
Commissioning person centred 
end of life care

A toolkit for health 
and social care professionals

Supporting people 
and vulnerable 
dependants to 
prepare for end of life 
Gwen, aged 78, contacted Judy, 
a social worker on the community 
care management team, about 
her daughter Megan. Judy 
had placed Megan, who has a 
learning disability, in a supported 
living flat a few years previously. 

Megan had remained in daily 
contact with her mother and was 
emotionally and practically quite 
dependent. Gwen had a chronic 
respiratory tract condition which 
was increasingly debilitating and 
wanted Megan to be prepared for 
such time as she had to manage 
without her mother’s support and 
ultimately, her death. 

Judy soon realised, however, 
that Gwen also needed 
support for herself - practically, 
emotionally (she continued to 
have unresolved issues arising 
from her husband’s death a few 
years previously) and in making 
her own preparations for death. 
Whilst Gwen clearly realised that she was in her ‘dying 
phase’, Judy had to fight to get the services Gwen needed 
to support her in daily living in order that her energies 
could be conserved for what to her was important 
business – such as returning to her place of birth in order 
to say goodbye. 

Without a terminal diagnosis and still presenting as 
relatively independent, Gwen was refused home care 
services. However, she continued to ‘set her affairs in 
order’, including arranging her own place in a nursing 
home when she could no longer manage at home.

Judy worked with Megan to help her understand that 
her mum was getting sicker and would not be around 
forever. Megan needed reassurance that she would not 
be left to manage on her own and encouragement of 
her developing independence. Judy also worked with the 
support staff on the network to assist them in helping 
Megan understand the implications of her mother’s death 
for her and her future life. 

Freed from practical responsibilities, Gwen was able to 
spend the time with Judy talking about her feelings of 
loss – the loss of her husband, which she had never got 
used to and was looking forward, as she believed, to being 
reunited with him in heaven; the loss of her health and the 
freedom and independence that goes with it; the loss of 
her parenting role. Judy also helped Gwen and Megan to 
plan the funeral with a local minister. 

Finally, Gwen was at peace and ready to die, and Megan, 
although initially very distressed when she realised that 
her mother would soon die, found solace in this active 
engagement with her mother’s death and was able to be 
with her when she died. Megan took part in the funeral 
service, which Judy also attended, and ‘received’ the 
mourners after, supported by her cousins.

Adapted and abridged from Holloway, M. (2007) 
Negotiating Death in Contemporary Health and 
Social Care, Bristol: Policy Press, p.166 and 175-6. 
Reprinted with permission.

Case study:
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How to use this toolkit
To navigate through the toolkit you can use the ‘next’ 
and ‘previous’ buttons as well as the coloured section 
buttons which appear at the bottom of each page.  

Downloads and links
You can download a pdf file when you see this icon 
simply click on the icon to download.  
You will need Adobe Acrobat viewer to view the files 
- available to download here. 

This toolkit also contains links to external websites and email addresses,  
these look like this www.endoflifecare.nhs.uk/ 

To come back to this page click the               button.  
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This toolkit identifies the main elements involved in commissioning 
for person centred end of life care. It explains the commissioning 
cycle in practical terms and offers a four-stage approach to successful 
commissioning across all sectors.

It aims to support delivery of the National Institute for Health and 
Clinical Excellence’s (NICE) quality standard and commissioning 
guidance and benchmarking tool for end of life care - ensuring the 
right care in the right place at the right time with the right resource, 
thereby achieving ‘a good death’ for all.
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Introduction 3

Good commissioning places the individual at the heart of the 
process. It is about improving people’s lives and providing 
high quality services designed around the individual.

Commissioning high quality end of life care presents 
particular challenges because of the need to co-ordinate 
and integrate the wide range of services involved across 
health and social care. But it also offers commissioners 
the opportunity to ensure services are achieving desired 
outcomes including avoiding emergency admissions, meeting 
peoples choices and improving the quality of care

Here we outline a four-stage commissioning cycle that will 
help ensure an effective and integrated service together with 
some of the tools and sources of support for both health and 
social care commissioners and providers.

Figure 1: The Clinical Commissioning Cycle. Guidance for commissioning integrated 
urgent and emergency care: A ‘whole system’ approach (RCGP 2011, p.32)

The four stages are:
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Co-ordinating care provided by care 
agencies at end of life
Adult social care social workers in Cumbria responsible for 
co-ordinating domiciliary care for people nearing the end 
of life have established close and supportive relationships 
with preferred care agencies to ensure they are able to 
provide appropriate high quality care at this stage.

Social workers have worked with their county council’s 
preferred providers to enhance their understanding of the 
particular needs of people and families as they near end 
of life and to build the confidence of staff and managers 
in meeting these needs. This included highlighting the 
importance of:

n Responsiveness – wherever the person is in the 
palliative stage of illness or on the end of life 
pathway, time is precious and rapid response is 
essential

n Consistency in staffing – with up to four visits a 
day, often with two carers per visit, it is important to 
minimise the number of different people involved

n Sensitivity – end of life is frequently deeply stressful 
for individuals and families; sensitivity to people’s 
feelings and respect for the home environment are 
vital

n Flexibility – people’s needs can change and vary as 
they approach end of life and carers may from time 
to time need to spend more time with a person than 
anticipated or to be able to step in to relieve carers 
at short notice

n Information-sharing – domiciliary care staff are 
encouraged to look out for and report back to social 
workers any unmet needs or emerging concerns; 
this required social workers to reassure staff about 
confidentiality arrangements.

Crucially, social workers have been careful to ensure 
that, as people’s needs change and additional costs 
are incurred, they are reflected in reliable contracting 
arrangements that can accommodate, for example, 
an additional 15 minutes spent helping someone on a 
particularly bad day. This means that care agencies respond 
to need, confident that they will be paid in full for any 
additional support their staff provide.

Social workers have needed to invest a great deal of time 
in educating the care agencies and staff in these areas but 
the effect has been transformational, with considerable 
benefits for all involved. Information flow between 

social workers and domiciliary care staff has improved 
significantly, meaning that needs are identified and met 
sooner and care is more effectively co-ordinated. 

