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Palliative and end of life care resources 

This section provides links to key resources on end of life care. These resources have been selected to assist 

stakeholders in their interpretation of the data presented in the Atlas of variation for palliative and end of life 

care. This compendium of resources can be used by service providers, commissioners and policy makers in 

facilitating, scoping and implementing their local responses to the findings presented in this Atlas. The 

resources have been organised in 5 thematically domains: 

1. General 

2. Commissioning and contracting 

3. Condition specific 

4. Data and intelligence 

5. Learning and training 

1. General 

Department of Health and Social Care (2008) End of life care strategy: promoting high quality care for adults 

at the end of their life www.gov.uk/government/publications/end-of-life-care-strategy-promoting-high-quality-

care-for-adults-at-the-end-of-their-life [Accessed August 2018] 

Department of Health and Social Care (2015) Improvements to care in the last days and hours of life 

www.gov.uk/government/publications/improvements-to-care-in-the-last-days-and-hours-of-life [Accessed 

August 2018] 

General Medical Council (2010) Treatment and care towards the end of life: good practice in decision making 

www.gmc-uk.org/guidance/ethical_guidance/end_of_life_care.asp [Accessed August 2018] 

The King’s Fund (2014) Making our health and care systems fit for an ageing population 

www.kingsfund.org.uk/publications/making-our-health-and-care-systems-fit-ageing-population [Accessed 

August 2018] 

The Leadership Alliance for the Care of Dying People (2014) One chance to get it right - Improving people’s 

experience of care in the last few days and hours of life (Liverpool Care Pathway Review) 

www.gov.uk/government/uploads/system/uploads/attachment_data/file/323188/One_chance_to_get_it_right.

pdf [Accessed August 2018] 

NHS England. End of life care www.england.nhs.uk/ourwork/ltc-op-eolc/improving-eolc [Accessed August 

2018] 

1.1 Ambitions for palliative and end of life care 

National Palliative and End of Life Care Partnership (2018) Ambitions for palliative and end of life website 

http://endoflifecareambitions.org.uk/ [Accessed August 2018] 

National Palliative and End of Life Care Partnership (2015) Ambitions for palliative and end of life: A national 

framework for local action 2015-2020 http://endoflifecareambitions.org.uk/wp-content/uploads/2015/09/A-

Presentation-of-the-Ambitions-for-Palliative-and-End-of-Life-Care1.pdf [Accessed August 2018] 

1.2 Carers 

Carers UK Caring and family finances Inquiry (2014) www.carersuk.org/for-professionals/policy/policy-

library/caring-family-finances-inquiry [Accessed August 2018] 

Carers UK Facts about carers: Policy briefing (2015) www.carersuk.org/for-professionals/policy/policy-

library/facts-about-carers-2015 [Accessed August 2018] 

Carers UK State of Caring (2017) www.carersuk.org/for-professionals/policy/policy-library/state-of-caring-

report-2017 [Accessed August 2018]

http://www.gov.uk/government/publications/end-of-life-care-strategy-promoting-high-quality-care-for-adults-at-the-end-of-their-life
http://www.gov.uk/government/publications/end-of-life-care-strategy-promoting-high-quality-care-for-adults-at-the-end-of-their-life
https://www.gov.uk/government/publications/improvements-to-care-in-the-last-days-and-hours-of-life
https://www.gmc-uk.org/guidance/ethical_guidance/end_of_life_care.asp
http://www.kingsfund.org.uk/publications/making-our-health-and-care-systems-fit-ageing-population
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/323188/One_chance_to_get_it_right.pdf
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/323188/One_chance_to_get_it_right.pdf
http://www.england.nhs.uk/ourwork/ltc-op-eolc/improving-eolc
http://endoflifecareambitions.org.uk/
http://endoflifecareambitions.org.uk/wp-content/uploads/2015/09/A-Presentation-of-the-Ambitions-for-Palliative-and-End-of-Life-Care1.pdf
http://endoflifecareambitions.org.uk/wp-content/uploads/2015/09/A-Presentation-of-the-Ambitions-for-Palliative-and-End-of-Life-Care1.pdf
http://www.carersuk.org/for-professionals/policy/policy-library/caring-family-finances-inquiry
http://www.carersuk.org/for-professionals/policy/policy-library/caring-family-finances-inquiry
https://www.carersuk.org/for-professionals/policy/policy-library/facts-about-carers-2015
https://www.carersuk.org/for-professionals/policy/policy-library/facts-about-carers-2015
https://www.carersuk.org/for-professionals/policy/policy-library/state-of-caring-report-2017
https://www.carersuk.org/for-professionals/policy/policy-library/state-of-caring-report-2017
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Office for National Statistics (2017) Unpaid carers provide social care worth £57 billion 

