
Chapter 5.7 End of Life Care 

 
We want to know what you think! 

This section of our Long Term Plan is still in development and has been shared at an 
early stage to allow time to incorporate feedback from local people, our partners and 
stakeholders.  

If you have any comments, questions or think anything is missing, we would 
really like to hear from you.  

Please email elhcp.enquiries@nhs.net before Friday 25 October 2019 so we can 
make sure your comments are considered before the document is finalised in 
November.  

 
Children’s end of life care 
 
There is approximately 120 children and young people deaths across NEL each year with 
most children dying in hospital care due to poor levels of community palliative support for 
children’s care. Across NEL, we are committed to improving children’s palliative and end of 
life care, ensuring that children receive personalised end of life care and are supported to die 
in a setting of their choice.  
 
In order to facilitate this, the ELHCP will develop a cross borough ‘hospice at home’ care 
model in partnership with hospices, health providers, local authorities and the community 
and voluntary sector. This will ensure that children have the opportunity to die at home while 
receiving personalised care.  
 
Our key priorities are:  
 

1. Ensuring that children and young people with a life-limiting condition are 
recognised and have a central role in decision-making and care planning 

The ELHCP programme will ensure that systems will identify children and young people 
who have a life limiting condition and will ensure that they are placed on the children and 
young people’s palliative care register. We will develop and ensure that there is a 
standard identification tool in use. We are making sure that patients (where appropriate) 
and carers are involved in their care decisions. We will continue to ensure that the 
children’s advanced planning process is adopted and used by all partners aligning with 
the NICE children’s and young people end of life and bereavement standards.  This will 
ensure that patients and carers have time to understand their diagnosis and an 
opportunity to choose their care around their personal needs.  
 
In 2019, all partners in NEL agreed to implement and use Co-ordinate My Care (CMC) 
as a shared information record. We will continue to support partners with the 
implementation process and will be promoting the rollout of ‘My CMC’ for patients and 
carers to ensure their care amend their care plans based on their needs. This will ensure 
that patients and carers are an integral part of the care planning process and that they 
will receive better care.  

 
2. Extending community outreach care to support more children and young 

people to die at home 
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In 2020, we will focus on developing a cross borough hospice at home model to support 
children to die at home and for carers to receive the support they need. We will be 
developing this model in collaboration with our local hospices, Haven House and Richard 
House. We realise that our hospices are keen to provide outreach support into the 
community and as a programme we will support this model of care. Within the next five 
years, we will be actively seeking funding to ensure the delivery of this model and it is 
expected that we will bid for funding from NHSE when details become available. 

 
3. Improving support when a child dies 
In 2020, we will be standardising the support and information which a carer receives 
when a child dies. Bereavement support is currently provided to varying levels across 
NEL, our focus in 2020 will be to ensure that all systems are providing bereavement 
support in line with the NHSE guidance on ‘Information for Families’. In terms of 
improving our services, the programme will support partner organisations to ensure the 
collection of meaningful feedback and learning of their experiences during their child’s 
death. In order to do this, the child bereavement experience by the Healthy London 
Partnership measure will be used by all systems across NEL. This will ensure that 
information is collected on how EOL services have performed, improve service outcomes 
and share learning across collaborating organisations. 

 
4. Improving support for children who have been bereaved 
From 2020, the programme will ensure that all local children who have been bereaved in 
will receive information and support within 10 days of bereavement. We will ensure that 
all children are offered timely access to counselling and support and will continue to work 
in partnership with our voluntary organisations, including Child Bereavement UK.   

 
Adults’ end of life care 
 
Statistics show that across NEL, the majority of patients die in hospital with four of our 
boroughs having the highest rates of hospital deaths. In addition, 36.6% of end of life 
patients die in their usual place of residence, compared to the England average of 46.8%. In 
NEL, patients can choose to die in hospital, hospices or at home and we must ensure that all 
palliative patients have access to personalised care for patients and carers to support people 
to die in their place of choice.  
 
Our five year plan will be to commission new personalised models of care, which are 
focused on integration and coordination, and responsiveness of local services. We want to 
achieve equity in choice in access to services and equity in outcomes so that regardless of 
borough in NEL, each patient will have access to the same level of care. This will ensure that 
patients have a better experience in death and are supported to die with dignity, respect and 
with their care preferences met. During 2020, we will be focusing on increasing community 
awareness of death and dying and hard to reach groups.  
 
To support the improvement of end of life services; the ELHCP end of life programme brings 
together the views of NHS England, providers, commissioners, local authorities, local 
hospices, community and voluntary sectors. Together we developed a programme plan 
priorities for end of life and these align with national policies.  
 