Care agencies and staff report greatly enhanced 
confidence and job satisfaction as they find they are able 
to meet complex needs of individuals. As a result, people 
and their families benefit from a more integrated service 
from sensitive, responsive and competent domiciliary care 
staff.

Becky Chaddock
Specialist Palliative Care Social Worker at Eden Valley 
Hospice in Cumbria 
Becky.Chaddock@cumbria.gov.uk 

Good practice example:

Co-ordination of careStep 3

The cycle outlined is based on the 
Royal College of GP’s Guidance for  
commissioning integrated urgent  
and emergency care: A ‘whole 
system’ approach (under 
heading Guidance on aspects of 
commissioning). The content also 
explicitly links to the college’s end 
of life care commissioning guide 
for GPs with an interest / Clinical 
Commissioning Groups (CCG). 
A similar approach is also used in 
the patient and public engagement 
cycle published by InHealth and 
Department of Health. 

Intro

http://www.rcgp.org.uk/revalidation-and-cpd/centre-for-commissioning.aspx
http://www.rcgp.org.uk/revalidation-and-cpd/centre-for-commissioning.aspx
http://www.rcgp.org.uk/revalidation-and-cpd/centre-for-commissioning.aspx
http://www.rcgp.org.uk/revalidation-and-cpd/centre-for-commissioning.aspx
http://www.institute.nhs.uk/tools/the_engagement_cycle/the_engagement_cycle_introduction.html
http://www.institute.nhs.uk/tools/the_engagement_cycle/the_engagement_cycle_introduction.html
http://www.institute.nhs.uk/tools/the_engagement_cycle/the_engagement_cycle_introduction.html
http://www.institute.nhs.uk/tools/the_engagement_cycle/the_engagement_cycle_introduction.html
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Introduction

At each stage of the commissioning cycle commissioners need to work closely with service users and the public, the voluntary 
sector and other stakeholders, including providers of health and care services.

We also make reference to the nationally-recognised six-step End of Life Care Pathway, which is aligned to the mapped areas of 
care set out in the NICE quality standard:

Figure 2: End of Life Care Pathway. Adapted from End of Life Care Strategy - promoting high quality care for all adults at the end of life (Department of Health, 2008)

•	Indentifying	triggers	for	
discussion	

•	Open,	honest	
communication.

•	Agreed	care	plan	and	
regular	review	of	needs	
and	preferences

•	Assessing	needs	of	
carers.

•	Strategic	co-ordination
•	Coordination	of	

individual	care
•	Rapid	response	services.

•	High	quality	care	
provisions	in	all	settings	
day	and	night

•	Acute	hospitals,	
community,	care	homes,	
extra	care	housing	
hospices,	community	
hospitals,	prisons,	secure	
hospitals	and	hostels

•	Ambulance	services.

•	Indentification	of	the	
dying	phase

•	Review	of	needs	and	
preferences	for	place	of	
death

•	Support	for	both	the	
individual	and	carer

•	Recognition	of	wishes	
regarding	resuscitation	
and	organ	donation.

•	Recognition	that	end	of	
life	care	does	not	stop	at	
the	point	of	death

•	Timely	verification	and	
certification	of	death	or	
referral	to	coroner

•	Care	and	support	of	carer	
and	family,	including	
emotional	and	practical	
bereavement	support.

Discussions as 
the end of life 
approaches

Assessment, care 
planning and review Co-ordination of care

Delivery of high 
quality care in 
different settings

Care in the last 
days of life Care after death

Step 1 Step 2 Step 3 Step 4 Step 5 Step 6

Social care

Spiritual care services

Support for carers and family

Information for individuals and carers
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http://www.nice.org.uk/guidance/qualitystandards/endoflifecare/home.jsp?domedia=1&mid=E9C9B333-19B9-E0B5-D4C430F926CE5ABC
http://www.nice.org.uk/guidance/qualitystandards/endoflifecare/home.jsp?domedia=1&mid=E9C9B333-19B9-E0B5-D4C430F926CE5ABC
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Stage 1: Analyse and plan

Assessment and measurement for end of life care 
commissioning must reflect the whole population’s needs 
across the end of life care pathway. It should aim to be an 
integral part of joint strategic needs assessment profiles 
and health and wellbeing strategies in local communities. 
Commissioning services will also need to link into plans for 
long-term conditions, care of the elderly, dementia care and 
carers’ support.

Get to know your local area’s needs
Approximately 1% of people on a GP’s list will die each year - 
this equates to an average of 20 deaths a year. Around 70-
80% of all deaths are likely to benefit from planned end of 
life care. 

The key to this approach is identifying who is likely to 
be in their last year of life and then deciding how best 
to reach these people - see Find the 1% campaign and 
Prognostic Indicator Guidance.

Quick guide to identifying patients for 
supportive and palliative care
Macmillan Cancer Support, NHS Camden  
& NHS Islington
http://www.endoflifecare.nhs.uk/quick-guide-to-
identifying-patients

5

Local population data on end of life care needs is available 
through a number of sources: 
•  The National End of Life Care Intelligence Network   
 (NEoLCIN)
•  Hospital Episode Statistics (HES)
•  Local public health data, such as the South West Public   
 Health Observatory   
•  Quality and Outcomes Framework (QOF)
•  Care Quality Commission (CQC)  
•  National Institute for Health and Clinical Excellence (NICE)  
 commissioning and benchmarking tool
•  Marie Curie End of Life Care Atlas

Think about:
• Including end of life care data, indicators and best practice 

models into Joint Strategic Needs Assessment (JSNA) and 
joint health and wellbeing strategies 

• Understanding the level of need by using the NEoLCIN’s 
end of life care modelling tools linked with long-term 
conditions, older populations and dementia for example 

