: 1 

Do soon Do later 

People 

Family/ carer 

STP/ICS/PCN 

Regional/National 



Table: 4 

Do soon Do later 

People 

Family/ carer 

STP/ICS/PCN 

Regional/National 



Table: 7 

Do soon Do later 

People 

Family/ carer 

STP/ICS/PCN 

Regional/National 



Table: 8 

Do later 

People 

Family/ carer 

STP/ICS/PCN 

Regional/National 

Do soon 
 
 



Table: 10 

Do soon Do later 

People 

Family/ carer 

STP/ICS/PCN 

Regional/National 



Table: 2 

Do soon Do later 

People 

Family/ carer 

STP/ICS/PCN 



Table: 3 

Do soon 







Table: 

Do soon Do later 

People 

Family/ carer 

STP/ICS/PCN 

Regional/National 



Table:  

Do soon Do later 

People 

Family/ carer 

STP/ICS/PCN 

Regional/National 





The themes we want to develop 
Table Theme 

1 Doing away with the use of fast track 

2 Joining up health, care and 3rd sector services at the end of life 
(commissioning focus) 

3 Identifying rapid deterioration and minimising crisis 

4 Empowering patients – people as partners 

5 Planning and resourcing transformation – what is needed? 

6 Having the conversation – what is needed? 

7 Joining up EOLC at a local level – what does a dedicated team look 
like? (provider perspective) 

8 Working together – how do we develop and support teams? 



Understanding demand 
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How do we both scale up and 
scale down? 

 
Personalised care (“what 
matters to me?”) for each 

individual AND at a scale that 
impacts on hundreds of 

thousands of people 



,How do we improve our system across 
so that every one approaching end of 
life gets agency (power) for their own 

health and feels like their care and 
support is personalised without 
needing fast-track procedures? 



Patient compact 
Shared responsibility 
creates better health 
and care 

Swedish Association of  Local Authorities and Regions 



 

Shared responsibility  
 

Patientkontrakt 
 

Vad är patientkontrakt? 
 

• Improve health and care  

• Empower patients to believe in their 
own capabillity and use it from the 
perspective of what matters to them. 

• Empower the patient and create 
possibilities for a partnership with  
healthcare. 

• Both patients and caregivers care for 
time spent  

• Co-production  – patients and 
caregivers  



• Cultivate a participatory 
mindset—not an expert one 

• Design for people—not personas 

• Aim for engagement—not 
abstraction 

• Build on assets—don’t just 
minimise deficits 

 

 

• Build a mission 

• Understand your population (and 
segment them) 

• Engage potential adopters right 
from the start 

• Frame the narrative 

• Co-create an aim and measures 

• Define a theory of change 

• Reflect and learn as you go 

 

Scaling down Scaling up 



Scaling down 



Seven questions for service users 

Patientkontrakt 
 

Uppföljning av patientkontrakt 
 

1. Can you live your life fully – trusting that if you need healthcare, you know it will be easy 
to get help? 

2. Do you have an agreement with your caregiver from the perspective of what matters to 
you?  
Where you know: 
• What to do to feel healthy 
• What to do if you are sick 
• What your caregiver will be doing to support you 

3. Is it easy for you to have access to your caregiver? 
4. Do you have continuity with your caregiver? (when it is needed) 
5. Do you know your next step? 
6. Do you and your caregiver have an agreement on your next appointment? 
7. Do you have an overview of your different plans in healthcare and support with 

coordination when it is needed? 
 
 
 



Seven questions at system level 
• What are your aims for your patient compact approach at large scale? 

• What is your theory of change (How are you going to make this happen 
across your system: driver diagram, logic model etc.)? 

• How will you know you are making a difference - what measures eg, is 
time saved for both patients and staff, more patients feeling involved in 
decision making? 

• How does your culture need to change to enable this, eg, patients are 
involved in all decision making? 

• How are you segmenting patients by their needs and wants? 

• Have you got systems in place to meet the different needs of different 
patient segments? 

• Is your approach ACE (actionable, connected, extensible)? 

 
Source: Patient Compact initiative 



What is a theory of change? 

