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  “In my last year of life,  
help me live well until I die.” 

  
Dying is something that comes to us all. Most of us would rather not think about it, most 
of the time. This means that death, when it comes, can be a shock, a crisis; we panic. We 
may spend our last days, weeks or months having investigations and treatments which 
are more burdensome than helpful. 
  
In Spring 2018, NHS England invited Dorset Integrated Care System to act as a 
“demonstrator site” for end of life care July 2018-June 2019, to improve personalised 
care in the last year of life.  
  
This is the story of what we’ve been doing, and what we’re learning. It’s a collaborative 
work in progress. We haven’t got all the answers, but it’s been a fascinating few months 
so far and we’re hopeful the work will make a difference. 
  

What have we been doing? 
A small group from the Dorset End of Life Care Partnership came together in July 2018, 
with facilitation and coaching from Andy Brogan (www.easierinc.com). 
  

 
 

https://www.easierinc.com/
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   PHASE ONE - STOP  
Taking time out together enabled us to think about what we mean by “in my last year of 
life, help me live well until I die”. What really matters? What do we need to be amazing 
at, consistently, to make sure that everyone has as good an experience as possible of 
their last months of life? 

 We used the CLEAN framework to structure our thoughts about this. It’s a simple way 
of looking at things, to define what is necessary and sufficient to achieve the purpose. 
“Clean in”   beginning – creating strong foundations 
“Clean through”  middle  
“Clean out”   ending well 

 Using this structure to think about the last year of life, we developed these core 
capabilities: 

 
 
 
 
 
  
 
 
 
 
 
 
 

 

Core capabilities: 
1. We recognise when you may be in the last months of your life. 
2. We all understand what really matters to you and your family, 

and focus on this together. 
3. You are supported to live well in your own way, as part of your 

community, finding moments of joy where possible. 
4. You are supported to anticipate what may happen towards the 

end of your life. Your wishes are shared as appropriate so that 
you are supported through times of illness in a way which feels 
right to you. 

5. You are as comfortable as you want to be, including in the last 
days of your life. 

6. Those close to you feel supported, including after your death. 
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  PHASE TWO - LISTEN  
All the while we have been listening to the views of lots of people who are important to 
this work, trying to find out what really matters and why. This has helped shape the 
work (for example refining the core capabilities) and continues to do so.  
 
We all die, so everyone is a stakeholder in this work. Our “long list” of stakeholders 
included people in the local community and over thirty organisations. 
 
These are some of the stakeholders we’ve engaged with – this is not a complete list: 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
We’ve listened to people one-to-one, in larger groups, and using other media. Twitter 
has been very helpful as a way to connect with a wider community, and seek people’s 
views. 
  
  

People and families in the local community 
Dorset End of Life Care Partnership 
System Leadership Team of the Integrated Care System 
Integrated community and primary care services 
Locality team including GPs and community nurses, allied 
health professionals, social workers, practice managers, 
health and social care coordinators 
Hospices, palliative care services 
Community trust 
Acute hospital trusts 
Ambulance trust 
Local authorities 
Clinical commissioning group 
Continuing healthcare team 
Bereavement and psychological support services 
Local end of life care groups 
Care Quality Commission 
NHS England, NHS Improvement 
 
NHS England Personalised Care Group 
NHS Improvement 
Care Quality Commission leadership and local team 
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  PHASE THREE - LOOK  
In learning workshops, we looked in detail at what happened in the course of the last 
months of life to two local people, and their families. The workshops included nurses, 
doctors, a paramedic, managers, a social worker, continuing health care lead and the 
NHS England team. We tried to understand not just what had happened, and the impact 
on the people involved, but also why things happened the way they did. This process 
wasn’t always comfortable. 
 
It was much more straightforward to find the “facts” about a person’s blood pressure, 
for instance, than it was to find their story - who they were, what mattered to them, and 
a narrative of what happened. 
  
We saw that treating people individually, without consideration of their relationships 
with family and their local community, led to missed opportunities. For example, 
Barbara and her husband John each attended an over 75y check-up. The appointments, 
held at the GP surgery, were separated by a couple of months. They didn’t appear to add 
any value from Barbara and John’s perspectives. 
  
We saw more evidence of reacting than anticipating or planning ahead; of staff reaching 
for interventions rather than support; of a focus on teams, services and organisations 
rather than community. 
 