• Using the user impact framework, Involve Me
• Engaging with people using end of life care services and 

their family/carers - see NHS Network’s Smart Guides to 
Engagement series

• Consider using practice quality profiles

1 Analyse 
& plan 

http://www.dyingmatters.org/gp
http://www.rcgp.org.uk/end_of_life_care/identifying_patients.aspx
http://www.endoflifecare.nhs.uk/quick-guide-to-identifying-patients
http://www.endoflifecare.nhs.uk/quick-guide-to-identifying-patients
http://www.endoflifecare-intelligence.org.uk/home.aspx
http://www.hesonline.nhs.uk/Ease/servlet/ContentServer?siteID=1937
http://www.swpho.nhs.uk/
http://www.swpho.nhs.uk/
http://www.qof.ic.nhs.uk/
http://www.cqc.org.uk/
http://www.nice.org.uk/usingguidance/commissioningguides/endoflifecare/endoflifecareadults.jsp?domedia=1&mid=607DB887-19B9-E0B5-D45E79FD7D06CC7B
http://www.nice.org.uk/usingguidance/commissioningguides/endoflifecare/endoflifecareadults.jsp?domedia=1&mid=607DB887-19B9-E0B5-D45E79FD7D06CC7B
http://www.nice.org.uk/usingguidance/commissioningguides/endoflifecare/endoflifecareadults.jsp?domedia=1&mid=607DB887-19B9-E0B5-D45E79FD7D06CC7B
http://www.mariecurie.org.uk/atlas
http://healthandcare.dh.gov.uk/files/2012/01/JSNAs-and-joint-health-and-wellbeing-strategies-draft-strats.pdf
http://healthandcare.dh.gov.uk/files/2012/01/JSNAs-and-joint-health-and-wellbeing-strategies-draft-strats.pdf
http://www.endoflifecare-intelligence.org.uk/end_of_life_care_models/default.aspx
http://www.involveme.org.uk
http://www.networks.nhs.uk/nhs-networks/smart-guides/
http://www.networks.nhs.uk/nhs-networks/smart-guides/
http://www.meqo.nhs.uk/OurProjects/PracticeQualityProfiles.aspx
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Stage 1: Analyse and plan

• Do you have access to a 24/7 integrated health and social 
care rapid response team in every locality?

• Are carers’ assessments being undertaken? 
• Is there a proactive discharge pathway in place to support 

people’s preferred place of care and death? 
• Are end of life care services effectively co-ordinated, 

including carer support in the home?
• Do you have a high quality and responsive out of hours 

service and access to equipment?
• Are you involving the voluntary sector to provide home 

from hospital services for up to 5-7 days in order to support 
people to settle back at home after a hospital stay?

Remember to identify gaps in knowledge, equipment or 
services. 

Remember to also see the NEoLCIN’s end of life care 
modelling tools and Marie Curie Cancer Care’s delivering 
choice programme local (DCP). 

•  Help the Hospices resources around hospice care and local  
 independent hospices

Use Act & Early to avoid A&E and commissioning end 
of life care documents, for example Information for 
commissioning end of life care, to help you identify what 
you need to commission to meet the needs of your area.

6

Assess services and gaps
Find out what’s already in place and working in your area 
and map assets including social care provision. Ask yourself:
• Have you got an end of life care commissioning lead and 

an end of life care group in place? 
• Do you have a clear picture of the services currently being 

provided across all providers?
• Have your local overview and scrutiny committee produced 

a report or made recommendations on end of life care in 
your area?

• Are providers working together effectively to deliver 
services?

• Are you working with local hospices and other providers 
who are delivering integrated health and social care 
services? 

• Have you already got an end of life care facilitator and 
social care or dementia champion? The importance 
of their role is highlighted in the National End of Life 
Care Programme’s Supporting people to live and die 
well publication and Training, Engagement, Services, 
Transferability and sustainability (TEST) report  

• Have your local practices identified the 1% of their practice 
population who may be likely to die in the next year? 

• Have those at the end of life been given the opportunities 
to have conversations about advance decisions and 
indicate their preferred place of care and death?

• Is this information being shared across all relevant 
agencies? 

http://www.endoflifecare-intelligence.org.uk/end_of_life_care_models/default.aspx
http://www.endoflifecare-intelligence.org.uk/end_of_life_care_models/default.aspx
http://www.mariecurie.org.uk/en-gb/healthcare-professionals/innovation/Delivering-Choice-Programme/?Tab=1
http://www.mariecurie.org.uk/en-gb/healthcare-professionals/innovation/Delivering-Choice-Programme/?Tab=1
http://www.helpthehospices.org.uk/about-hospice-care/what-is-hospice-care/
http://www.helpthehospices.org.uk/about-hospice-care/what-is-hospice-care/
http://www.endoflifecareforadults.nhs.uk/publications/act-and-early
http://www.endoflifecareforadults.nhs.uk/publications/commissioningeolc
http://www.endoflifecareforadults.nhs.uk/publications/commissioningeolc
http://www.endoflifecareforadults.nhs.uk/publications/supporting-people-to-live-and-die-well-a-framework
http://www.endoflifecareforadults.nhs.uk/publications/supporting-people-to-live-and-die-well-a-framework
http://www.endoflifecareforadults.nhs.uk/publications/test
http://www.endoflifecareforadults.nhs.uk/publications/test
http://www.endoflifecareforadults.nhs.uk/publications/test
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Canvass all views
Try to ensure the views of the different groups within a local 
population are included. Hold user/carer consultations, use 
proxy information from surveys. Examples include:
• Department of Health key findings report of the first 

Office for National Statistics survey of bereaved people 
(VOICES)

• University of Westminster evaluation of the experience-led 
commissioning for end of life care project

• Disease specific pathways, for example dementia, renal 
and liver disease

• Addressing the needs of hard to reach groups e.g. people 
with learning disabilities the homeless and prisoners.  
See useful resources section.

It is also important to agree the end of life care 
competences that staff will need to have. See for 
instance, NEoLCP’s core competences, the e-learning 
modules e-ELCA and Dying Matters’ communication 
skills training, Gold Standards Framework (GSF) training 
programmes. Consider specialist palliative care providers 
and education programmes.