• Created at the early stages of an 
improvement intervention 

• An explicit hypothesis that links 
actions with goals 

• Likely to deliver better outcomes 

• Builds learning 

“In science, a good theory reveals compelling hypotheses that subsequent 
experiments will validate” 

       Todd Zenger 



Theories of change 

Aim 

Primary drivers Secondary drivers 



Where does your project fit? 

O
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High 

Transferability 
 

High Low 

Low 

Source: Stacey 2002 

4 

1 

1 
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Choose an appropriate spread 
approach, based on readiness 

Just do it 

Innovate 

Test and  
replicate 

CLEAR 

COMPLEX 

CHAOTIC 

COMPLICATED 

Source: Lisa Schilling 

1 

1 
4 



A growing interest globally in the concept of “mass 
customisation” for health and care 

“Mass customisation combines the personalisation 
and flexibility of individualised services and takes it to 

another level of scale to cover a mass population” 



3 principles for spreading change 

ACTIONABLE: The idea is designed to make you do 
something. It might start with sharing but it’s a call to action  

CONNECTED: The idea promotes a closer connection with 
people you care about or share values with. It makes you 
feel part of a community and the network effect creates 
further spread 

EXTENSIBLE: The idea can be easily customised, remixed, 
reshaped by people taking part. It’s structured with a 
common stem that encourages communities to alter and 
extend it Jeremy Heimens, Henry Timms New Power: How it’s 

changing the 21st Century and why you need to know (2018) 

https://www.amazon.co.uk/New-Power-Changing-21st-Century/dp/1509814183
https://www.amazon.co.uk/New-Power-Changing-21st-Century/dp/1509814183
https://www.amazon.co.uk/New-Power-Changing-21st-Century/dp/1509814183
https://www.amazon.co.uk/New-Power-Changing-21st-Century/dp/1509814183
https://www.amazon.co.uk/New-Power-Changing-21st-Century/dp/1509814183


The Glenday Sieve 
“Runners, repeaters and strangers”  



People are different, have different needs 
and expectations in different situations 

Independent and 
commited 

Worried and 
commited 

Traditional and not 
worried 

Vulnerable 
and worried 

Patientkontrakt 
 

Värdet av en tjänst 



Depending on the situation and the need – together we decide 
what suits me and the situation best! 

Webbtidbok Självincheck Läser i journal 

Before During  After  

Rådgivning Väntrumsvärd Videomöte 

Väntelista Reception Brev 

Uppringd 
Egen 

kontaktperson 
Ringer 

Independent and 
committed 

Worried and 
committed 

Traditional and not 
worried  

Vulnerable and 
worried  

Customising a service 

Patientkontrakt 
 

Värdet av en tjänst 

Online 
reservation 

Video 
meeting 

Phone call 

Waiting list 



Perspectives matter 



Theme:                                                                                                                         Table no: 

What do we need to do to scale down? What do we need to do to scale up? 

How might we segment this group? What is our theory of change? What can we spread that is ACE? 

What data do we need? 

Our challenge How will we know if we are successful (measures)? 





Table feedback from exercise 

Table 1: Current FT ‘funding’ varies as other EoL funding. We need to scale down on relying on every model that’s 
available as there is misuse by hospitals in some parts of England “FT Friday”. There are some ways we can resolve 
these problems: 
• Unbrand ‘FT’ 
• Uncouple from CHC legal/funding and policy 
 
Table 2: Scaling down short term contracts, scaling up long term planning – Utilising PHBs more effectively but 
take  into consideration that not one size fits all, so use it when appropriate. Create an innovation/transformation 
fund that will give us some head space to create changes at a local level. 
 
Table 3: What do we mean by rapid deterioration? Ensure consistent identification of people dying in the next 
year – rapid access to services once identified. We don’t want to identify rapid deterioration by then it’s too late, 
there is a need to reframe this problem. 
 
 



Table 4: Create a coherent and consistent system which matches peoples views, values, beliefs etc. Start the conversation early 
and then review… “did it happen?”  
• Co-production amongst the circle of care 
• Aim for equitable outcomes wherever and whoever you are 
• Having technology that is interlinked to share learning 
• Put the person first 
• Adopt and adapt 
 
Table 5: Our table discussed change and transformation – There’s a lot happening both at local and national levels. In order for 
us to be successful we need to be looking at certain areas. 
• focus on local level – what people can do in their own areas.  
• What’s out there already and what can we learn?  
• There has to be a culture shift – looking at similar parallels in the system e.g. the maternity pathway.  
• There is a need to have some national support that can give us some standardisation but some flexibility so we can deliver 

innovative solutions.  
• Find champions to drive the change and get earlier adopters on board. 