Implementation plan 

By the end of 2019/20 By the end of 2020/21 By the end of 2021/22 
We will review existing 
evidence across all local 
authorities and CCGs to 
identify any gaps in 

We will ensure that all 
partners promote and 
support the provision of 
personalised care for 

We will continue to deliver a 
new model of training to 
ensure that all staff who 
work with end of life patients 
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information that will support 
improvement. Develop 
mechanism for gathering 
additional data required 
including patient and carer 
experience, which is 
standardised across NEL.  
 
We will focus on developing 
a data pack for each CCG 
area baselining current 
position in terms of end of 
life care with agreed 
improvement trajectories. 
 
The programme will have 
increased focus on case 
finding and ensuring that 
patients identified as 
palliative are recorded on 
GP palliative care registers. 
We expect by 2020, that 
65% of patients who died in 
each borough had been 
identified by GPs, placed on 
the GP palliative care 
register and had a CMC 
record completed.  
 
We will continue to rollout 
CMC in CCGs and providers 
across NEL, including the 
rollout of my CMC for 
patients and carers. Within 
five years’ time, we expect 
all of provider organisations 
to have access to and use 
CMC to ensure that care 
records are accessed and 
that care provided meets 
their patients’ needs and 
wishes.  
 
We will continue to identify 
opportunities for additional 
training and develop a case 
for education and training 
funding. This will be done in 
collaboration with 
colleagues in workforce, 
Health Education England 
and St Joseph’s Hospice 
who are developing our 
training model.  
 

patients and carers. We will 
ensure that all providers will 
have access to referring to 
the programme and where 
appropriate we will fund 
personalised care through 
personal health budgets. By 
2021, we will introduce KPIs 
into all community and 
voluntary contracts to 
ensure that we identify 
patients and carers eligible 
for the personalisation 
programme. Patients will 
receive access to 
personalised care planning 
and recording of 
preferences involving family 
members appropriately.   
 
We will be seeking to 
standardise primary care 
contracts to focus on 
increasing the number of 
patients on the palliative 
care register, increasing 
CMC plans, delivery of CMC 
and learning from the 
Quality and Outcomes 
Framework.  
 
We will continue with the 
development of the EMIS 
screening tool in primary 
care to identify those 
patients not identified and 
placed on the palliative care 
register. With the tool, it will 
allow patients to be 
identified as palliative earlier 
and ensure that they receive 
personalised care around 
their needs. In 2020, we will 
implement this across NEL 
and within five years, 
working in collaboration with 
NHSE we expect this to be 
used as a national end of 
life identification tool.  
 
Working in partnership with 
primary and secondary care, 
we will ensure better 
discharges from hospital 
and less readmissions 

and carers are competent in 
providing person centred 
end of life care and that 
competencies are 
maintained/refreshed.  
 
By 2022, we aim to have a 
cross borough Hospice at 
Home model across the 
WEL system to ensure that 
resources such as staffing 
can be shared across 
boroughs. This will ensure 
an appropriate use of 
resources and reduce the 
amount of funding required 
whilst ensuring that patients 
receive personalised care 
and are supported to die at 
home.  
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In 2019, we will continue to 
commission models across 
NEL and to share learning 
with supports (C&H, WEL 
and BHR) system and 
service redesign and 
improvements. This will 
involve all relevant sectors 
including health, social care 
and the voluntary sector. 
 
We will be working to 
standardise the approach to 
collecting carer feedback for 
end of life services across 
NEL. We will use this 
information to identify 
service issues and work 
collaboratively with our 
partners to address these 
and improve patient care. 
This will be completed by 
end of 2019 with rollout of 
the agreed model in 2020. 
 
 

within 90 days of hospital 
discharge. We will complete 
an audit process in 2020 to 
understand issues with 
discharge from hospital and 
will develop guidelines to 
ensure effective discharges.  
 
Working in partnership with 
primary and secondary care, 
we will ensure better 
discharges from hospital 
and less readmissions 
within 90 days of hospital 
discharge. We will be 
completing an audit process 
in 2020 to understand 
issues with discharge from 
hospital and will develop 
guidelines to ensure 
effective discharges. 
 
In 2021, we will be hosting a 
cross borough end of life 
event for the public to be 
informed of local services 
and improvements they 
want from end of life care 
across NEL. We will work 
together with our partnering 
organisations and 
community groups to ensure 
representation.  
 
We will develop a directory 
of services in NEL to ensure 
patients and carers have 
access to support and 
advice.  
 
 

 
 