Tools that will support quality benchmarking include:
• The End of Life Care Strategy Quality Markers and 

Measures for End of Life Care 
• The End of Life Care Quality Assessment tool (ELCQuA) 

See also the NEoLCIN’s end of life care modelling tools 
• The NHS Outcomes Framework
• Adult Social Care Outcomes Framework and local accounts 
• NICE quality standard on end of life care for adults.

Agree outcomes
Agree quality outcome markers for measuring the provision 
of end of life care by different organisations and ensure they 
are written into local service specifications and contracts. 
Commissioners need to be sure that information requested 
links to outcomes and does not cause duplication.

•

•

•

http://www.dh.gov.uk/health/2012/07/voices/
http://westminsterresearch.wmin.ac.uk/10257/
http://westminsterresearch.wmin.ac.uk/10257/
http://www.endoflifecareforadults.nhs.uk/commissioning/commissioning-for-people-with-specific-conditions
http://www.endoflifecareforadults.nhs.uk/education-and-training/corecompetences
http://www.e-lfh.org.uk/projects/e-elca/index.html
http://www.dyingmatters.org/page/gp-pilot-project
http://www.dyingmatters.org/page/gp-pilot-project
http://www.goldstandardsframework.org.uk/NR/exeres/434965A3-F67A-45D1-8DCF-87B64918692B?site=083ca62f-d4d0-4c8e-99b2-ee55cc4b6834
http://www.goldstandardsframework.org.uk/NR/exeres/434965A3-F67A-45D1-8DCF-87B64918692B?site=083ca62f-d4d0-4c8e-99b2-ee55cc4b6834
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_101681
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_101681
http://www.elcqua.nhs.uk/
http://www.endoflifecare-intelligence.org.uk/end_of_life_care_models/default.aspx
http://www.ic.nhs.uk/statistics-and-data-collections/audits-and-performance/nhs-outcomes-framework-indicators
http://www.nice.org.uk/guidance/qualitystandards/endoflifecare/home.jsp
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Stage 2: Design pathways

End of life care should be commissioned from a pathway 
approach which incorporates management of transitions 
and co-ordination between pathways including mental 
health, dementia care, children and young adults, long-term 
conditions and carers.

Each of the six steps of the End of Life Care Pathway, 
outlined in the Introduction section, is supported by 
numerous resources. For example, Planning for your 
future care can help with initial conversations, while 
Preferred Priorities for Care (PPC) is an invaluable 
advance care planning tool.

In addition several disease specific frameworks include an 
end of life care pathway, see for example the Long Term 
Conditions web site for resources and good practice. It 
is particularly important to include a pathway for those 
with co-morbidities such as the frail elderly and people 
with dementia. See also the NICE end of life care for 
people with dementia commissioning guide, the Dementia 
Commissioning Pack resources and the cancer commissioning 
toolkit.

The NEoLCP has produced several disease specific guides, 
including on advanced kidney disease, dementia, heart 
failure and neurological disease. NEoLCIN has data 
and analysis reports on deaths from specific diseases, 
including liver, renal and respiratory diseases.

Establish a working group 
This should include health, social care and local authorities as 
well as long-term conditions, specialist palliative care, urgent 
care, dementia services, primary care, ambulance services 
and voluntary sector organisations. It is important this group 
should also include service user involvment.

Examine what information is available about quality, 
effectiveness and costs of the current service and how they 
are used. What kind of services do service users, carers and 
the public need to inform and design pathways of care?

Appraise evidence
•  Use the NICE quality standard and commissioning guidance  
 for end of life care, with its benchmarking tool to audit  
 existing services
• Use the NEoLCIN local authority profiles and relevant local  
 authority performance and outcomes data
•  New research findings (consider the robustness of new   
 research)
•  Critical success factors 
• Evaluation of end of life care service innovations such as  
 the Marie Curie Delivering Choice Programme

8

Design 
pathways 2

http://www.endoflifecareforadults.nhs.uk/care-pathway
http://www.endoflifecareforadults.nhs.uk/publications/planningforyourfuturecare
http://www.endoflifecareforadults.nhs.uk/publications/planningforyourfuturecare
http://www.endoflifecareforadults.nhs.uk/tools/core-tools/preferredprioritiesforcare
http://www.endoflifecareforadults.nhs.uk/commissioning/commissioning-for-people-with-specific-conditions
http://www.networks.nhs.uk/nhs-networks/commissioning-for-long-term-conditions
http://www.networks.nhs.uk/nhs-networks/commissioning-for-long-term-conditions
http://www.nice.org.uk/usingguidance/commissioningguides/eolcforpeoplewithdementia/eolcforpeoplewithdementia.jsp
http://www.nice.org.uk/usingguidance/commissioningguides/eolcforpeoplewithdementia/eolcforpeoplewithdementia.jsp
http://dementia.dh.gov.uk/dementia-commissioning-pack/
http://dementia.dh.gov.uk/dementia-commissioning-pack/
https://www.cancertoolkit.co.uk
https://www.cancertoolkit.co.uk
http://www.endoflifecareforadults.nhs.uk/publications/eolcadvancedkidneydisease
http://www.endoflifecareforadults.nhs.uk/publications/care-towards-the-end-of-life-for-people-with-dementia
http://www.endoflifecareforadults.nhs.uk/publications/end-of-life-care-for-heart-failure-a-framework
http://www.endoflifecareforadults.nhs.uk/publications/end-of-life-care-for-heart-failure-a-framework
http://www.endoflifecareforadults.nhs.uk/publications/end-of-life-care-in-long-term-neurological-conditions-a-framework
http://www.endoflifecare-intelligence.org.uk/resources/publications/deaths_from_liver_disease.aspx
http://www.endoflifecare-intelligence.org.uk/resources/publications/deaths_from_renal_diseases.aspx
http://www.endoflifecare-intelligence.org.uk/resources/publications/deaths_from_respiratory_diseases.aspx
http://www.nice.org.uk/guidance/qualitystandards/endoflifecare/home.jsp
http://www.nice.org.uk/usingguidance/commissioningguides/endoflifecare/endoflifecareadults.jsp
http://www.endoflifecare-intelligence.org.uk/end_of_life_care_profiles/default.aspx
http://www.endoflifecareforadults.nhs.uk/publications/critical-success-factors
http://www.mariecurie.org.uk/evaluations
http://www.mariecurie.org.uk/evaluations
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Stage 2: Design pathways

Design services
Build on existing provision - use evidence of how provision 
could be designed differently. The key principles of a good 
service are:
• No confusion of what to do, who to call or where to go
• A joined-up and co-ordinated system 
• Safe, responsive and a high quality service
• Self-care, prevention, anticipatory care and patient/

service user empowerment
• Patient/service user and public involvement with the 

individual at the heart of service delivery
• Monitoring of urgent and emergency care services
• Knowledge to influence the spend on services
• Integrated mental and physical health care for all. 