 
Table 6: There is a need to normalise dying, so we’re not having scary conversations. There are ways we can make this easier:  
• Knowing where information is so we can signpost individuals to the right place 
• Knowing what our options are so we can informed conversations 
• Having the conversations earlier so we can de-medicalise death 
• Training professional and supporting them to do things differently 
•  Taking on board how different cultures want to do things 



Table 7:  
• Genuinely integrate services so we can deliver quality end of life services 
• Scale down the perverse incentives of personal budgets 
• Scale up trust – place based care, transformation funding, pooled budget 
• Appreciation of time – a care visit should take as long as it needs to take 
• 24/7 district nurse on call  
• Theory of change – moving away from contract/target based approaches 
• Look at the data – Finding the common theme in user experience (qualitative and quantitative data) 
 
Table 8:  
• Situational awareness of our deficiencies 
• Continuity of care is important – having a joined up system approach would help 
• Investing in communities will give you the extra support 
• Empowering healthcare professionals 
• Using technology – there is a need for us to look at what is already out there 
• Addressing the skills and knowledge shortfall, upskilling staff and giving them the confidence to be able to do 

their jobs 
• Upskilling carers and their agencies 
• Sharing good practices  
• Looking at transitions, what happens at handover. 
• Record the wishes of the people – and then to review that, were their wishes achieved? 
 



Actions we will take 
Table Theme 

1 Doing away with the use of fast track 

2 Joining up health, care and 3rd sector services at the end of life 
(commissioning focus) 

3 Identifying rapid deterioration and minimising crisis 

4 Empowering patients – people as partners 

5 Planning and resourcing transformation – what is needed? 

6 Having the conversation – what is needed? 

7 Joining up EOLC at a local level – what does a dedicated team look 
like? (provider perspective) 

8 Working together – how do we develop and support teams? 





Actions we will take     Table: 

Our narrative 

 
• Timely and responsive care at the 

right time and place 
• Person centered care/person led 

care 
• Increased identification 
• Increased parallel/planning up 

stream = proactive 
• Care is coordinated and shared 
• Identification and support for 

families 
• The need for integration between 

health care and third sector 
• Transform EoL services using 

funding in a different way 
 
 

 

Who we need to engage 
 
• Other people/organisations – we 

have done this locally – other 
areas, countries, industries 

• The system decision makers 
• Co-production!!! Our local people  
• Wider organisations e.g. NHSE, 

DOH, ADASS 

 
 
 
 
 
 
 
 
 

What we want to change 

 
• We want permission to make the 

changes. Think national, act local 
• Local > national level > Think local, 

act personal 
• We need dedicated project support 

and it needs to be well resourced 
• We need EoL transformation to be 

operational priority at ICS level – 
leadership 

• Outcome commissioning 
• Culture 

• Compassionate communities 
• EoLC as ‘one team’ – pooled 

budgets will be one enabler 

 
 
 



Actions we will take     Table: 

Our narrative 

 
• Patient/carer – People 

empowerment i.e. involving and 
prioritising 
 
 

 

Who we need to engage 
 
• “Circle of care” and wider 

community (schools etc.) as well as 
HCPs and social services. 

 
 
 
 
 
 
 
 
 
 

What we want to change 

 
• Perception of death and dying – 

societal and health 
• Peoples voices and wishes are 

heard and acted on 
• Training and education for people 

and professionals  
• Change the focus to have 

individualised care 
• Redefining the language of death 

 
 
 



Actions we will take     Table: 

Our narrative 

 
• Everyone dies – let’s talk about it 

 

 

Who we need to engage 
 
• General POPN – Global 

messaging/individuals going 
through it 

• Professionals 

 
 
 
 
 
 
 
 
 

What we want to change 

 
• How people have conversations 
• MEDA messages 
• Storylines 
• Song to support e.g. ‘dying matters 

week’ and other opportune times 
e.g. REM ‘everybody hurts’ 

 
 
 