  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Barbara and John 
 
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 
 



Results through relationships - what we’ve learnt so far (July - December 2018) 
Dorset Integrated Care System in collaboration with NHS England and Easier Inc. 
 

5 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Some questions to reflect on: 
 
How well did we as a whole community achieve our core capabilities?  
 
How could these stories have been different?  
 
Where were the opportunities to do things differently? 
 
 
 

Tony and Joan 
 
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. He seemed to improve a bit, although he had some 
falls.  
 
He was keen to return home. He stayed in bed, and had 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. 
Paramedics attended urgently and took him to the acute hospital where he 
had a scan and blood tests. He died in hospital less than a day later. 
 
Some details including names have been changed 
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As well as in-depth reviews of people’s stories, we looked at quantitative information 
from 20 people who had died in the locality, using community, hospital and ambulance 
records. These were consecutive deaths of people registered with two of the four GP 
surgeries in the locality.  
  
The quantitative data told a similar story:  there was a lot of activity, but little evidence 
of planning ahead. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
We also visited people in their workplaces to get a better understanding of context.  
 
Community staff completed a simple survey about how well they perceived the whole 
system to be working from the perspective of people in the last year of life, and their 
families.  
 
We found a wide range in people’s perceptions of the system. The ratings from this self-
assessment survey were generally higher than when we looked together to find out 
about the experiences of specific people in their last year of life.  
  
We identified which patterns make it harder or easier to achieve our purpose and core 
capabilities, summarised in the sketchnote overleaf and described in more detail here. 

In the last year of life: 
 
There were often several teams involved (range 1-8) 
Planned community contacts (range 5-80+) 
Most people had investigations (14 had scans or x-rays and 18 had 
blood tests) 
Two people had over 100 blood tests each 
 
90% had 999 calls 
 
Most (14 of 20) were admitted to hospital 
 
In the last three months of life: 
 
Just over half (11 of 20) were admitted to hospital, staying 
anything from a day to 41 days in hospital (median 14 days). 
 

https://trello-attachments.s3.amazonaws.com/5b765a5e7771e682555a2edd/5beb147f3f615b0ea16be893/x/ebef6c6b9f5076753de854d4015adaa8/20181112_Outputs_from_Synthesis_Workshop.pdf
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Drawing on our experiences, professional and personal, we identified a range of 
domains in which see a huge variation. 
 

 
Me 

My  
Family 

My  
Community 

Acceptance 
I/we accept that I am dying    

Perspective 
I/we approach the time I have left with a ‘glass half full’ 
outlook 

   

Engagement 
I/we are interested in understanding needs, 
circumstances and options and in making decisions 

   

Understanding 
I/we have a good grasp of needs, circumstances, 
trajectory, options, etc. 

   

Clarity 
I/we have clear and explicit goals and preferences    

Agreement 
I/we agree on needs, preferences and goals    

Trust 
I/we trust each other’s opinions, motivations and 
judgement 

   

Expectations 
I/we have reasonable expectations of what can be 
achieved and what support can be offered 

   

Preparedness 
I/we have the things we need in place to navigate these 
last months of life, death and bereavement (e.g. a will, 
power of attorney, etc.) 

   

Resilience and Resources 
I/we have the wherewithal to successfully navigate 
these last months of life, death and bereavement, be this 
financially, emotionally, cognitively, etc. 

   

Proactivity 
I/we are planners and doers who don’t need further 
encouragement to get things done 
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• My physical environmental home (including whether I have a home or fixed 
address) 

• Whether I’m working or not, or have other responsibilities 
• Where my family and loved ones live relative to me 
• Whether they work or not, or have other responsibilities 
• My age 
• My medical condition(s) 
• My gender 
• My sexual orientation 
• My faith, values and other beliefs 
• Whether I may be considered a risk/threat to others (e.g. prisoners, ex-

offenders, etc.) 
• My likely trajectory, medically and emotionally 
• How predictable that trajectory is and how rapid or prolonged 

 
 

 
  
  
  
 
 
 
 

 
All this variety puts a premium on having the 
time, confidence, knowledge, freedom and 

support to respond in highly bespoke ways to 
the people and circumstances we find. 

 
This isn’t always easy. 
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SYNTHESIS – BRINGING IT ALL TOGETHER 
 
“Everything is possible - except doing everything at once. What will make the most 
difference to people in their last year of life, and their families?” 
  