(From the Royal College of General Practitioners (RCGP) 
Guidance for commissioning integrated urgent and 
emergency care: A ‘whole system’ approach, 2011, p10.) 
under heading Guidance on aspects of commissioning.

Consider how effectively services both current and planned 
meet the needs of hard to reach groups such as people with 
learning difficulties or mental health needs, prisoners, the 
homeless and some ethnic minority groups. Also consider 
housing needs and access resources from the National w 
Housing Federation and Housing Learning and Improvement 
Network (Housing LIN). Marie Curie Cancer Care service 
design team is a charitable resource that is also available to 
provide advice and support for commissioners. 

Test and refine
For instance, implement robust handover processes between 
primary and secondary care and with Out of Hours (OOH) 
and ambulance services. Monitor implementation of above 
by auditing what proportion of patients on GP practice end 
of life care registers have had an OOH/ambulance handover 
form completed or have an electronic palliative care co-
ordination system (EPaCCS) in place to share key information.

A report by The King’s Fund on Issues facing 
commissioners of end of life care identifies some of the 
challenges of commissioning end of life care - as well as 
examples of what works.

9

• The Kings fund report Implementing the end of life care  
 strategy, lessons from good practice
•  Supporting health and social care in London - integrated  
 commissioning. 

A key enabler is the Quality, Innovation, Productivity and  
Prevention (QIPP) programme. There are QIPP plans for  
healthcare delivery in each local health economy in England.  
End of life care is identified as a key priority area workstream. 

http://www.rcgp.org.uk/revalidation-and-cpd/centre-for-commissioning.aspx
http://www.rcgp.org.uk/revalidation-and-cpd/centre-for-commissioning.aspx
http://www.housing.org.uk/media/news/montague_report.aspx
http://www.housing.org.uk/media/news/montague_report.aspx
http://www.housinglin.org.uk/Topics/browse/HousingExtraCare/ExtraCareProvision/Workforce/?parent=1014&child=8155
http://www.housinglin.org.uk/Topics/browse/HousingExtraCare/ExtraCareProvision/Workforce/?parent=1014&child=8155
http://www.kingsfund.org.uk/publications/endoflife_care.html
http://www.kingsfund.org.uk/publications/endoflife_care.html
http://www.kingsfund.org.uk/publications/implementing_the_end.html
http://www.kingsfund.org.uk/publications/implementing_the_end.html
http://www.endoflifecareforadults.nhs.uk/strategy/policy/quality-innovation-productivity-prevention
http://www.endoflifecareforadults.nhs.uk/strategy/policy/quality-innovation-productivity-prevention
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Stage 3: Specify and procure

This stage focuses on what good integration of end of life 
care services might look like. It needs to be based on the 
local and national evidence and the processes involved in 
service redesign.

Specify provision 
Build a business case, taking into consideration current 
service specifications to identify amendments needed and 
where these are no longer appropriate to develop new 
specifications, define QIPP KPIs. It is also important to ensure 
integration between community and primary care services 
and acute contracts. Check that service specifications include 
a reference to end of life care. Many areas may need an end 
of life care strategy covering both health and social care.

Consult the national information standard for end of life 
care co-ordination (ISB 1580) which was approved in March 
2012 and applies to electronic palliative care co-ordination 
systems (EPaCCS). 

The NEoLCP’s route to success series will provide key 
information on end of life care across various different:
• Settings (care homes, hospitals, prisons, domiciliary care)
• Professional groups (ambulance services, nurses, social 

workers, occupational therapists)
• Individuals (people with learning disabilities, homeless 

people and lesbian, gay, bisexual and transgender 
people).

Determine intervention  
Decide on the levels of care, aim to integrate social and 
health care together with self care. 

Use available information and resources to help develop 
access to robust 24/7 service provision for your area. Support 
people to be cared for and die in the place of their choice 
and develop a skilled and knowledgeable health and social 
care workforce. Help the Hospices, Macmillan Cancer Support 
and the National Council for Palliative Care have produced 
reports on how to achieve community and home-based 24/7 
end of life care.
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n Keep in mind the ‘whole person’ in their family and community 
context, recognising and validating diversity; culture, sexuality, 
faith and identity can be powerful determinants of what 
constitutes good end of life care for that person

n Support the individual and family to do what is important 
to them, including identifying and respecting their current 
capability to support themselves but also being mindful of how 
this might change over time

n Ensure that the needs of other family members, including 
vulnerable third parties, are also addressed and be aware that 
these may change

n Enable people to access practical help and resources by 
informing them of what is available, matching resources to 
need and advocating on their behalf where necessary; this can 
be particularly difficult for people to do for themselves at end 
of life

n Signpost or refer to other care, support and advice services 
including financial assessment where appropriate

n Familiarise yourself with the end stages of common progressive 
diseases e.g. multiple sclerosis using the Gold Standard 
Framework

n Be aware of statutory requirements and duties including in 
relation to vulnerable third parties, the Mental Capacity Act, 
safeguarding and deprivation of liberty and the particular 
issues they pose at end of life. This includes consideration of 
parental responsibility and legal aspects of planning for the 
future of any dependants.