https://visual.ons.gov.uk/unpaid-carers-provide-social-care-worth-57-billion/ [Accessed August 2018] 

NHS Your guide to care and support www.nhs.uk/conditions/social-care-and-support/carers-assessment/ 

[Accessed August 2018] 

1.3 Choice in end of life care review 

The Choice in End of Life Care Programme Board (2015) What’s important to me. A review of choice in end 
of life care 
www.gov.uk/government/uploads/system/uploads/attachment_data/file/407244/CHOICE_REVIEW_FINAL_fo
r_web.pdf [Accessed August 2018] 

Department of Health and Social Care (2016) Our commitment to you for end of life care: The government 
response to the review of choice in end of life care www.gov.uk/government/publications/choice-in-end-of-life-
care-government-response [Accessed August 2018] 

1.4 Electronic palliative care co-ordination systems (EPaCCS) 

Public Health England. National End of Life Care Intelligence Network (2013) Electronic palliative care co-

ordination systems (EPaCCS) in England: survey of clinical commissioning groups www.endoflifecare-

intelligence.org.uk/resources/publications/epaccs_in_england [Accessed August 2018] 

NHS Digital (2015) Palliative Care Co-ordination: Core Content (SCCI1580) 

http://content.digital.nhs.uk/isce/publication/SCCI1580 [Accessed August 2018] 

NHS Improving Quality (2014) Lessons learned – implementing an Electronic Palliative Care Co-ordination 

System (EPaCCS) www.england.nhs.uk/improvement-hub/publication/lessons-learned-implementing-an-

electronic-palliative-care-co-ordination-system-epaccs [Accessed August 2018] 

1.5 Hospital setting specific 

Royal College of Physicians (2016) End of Life Care Audit – Dying in Hospital: National Report for England 

2016 [Accessed August 2018] https://www.rcplondon.ac.uk/projects/outputs/end-life-care-audit-dying-

hospital-national-report-england-2016 

NHS Benchmarking Network (2018) National audit of care at the end of life (NACEL) 

www.nhsbenchmarking.nhs.uk/nacel [Accessed August 2018] 

NHS England (2015) Transforming end of life care in acute hospitals: the route to success ‘how to’ guide 

www.england.nhs.uk/wp-content/uploads/2016/01/transforming-end-of-life-care-acute-hospitals.pdf 
[Accessed August 2018] 

1.6 Inequalities 

Care Quality Commission (2016) A different ending: End of life care review 

www.cqc.org.uk/publications/themed-work/different-ending-end-life-care-review [Accessed August 2018] 

NHS England and the Palliative Care for People with Learning Disabilities Network (2017) Delivering high 

quality end of life care for people who have a learning disability www.england.nhs.uk/publication/delivering-

high-quality-end-of-life-care-for-people-who-have-a-learning-disability [Accessed August 2018] 

Marie Curie (2016) “Hiding who I am” The reality of end of life care for LGBT people 

www.mariecurie.org.uk/globalassets/media/documents/policy/policy-publications/june-2016/reality-end-of-life-

care-lgbt-people.pdf [Accessed August 2018] 

St Mungos and Marie Curie Cancer Care (2017) Homelessness and end of life care. Practical information 

and tools to support the needs of homeless people who are approaching the end of life and those who are 

bereaved www.mungos.org/publication/homelessness-palliative-care [Accessed August 2018] 