Actions we will take     Table: 

Our narrative 

 
• Flexible/response 
• Needs focussed 
• True agency working 
• Clear and understood strategic 

plans 
 

 

Who we need to engage 
 
• Individuals 
• Health – commissioners and 

providers 
• Political groups 
• Social care – commissioners and 

providers 
• Educational providers 
• Public health 

 
 
 
 
 
 
 
 
 

What we want to change 

 
• Trust/authority to act 

 
 
 



Actions we will take     Table: 

Our narrative 

 
• National policy change  
• Locally - ? Unbrand but not 

uncouple 
- Still report FT No.s 

• Risks too many ‘new brands’  
• Agreed ‘brand’ trial e.g. criteria, 

services, outcomes 
 

 

Who we need to engage 
 

• Policy makers – DH 
• Government departments – 

DWP 
• Policy, legislation. Funding – 

change 
• Unbrand uncouple – there is no 

fast track! 
• Regional – STP mapping of 

services. ICP level.  
• Focal - £ Gove  

-  Commissioned services 
- Longer term contracts 
- System wide contracts 
 

 
 
 
 
 
 
 
 

What we want to change 

 
• Law 
• Policy 
• Way EoLC is funded 
• Palliative and EoL care strategy 
• Local changes  

 
 
 



Actions we will take     Table: 

Our narrative 

 
 

 

Who we need to engage 
 

• Social care 
• CCGs 
• Primary Care 
• Hospices 
• Hospitals 
• Public 

- better manage expectations 
 

 
 
 
 
 
 
 
 

What we want to change 

 
• Rapid response teams 
• Trust board 
• Have long term care services –to 

allow capacity in rigid response 
services 

 
 
 



Snowstorm: One insight you have had from today 
event 
 

Importance of collaborative working 
Thought provoking very enjoyable day, networking 
Timing is everything and now might be the time to make the changes! 

Will contact my CHC lead and restart the conversation 
There is a lot of appetite for change but it is not clear how or if the this change can be actioned 

What can NHS England do practically to make this happen 
It was good to meet people from other areas working collaboratively with CCG and ASC 

Look forward to see the outcome of the workshop 
No clear shared understanding of FT at present 

Possibility oof joint working partnerships and commissioning of services 
Unbrand and uncouple 
A really interactive day. I fear that the use and understanding of CHC is still mixed. 

People at the heart of planning.  Professionals to truly value the people they care for 
Having been in the world of EOL for a long time we are still talking about the same issues - lets be radical 

Change needs to start from the top 
That GP's need to be incentivised to act - guidelines not enough 

Listening and hearing from other professionals about their perspectives/interpretations of fastrack…lack of consistency at all levels and difficult 
accessibility to services.  There needs to be greater education for professionals what FT is in EOL. 

Complex and measures of success haven't been defined seems that little outcome date is captured 
How pooled budgets would work an EOLC apprentices 
Need to get and do it 



Integrated commissioning responsive personalised high quality care 
Commissioner to be innovative and creative with their spending.  Encourage PHB direct payments 
Huge variation in CHC procedures/processes across CCG's 
The challenge is much bigger than FT 
Aspirational thinking 
Need long term care to be sorted to allow capacity in rapid response services for inevitable crises (short term) 
This is not about FT. It is about social care vs health funded care.  Who pays? 
To make change happen we all need to talk and be actively involved in making happen 
There are no real barriers to change in the EOL domain 
FT needs to be clearer and easier to understand for patients, the community and professionals 
Came here thinking the day was about improving EOLC and FT.  Became clear fairly early the agenda was actually to lose FT.  Clarity on 
the situation would be appreciated.  Why not improve it instead of piling money and time in to replacing it? 
Need for local change to implement national change 
Many people are thinking the same thing and have spotted the same opportunity for improvement. 
I have met some energising people with strong values and meaningful ways of working.  The day has been enlightening. No sadness but 
good ways forward 
Rather than removing FT why not work to improve it and make it clearer?  Personalisation, choice and control are key. 
I just wonder what makes this event different from all of the others I have attended over the last couple of years.  We come up with the 
same ideas every time but I have yet to see any major changes. These are really expensive meetings and don’t seem to have much effect 
on national policies.  I hope this time will be different.  Sorry for being so pessimistic. 
Today I learnt how some organisations abuse fastrack.  I also learnt how important FT is to enable families to cope with the idea of loved 
ones dying at home. 
CHC funding is a complex beast.  There is no quick fix but ultimately social care needs to be more easily accessible for those who need it.   
There needs to be more collaborative working across health and social care (primary and secondary 
Not a new insight but relentless pursuit of outcomes not process. 