Top tips for social workers

Ask yourself
n Is there a Preferred Priorities for Care 

or other advance decision/plan already 
in place? Would the person like to 
draw one up?

n Am I thinking of this individual as a 
whole person, who still has a life to 
lead until they die? What is important 
to this person and what are they 
concerned about?

n What do the individual and family 
want to do for themselves? What 
resources can they access through 
their own personal and social network 
and how might this change over time?

n Does a contingency plan need to 
be drawn up with regards to any 
dependants or vulnerable third 
parties?

n Has a carers assessment been 
considered?

n How does my assessment fit into the 
multidisciplinary wider picture? Who 
else is already assessing this person 
and how can we minimise duplication 
and intrusion? Who else might need to 
be involved in the assessment?

Assessment, care planning and reviewStep 2

10

Ensure dignity is an integral component of all services, 
across all settings. See the NHS Confederation, Age UK and 
Local Government Association report on Delivering Dignity: 
Securing dignity in care for older people in hospitals and 
care homes.

Specify 
& procure 3

http://www.endoflifecareforadults.nhs.uk/strategy/strategy/coordination-of-care/end-of-life-care-information-standard
http://www.endoflifecareforadults.nhs.uk/strategy/strategy/coordination-of-care/end-of-life-care-information-standard
http://www.endoflifecareforadults.nhs.uk/tools/core-tools/rtsresourcepage
http://www.helpthehospices.org.uk/our-services/intelligence-hub/case-studies/24-7-patient-admission-at-dove-house-hospice-hull/?locale=en
http://www.macmillan.org.uk/Documents/GetInvolved/Campaigns/Endoflife/AlwaysThere.pdf
http://www.ncpc.org.uk/sites/default/files/DyingOutOfHours_Conference_Report.pdf
http://www.nhsconfed.org/Publications/reports/Pages/Delivering-Dignity.aspx
http://www.nhsconfed.org/Publications/reports/Pages/Delivering-Dignity.aspx
http://www.nhsconfed.org/Publications/reports/Pages/Delivering-Dignity.aspx
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Stage 3: Specify and procure

Check that all applicable service specifications contain a 
reference to end of life care (see delivering choice link for 
example the Marie Curie Cancer Care service specifications 
and other sample service specifications on the NEoLCP 
website). Final service specifications must be appropriate to 
local needs and circumstances. Ensure that you are clear that 
the specification will meet identified needs.

Commissioners may wish to consider commissioning end of 
life care in different ways. This can include extending existing 
contracts and agreements, open or restricted tendering 
exercises, or the Any Qualified Provider procurement model. 
You may wish to consider different models for different 
services and take account of service improvement. 

Also note:

• the guidance on commissioning for specific care settings 
e.g. care homes and engagement with the voluntary sector 
as set out in The Operating Framework for the NHS in 
England 2012/13

• the Cabinet Office guidelines on commissioning services 
from charities.

To specify and procure effectively you will need to follow a 
clear process, work with local health and social care providers 
from all sectors to develop and agree a service specification/
service level agreement which is tailored to supporting 
people with end of life care needs.

11

General questions to ask yourself
• Is it a clear and concise written document that explains 

what the commissioner wants and what the provider can 
supply?

• Does it detail the processes that will be used by both 
parties?

• Is there a clear mechanism for measuring performance and 
outcomes in line with the health, social care and public 
health outcomes frameworks?

• Does it facilitate joint working across social and health 
care?

• Does it fit with current  quality and regulatory 
requirements 

Specific questions about end of life care:
• What mechanisms are in place to identify people who 

require end of life care?
• How do providers demonstrate that care is co-ordinated 

and preferences for care communicated across boundaries?
• Do all those cared for by that service have access to a 

multi-disciplinary team?
• What percentage of people have a completed care plan 

identifying their preferred priorities for care?
• What services are available in the community 24/7 

to enable people to live and die in the place of their 
choice, and, where appropriate, to support direct service 
providers? 

http://www.endoflifecareforadults.nhs.uk/commissioning/sample-service-specifications
http://www.endoflifecareforadults.nhs.uk/commissioning/sample-service-specifications
http://healthandcare.dh.gov.uk/any-qualified-provider-2/
http://www.openpublicservices.cabinetoffice.gov.uk/
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_122944
http://www.dh.gov.uk/health/2012/03/adult-social-care-outcomes-framework/
http://www.dh.gov.uk/health/2012/01/public-health-outcomes/
http://www.dh.gov.uk/health/2012/01/public-health-outcomes/
http://www.cqc.org.uk/organisations-we-regulate/registering-first-time/essential-standards
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Stage 3: Specify and procure

Supporting people 
and vulnerable 
dependants to 
prepare for end of life 
Gwen, aged 78, contacted Judy, 
a social worker on the community 
care management team, about 
her daughter Megan. Judy 
had placed Megan, who has a 
learning disability, in a supported 
living flat a few years previously. 

Megan had remained in daily 
contact with her mother and was 
emotionally and practically quite 
dependent. Gwen had a chronic 
respiratory tract condition which 
was increasingly debilitating and 
wanted Megan to be prepared for 
such time as she had to manage 
without her mother’s support and 
ultimately, her death. 

Judy soon realised, however, 
that Gwen also needed 
support for herself - practically, 
emotionally (she continued to 
have unresolved issues arising 
from her husband’s death a few 
years previously) and in making 
her own preparations for death. 
Whilst Gwen clearly realised that she was in her ‘dying 
phase’, Judy had to fight to get the services Gwen needed 
to support her in daily living in order that her energies 
could be conserved for what to her was important 
business – such as returning to her place of birth in order 
to say goodbye. 

Without a terminal diagnosis and still presenting as 
relatively independent, Gwen was refused home care 
services. However, she continued to ‘set her affairs in 
order’, including arranging her own place in a nursing 
home when she could no longer manage at home.

Judy worked with Megan to help her understand that 
her mum was getting sicker and would not be around 
forever. Megan needed reassurance that she would not 
be left to manage on her own and encouragement of 
her developing independence. Judy also worked with the 
support staff on the network to assist them in helping 
Megan understand the implications of her mother’s death 
for her and her future life. 