  

https://visual.ons.gov.uk/unpaid-carers-provide-social-care-worth-57-billion/
http://www.nhs.uk/conditions/social-care-and-support/carers-assessment/
http://www.gov.uk/government/uploads/system/uploads/attachment_data/file/407244/CHOICE_REVIEW_FINAL_for_web.pdf
http://www.gov.uk/government/uploads/system/uploads/attachment_data/file/407244/CHOICE_REVIEW_FINAL_for_web.pdf
http://www.gov.uk/government/publications/choice-in-end-of-life-care-government-response
http://www.gov.uk/government/publications/choice-in-end-of-life-care-government-response
http://www.endoflifecare-intelligence.org.uk/resources/publications/epaccs_in_england
http://www.endoflifecare-intelligence.org.uk/resources/publications/epaccs_in_england
http://content.digital.nhs.uk/isce/publication/SCCI1580
https://www.england.nhs.uk/improvement-hub/publication/lessons-learned-implementing-an-electronic-palliative-care-co-ordination-system-epaccs/
https://www.england.nhs.uk/improvement-hub/publication/lessons-learned-implementing-an-electronic-palliative-care-co-ordination-system-epaccs/
https://www.rcplondon.ac.uk/projects/outputs/end-life-care-audit-dying-hospital-national-report-england-2016
https://www.rcplondon.ac.uk/projects/outputs/end-life-care-audit-dying-hospital-national-report-england-2016
https://www.nhsbenchmarking.nhs.uk/nacel
http://www.england.nhs.uk/wp-content/uploads/2016/01/transforming-end-of-life-care-acute-hospitals.pdf
http://www.cqc.org.uk/publications/themed-work/different-ending-end-life-care-review
http://www.england.nhs.uk/publication/delivering-high-quality-end-of-life-care-for-people-who-have-a-learning-disability/
http://www.england.nhs.uk/publication/delivering-high-quality-end-of-life-care-for-people-who-have-a-learning-disability/
http://www.mariecurie.org.uk/globalassets/media/documents/policy/policy-publications/june-2016/reality-end-of-life-care-lgbt-people.pdf
http://www.mariecurie.org.uk/globalassets/media/documents/policy/policy-publications/june-2016/reality-end-of-life-care-lgbt-people.pdf
http://www.mungos.org/publication/homelessness-palliative-care
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1.7 National institute of health and care excellence (NICE) guidance 

NICE (2015) Care of dying adults in the last days of life [NG31] www.nice.org.uk/guidance/ng31 [Accessed 

August 2018] 

NICE (2017) Care of dying adults in the last days of life [QS144] www.nice.org.uk/guidance/qs144 [Accessed 

August 2018] 

NICE (2011) End of life care for adults [QS13] www.nice.org.uk/guidance/qs13 [Accessed August 2018] 

NICE (2018) End of life care for adults in the last year of life: service delivery. In development [GID-
CGWAVE0799] www.nice.org.uk/guidance/indevelopment/gid-cgwave0799 [Accessed August 2018] 
 

1.8 Public health approaches to end of life care 

Hospice UK and Dying Matters. Dying matters www.dyingmatters.org [Accessed August 2018] 

Kellehear A (2005) Compassionate cities: public health and end of life care 

Murray Hall Community Trust and The National Council for Palliative Care Dying Matters (2013) An overview 

of compassionate communities in England 

www.compassionatecommunities.org.uk/files/PDF/CC_Report_Final_July_2013-2.pdf [Accessed August 

2018] 

The National Council for Palliative Care (2016) Dying well community charter pathfinder project: evaluation 

report www.ncpc.org.uk/sites/default/files/J1448%20ncpc_Pathfinder%20Evaluation_05.pdf [Accessed 

August 2018] 

The National Council for Palliative Care. The dying well community charter principles of care and support 

(2014) www.ncpc.org.uk/sites/default/files/Dying_Well_Community_Charter.pdf [Accessed August 2018] 