We identified these emerging themes, with significant leverage to have a significant and 
sustainable positive impact: 
  

 Making it normal to talk about death, dying and planning for our end of life and 
bereavement 

 Prioritise informed choice and what matters  
 Favour anticipating over reacting 
 Favour fostering connections and nurturing community development rather 

than growing services 
 Give staff the time, knowledge, confidence, freedom and support to respond in 

highly bespoke ways to the people and circumstances they find 
 Make it easier to identify and resolve issues which impact on all this.  
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 PHASE FOUR - TEST AND  
PHASE FIVE - RESPOND 

 
We are about to embark on “TEST” (February-March 2019). We have chosen to use a 
team prototyping approach, with rapid cycles of testing to find out what works well.  
 
Key areas of focus are: 

• Discovering how best to have ‘what matters’ conversations (including how, who, 
when) 

• Discovering how best to share ‘what matters’ with others so that right care and 
support happens at all times 

• Discovering how to make the most of people’s strengths and communities in 
order to support ‘what matters’ 

• Identifying and unblocking barriers to achieving ‘what matters’ (e.g. policies, 
access to medications, etc.) 

 
We will be working with specific people and families to learn about how to do these 
things well. 
  
We will test for effectiveness before making changes more efficient, and then 
embedding as normal practice and spreading beyond the initial locality.  
 
 

 Easier Inc. 
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What have we learnt about the process of improvement?  
 Committing time to learn together is important, but not always easy.  
 There are lots of people for whom this work matters. We have been trying to 

connect with lots of different folk, locally and further afield. We haven’t always 
got the balance right. 

 Reflecting on what happened - and why - can be very uncomfortable at times, but 
has been invaluable to understand the underlying patterns and what impacts on 
them. 

 There are parallels running throughout the work - similar issues have an impact 
at several levels throughout the system, locally and nationally. 

 You learn a lot about a system by trying to change it. The system is good at 
maintaining equilibrium - even if it is creating outcomes that no-one really 
wants. 

 Changing the way we work together, how we surface tensions and work through 
them, learning constantly, is as important as changing the conversations 
between people approaching the end of life, their families, and staff. Checkout 
practices are one way we have found it helpful to nurture better ways of 
working. You can read more about this in our blog www.easierinc.com/blog/r-i-
p-a-o-b. 
 

 
 

https://www.easierinc.com/blog/r-i-p-a-o-b
https://www.easierinc.com/blog/r-i-p-a-o-b
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IF YOU’RE CURIOUS TO FIND OUT MORE: 
You may like to: 
 Visit our webpage, including monthly updates: 

trello.com/b/bLoUayqc/improving-care-and-support-in-the-last-year-of-life-in-
dorset  

 
 Look out for the webinar hosted by NHSE in which we talk about this work on 05 

March 2019. www.england.nhs.uk/events/upcoming-events/upcoming-webinars 
 
 Or join the conversation on Twitter @saskie_dorman @AndyTBrogan  @Easier_Inc 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

THANK YOU… 
 
More than two hundred people have been involved so far with this work, giving us the 
opportunity to work on this, making it possible, helping to shape our ideas, inspiring us 
to continue.  
 

Thank you all. 

The 10x lesson 
 
The 10x programmer, the 10x strategy expert, the 10x surgeon. 
This is something we are always in search of. The human who is 
playing at a different level, generating work that changes 
everything. 
 
The thing is: a 1x contributor can’t become a 10x merely by 
working ten times as hard. The physics of time won’t allow it, 
certainly, but it’s also because 10x doesn’t work on the same 
axis. It’s not about more effort. It’s about more insight. 
 
In order to make that forward leap, you need to trust yourself. To 
create space. To have the discipline to say no to distractions or 
even to projects that put you back into the 1x mode. 
 
The reason that there are so few 10x contributors isn’t that we 
lack innate talent. It’s that our systems and our self-talk seduce 
us into believing that repeating 1x work to exhaustion is a safer 
path. 
 
 
Seth Godin’s blog (18 Dec 2018) 
 

https://trello.com/b/bLoUayqc/improving-care-and-support-in-the-last-year-of-life-in-dorset
https://trello.com/b/bLoUayqc/improving-care-and-support-in-the-last-year-of-life-in-dorset
https://www.england.nhs.uk/events/upcoming-events/upcoming-webinars/
https://twitter.com/saskie_dorman?lang=en
https://twitter.com/andytbrogan?lang=en
https://twitter.com/easier_inc
https://feeds.feedblitz.com/~/588021910/0/sethsblog/posts~The-x-lesson/