I was interested in the conversation in a national nature re EOL. 



Emerging themes from the workshop 

Removing the need for fast track 
There is a need to ring-fence the £375m currently spent via fast track to support the transformation.  Un-branding and re-
branding the offer is important.  Eligibility for the new service needs to be clearly specified.  Joint commitments between 
health and social care are needed. 
  
Joining up health and care services at the end of life (from a commissioning perspective) 
Integration is a big part of the answer.  Success needs integration, place based, pooling of resources, co-produced and less 
prescribed approaches.  The focus should be on outcomes and experiences.  Move away from a short term to a long-term 
focus.  Its complex and hard but needs to be done. 
  
Identifying rapid deterioration and minimising crisis 
Very difficult to tackle the problem this way.  It’s not the right question!  Need to focus on flexible and rapid access to 
services.  Consider PIG/SPICT [don’t know what the acronyms are]. 
  
Empowering patients – people as partners 
Need coherent and consistent systems which everyone values and understands.  We need to know did it happen and where 
is it recorded? Co-production involving the circle of care.  Determine when and where services are needed.  This will need 
technology – interoperable allowing people to tell their story ONCE. Remove the fight. Recognise the process will be 
iterative. 



Planning and resourcing transformation (how do we change) 
Discussed national and local approaches and focussed on local.  What can we do locally?  Need to focus on culture and look 
at similar models (e.g. maternity).  Need national support and permission.  Need to plan for sustainability.  Use existing and 
emerging incentives and measures e.g. QOF.  Need leaders with passion. 
  
Having the conversation  
Need to support the professionals.  Need to normalise dying.  Know where the information is.  De-medicalise dying. 
  
Joining up EOLC at the local level (provider perspective) 
Aiming for a cost effective, personalised service. User experience should define the key measures.  Need to reduce silos and 
perverse incentives.  Need to increase trust.  Focus needs to place based, team funding, pooled budgets with an 
appreciation of everyone’s time.  Integrated service available 24/7.  Move away from contracts/tariff to common themes in 
delivering user experience. 
  
Working together – how do develop and support team? 
Need to improve situational awareness.  Increase continuity in care. Take a whole system approach.  Invest in community.  
Focus on my story. Increase confidence of all staff.  Think about buddying arrangements, carers and agencies.  24/7 focus.  
Sharing best practice. 
 



Closing comments 

• There is a lot of consistency in the messages from each of the groups.  Most of the elements in 
the NHS change model are covered suggesting the responses are sufficiently diverse and 
comprehensive to create an effective programme. 

 



Our shared purpose 

• It is bigger than FT 

• Need coherent and consistent systems which everyone 
values and understands 

• Consistent user experience  

• Place based 

 

Leadership by all 

• Identify and support passionate leaders 

• Build confidence 

• Non-acceptance of silos 

 
Mobilise and motivate 

• There is a lot of passion already. 

• Need to deal with anxieties and build understanding 
around the vision 

 
System drivers 

• Setting expectations 

• Defining transformation task and funding 

• Clarifying regional and national priorities/roles 

• Aligning messages across programmes 
 

Measurement 
•    User experience should drive measures 
•    Use and build on existing systems 
Project and performance management 
•    Invest in dedicated transformational support 
•    Establish clear values and behaviours 
 
Improvement tools 
•    Develop theory of change 
•    Use design based approaches 
•    Take a long term view 
 
Spread and adoption 
•    Build systems for collaboration and sharing 
•    More outcomes focussed than rules based 
•    Integrate in to place based approaches and use ICS/STP 
governance 



Suggested next steps 

• Develop a shared narrative for EoL and CHC teams 

• Develop and test ‘I statements’ to drive service design, improvement 
and governance. 

• Clarify and develop use of and availability of funding. 

• Feedback to participants 

• Identify key stakeholders and supporters to build momentum 

 