Freed from practical responsibilities, Gwen was able to 
spend the time with Judy talking about her feelings of 
loss – the loss of her husband, which she had never got 
used to and was looking forward, as she believed, to being 
reunited with him in heaven; the loss of her health and the 
freedom and independence that goes with it; the loss of 
her parenting role. Judy also helped Gwen and Megan to 
plan the funeral with a local minister. 

Finally, Gwen was at peace and ready to die, and Megan, 
although initially very distressed when she realised that 
her mother would soon die, found solace in this active 
engagement with her mother’s death and was able to be 
with her when she died. Megan took part in the funeral 
service, which Judy also attended, and ‘received’ the 
mourners after, supported by her cousins.

Adapted and abridged from Holloway, M. (2007) 
Negotiating Death in Contemporary Health and 
Social Care, Bristol: Policy Press, p.166 and 175-6. 
Reprinted with permission.

Case study:
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Discussions as the end of life approachesStep 1

12

For example:
a.  Nursing services including rapid response services 
b.  Single point of contact 
c.  Medical services 
d.  Personal care services 
e.  Access to pharmacy services and medicines out of hours
f.  Access to equipment required in the home without delay
g.  What is the process for fast tracking continuing care?
h.  Access to specialist palliative care where appropriate
i. Access to social and health care assessment, support and  
 personal budgets
j.  Advice and support for carers

• What access to specific end of life care education and 
training do the staff working within your organisation 
have?

• How does your organisation develop and demonstrate 
staff have end of life care core competences?

• How do providers demonstrate that they take account of 
user and carer experience to inform service improvements? 

Manage/monitor contracts 
Collect data and measure performance and outcomes against 
contracts in a similar way to that used for all health and 
social care. 

http://www.endoflifecareforadults.nhs.uk/publications/corecompetencesguide
http://guidance.nice.org.uk/QS13
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Stage 4: Deliver and improve

This looks at the services provided and how we can continue 
to improve them. All services need to be safe, of the highest 
quality, clinically effective, providing a good patient/service user 
experience and offering value for money as well as performing to 
the contract and delivering national and local quality standards.

Manage demand
Every practice should be encouraged to have an up to date and 
reviewed electronic palliative care co-ordination system (EPaCCS). 
This needs to be in place to ensure the other commissioning 
steps can be implemented, for example communication and co-
ordination of care:
• Monitor the use of EPaCCS
• Also consider the use of existing risk stratification tools in place 

for long term conditions
• Referral management
• Review key performance and outcomes measures within service 

specifications/service level agreements for changing levels of 
need.

Measure Performance and Outcomes
Once a service has been commissioned it is important 
commissioners continually monitor and review the services 
being delivered. This should include systems to manage when 
performance is poor and failing to meet outcomes.  
For instance:
• Announced and unannounced visits
• ‘Walking the pathway’ to see just how the service is operating
• Routine audit
• Findings from Overview and Scrutiny Committees. 

Review
Set some key performance/outcomes measures and keep 
reviewing them these may be derived from your local QIPP 
plans.

For instance: 
• End of life care pathway measures including  identification, 

registration (EPaCCS) , care and support planning and 
advance care planning

• Reduction in hospital bed days
• Service provision outcomes i.e. Dignity in Care and Choice 

and Control
• Supporting a person to die in their preferred place of choice.

Continually improve  
Keep up a process of monitoring population needs assessment 
and evaluating experiences of care. Repeat service user/carer 
consultation. 

Other tools:
• New research findings
• University of Westminster evaluation of the experience-led 

commissioning for end of life care project  
• Department of Health key findings report of the first Office 

for National Statistics survey of bereaved people (VOICES)
• “think local act personal” Making It Real, Marking progress 

towards personalised integrated support. 

Pay particular attention to social inclusion e.g. the homeless, 
travellers and those whose first language is not English. Those 
with learning disabilities or mental health problems need 
signposting to services which can address their needs.

13

Deliver & 
improve 4

•

•

http://www.endoflifecareforadults.nhs.uk/strategy/strategy/coordination-of-care/end-of-life-care-information-standard
http://www.ncpc.org.uk/sites/default/files/EndOfLifeCare_TenQuestions.pdf
http://westminsterresearch.wmin.ac.uk/10257/
http://westminsterresearch.wmin.ac.uk/10257/
http://www.ons.gov.uk/ons/rel/subnational-health1/national-bereavement-survey--voices-/2011/stb-statistical-bulletin.html
http://www.thinklocalactpersonal.org.uk/
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The National End of Life Care Intelligence Network 
(NEoLCIN)

The network aims to improve the collection and analysis of 
information about end of life care services. This intelligence 
will help drive improvements in the quality and productivity 
of services.

The network’s website includes:
• End of life care profiles - data and statistics on end of life 

within each local authority area broken down by age, 
gender, place of death and cause of death

• Resources - data, reports, analysis and links to other useful 
sources of information

• Data sources - a guide to key health, social care and related 
data sources in the field

• Advice and information - signposting to advice and 
information for individuals, their relatives and carers.

www.endoflifecare-intelligence.org.uk

The End of Life Care Quality Assessment tool (ELCQuA)

This is an online tool that enables you to monitor how you
are doing and compare your services with similar 
organisations locally and nationally. Progress can be assessed 
against a set of core specifications based on the NICE Quality 
Standard and the Department of Health’s quality markers 
and measures for end of life care.

The ELCQuA website is intended for use by health and social 
care organisations providing and commissioning end of life 
care. 

The tool will enable you to:
• Plan and monitor your priorities for end of life care
• Assess your services in a local and national context
• Share good practice with other organisations
• Enable the best investment decisions for people at the end 

of life
• Gather the information you need to complete Care Quality 

Commission (CQC) and other assessments.

www.elcqua.nhs.uk

Useful
Resources

http://www.endoflifecare-intelligence.org.uk
http://www.elcqua.nhs.uk
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End of Life Care for All (e-ELCA)

The e-ELCA programme was commissioned by the 
Department of Health and delivered by e-Learning for 
Healthcare (e-LfH) in partnership with the Association for 
Palliative Medicine of Great Britain and Ireland. It aims to 
enhance the training and education of health and social care 
staff involved in delivering end of life care.
It contains over 150 interactive sessions, which are free to 
access and focus on:
• Advance care planning
• Assessment
• Communications skills
• Symptom management, comfort and wellbeing
• Social care
• Bereavement
• Spirituality

There is also an integrated learning module
which covers specific settings and conditions.

www.e-lfh.org.uk/projects/e-elca

www.endoflifecareforadults.nhs.uk/publications/eelca 
starter-pack

The National End of Life Care Programme route to 
success series

The series consists of National End of Life Care Programme 
publications that aim to provide practical support and 
guidance for health and social care professionals responsible 
for delivering end of life care. 

The publications cover:
• Care homes (June 2010)
• Acute hospitals (June 2010)
• Hostels and homeless people (Dec 2010)
• People with learning disabilities (Feb 2011)
• Domiciliary care (Feb 2011)
• Occupational therapy (June 2011)
• Nursing (July 2011)
• Environments of care (Aug 2011)
• Prisons (Sept 2011)
• Ambulance services (Feb 2012)
• Social Workers (July 2012).

www.endoflifecareforadults.nhs.uk/tools/core-tools/
rtsresourcepage

http://www.e-lfh.org.uk/projects/e-elca
http://www.endoflifecareforadults.nhs.uk/publications/eelca-starter-pack
http://www.endoflifecareforadults.nhs.uk/publications/eelca-starter-pack
www.endoflifecareforadults.nhs.uk/tools/core-tools/rtsresourcepage
www.endoflifecareforadults.nhs.uk/tools/core-tools/rtsresourcepage
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Disease specific end of life care resource guides and 
implementation frameworks are available covering a range 
of conditions:

Advanced kidney disease:
www.endoflifecareforadults.nhs.uk/publications/
eolcadvancedkidneydisease

Dementia:
www.endoflifecareforadults.nhs.uk/publications/care-
towards-the-end-of-life-for-people-with-dementia

Heart failure:
www.endoflifecareforadults.nhs.uk/publications/end-of-life-
care-for-heart-failure-a-framework

Neurological disease:
www.endoflifecareforadults.nhs.uk/publications/end-of-life-
care-inlong-term-neurological-conditions-a-framework

The Transform Programme
http://www.endoflifecareforadults.nhs.uk/publications/acute-
rts-howtoguide 
This ‘how to’ guide builds upon the overarching framework 
set out in http://www.endoflifecareforadults.nhs.uk/
publications/route-to-success-acute-hospitals 
The route to success in end of life care - achieving quality 
in acute hospitals, published in 2010. The route to success 
highlighted best practice models developed by acute hospital 
Trusts, providing a comprehensive framework to enable 
hospitals to deliver high quality care to people at the end of 
life.

The Housing Resource Pack
http://www.endoflifecareforadults.nhs.uk/publications/
eolclearningresourcehousing21  
This is an updated version of the End of Life Care Learning 
Resource Pack, which provides practical information and 
advice for managers and support staff working in extra care 
housing schemes. It covers a range of issues relating to the 
care of residents with a life-limiting or progressive condition.

A framework for social care at the end of life
was developed by the National End of Life Care Programme 
with the involvement of a group of senior professionals and 
other stakeholders in social care. ‘Supporting people to live 
and die well’ sets out a direction of travel for social care
at end of life.
www.endoflifecareforadults.nhs.uk/publications/supporting-
people-to-live-and-die-well-a-framework

The National Audit Office end of life care report (2008)
found that some people receive high quality end of life care, 
but that there is room for improved co-ordination between 
health and social care services in planning and delivery.
www.nao.org.uk/publications/0708/end_of_life_care.aspx

The NHS Change Model 
The model has been created to support the NHS to adopt a 
shared approach to leading change and transformation.
http://www.changemodel.nhs.uk/pg/dashboard

Reviewing end of life care costing information to inform the 
QIPP End of Life Care Workstream

http://healthandcare.dh.gov.uk/system-overview-diagram/

http://www.endoflifecareforadults.nhs.uk/publications/eolcadvancedkidneydisease
http://www.endoflifecareforadults.nhs.uk/publications/eolcadvancedkidneydisease
http://www.endoflifecareforadults.nhs.uk/publications/care-towards-the-end-of-life-for-people-with-dementia
http://www.endoflifecareforadults.nhs.uk/publications/care-towards-the-end-of-life-for-people-with-dementia
http://www.endoflifecareforadults.nhs.uk/publications/end-of-life-care-for-heart-failure-a-framework
http://www.endoflifecareforadults.nhs.uk/publications/end-of-life-care-for-heart-failure-a-framework
http://www.endoflifecareforadults.nhs.uk/publications/end-of-life-care-in-long-term-neurological-conditions-a-framework
http://www.endoflifecareforadults.nhs.uk/publications/end-of-life-care-in-long-term-neurological-conditions-a-framework
http://www.endoflifecareforadults.nhs.uk/publications/acute-rts-howtoguide
http://www.endoflifecareforadults.nhs.uk/publications/acute-rts-howtoguide
http://www.endoflifecareforadults.nhs.uk/publications/route-to-success-acute-hospitals
http://www.endoflifecareforadults.nhs.uk/publications/route-to-success-acute-hospitals
http://www.endoflifecareforadults.nhs.uk/publications/eolclearningresourcehousing21
http://www.endoflifecareforadults.nhs.uk/publications/eolclearningresourcehousing21
http://www.endoflifecareforadults.nhs.uk/publications/supporting-people-to-live-and-die-well-a-framework
http://www.endoflifecareforadults.nhs.uk/publications/supporting-people-to-live-and-die-well-a-framework
http://www.nao.org.uk/publications/0708/end_of_life_care.aspx
http://www.changemodel.nhs.uk/pg/dashboard
http://www.endoflifecareforadults.nhs.uk/publications/qipp-costings-report
http://www.endoflifecareforadults.nhs.uk/publications/qipp-costings-report
http://healthandcare.dh.gov.uk/system-overview-diagram/
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