The National Council for Palliative Care (2016) Each community is prepared to help: community development 

in end of life care – guidance on ambition six http://endoflifecareambitions.org.uk/wp-

content/uploads/2016/09/Ambition_6_booklet.pdf [Accessed August 2018] 

Public Health England and The National Council for Palliative Care. Public health approaches to end of life 

care www.ncpc.org.uk/sites/default/files/Public_Health_Approaches_To_End_of_Life_Care_Toolkit_WEB.pdf 

[Accessed August 2018] 

1.9 Social care setting specific 

Association of Directors of Adult Social Services (2018) End of life care policy page www.adass.org.uk/end-

of-life-care [Accessed August 2018] 

Association of Palliative Care Social Workers (2016) The role of social workers in palliative, end of life and 
bereavement care www.apcsw.org.uk/resources/social-work-role-eol.pdf [Accessed August 2018] 

NHS (2016) The framework for enhanced health in care homes www.england.nhs.uk/wp-
content/uploads/2016/09/ehch-framework-v2.pdf [Accessed August 2018] 

1.10 Specialist palliative care 

Macmillan Cancer Support www.macmillan.org.uk [Accessed August 2018] 

Marie Curie www.mariecurie.org.uk [Accessed August 2018] 

Hospice UK www.hospiceuk.org [Accessed August 2018] 

Hospice UK Resources for rehabilitative palliative care www.hospiceuk.org/what-we-offer/clinical-and-care-

support/rehabilitative-palliative-care/resources-for-rehabilitative-palliative-care [Accessed August 2018] 

Sue Ryder www.sueryder.org [Accessed August 2018]

http://www.nice.org.uk/guidance/ng31
http://www.nice.org.uk/guidance/qs144
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http://www.hospiceuk.org/what-we-offer/clinical-and-care-support/rehabilitative-palliative-care/resources-for-rehabilitative-palliative-care
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1.11 Vanguards 

NHS England. Enhanced health in care homes vanguards www.england.nhs.uk/new-care-

models/vanguards/care-models/care-homes-sites [Accessed August 2018] 

NHS England (2016) New care models: Vanguards – developing a blueprint for the future of NHS and care 

services www.england.nhs.uk/wp-content/uploads/2015/11/new_care_models.pdf [Accessed August 2018] 

 

2. Commissioning and contracting 

Gold Standards Framework (2015) Commissioning end of life care using the gold standards framework 

www.goldstandardsframework.org.uk/how-to-commission [Accessed August 2018] 

Hospice UK. Commissioning support resources www.hospiceuk.org/what-we-offer/commissioning-

support/resources [Accessed August 2018] 

Marie Curie Healthcare professionals: Commissioning www.mariecurie.org.uk/professionals/commissioning-

our-services [Accessed August 2018] 

The National Council for Palliative Care (2015) Getting serious about prevention: enabling people to stay out 

of hospital at the end of life www.ncpc.org.uk/publication/getting-serious-about-prevention-enabling-people-

stay-out-hospital-end-life [Accessed August 2018] 

The National Council for Palliative Care (2017) Best Practice in care coordination for palliative and end of life 

care services: information for commissioners http://endoflifecareambitions.org.uk/wp-

content/uploads/2017/06/Care-Coordination-Quick-Guide-for-Commissioners.pdf [Accessed August 2018] 

The National Council for Palliative Care (2012) Commissioning guidance for specialist palliative care: helping 

to deliver commissioning objectives 

www.ncpc.org.uk/sites/default/files/CommissioningGuidanceforSpecialistPalliativeCare.pdf [Accessed August 

2018] 

NHS England (2018) CCG improvement and assessment www.england.nhs.uk/commissioning/ccg-assess 

[Accessed August 2018] 

NHS England (2014) Commissioning for carers www.england.nhs.uk/commissioning/comm-carers [Accessed 

August 2018] 

NHS England (2016) Commissioning person centred end of life care: A toolkit for health and social care 

www.england.nhs.uk/publication/commissioning-person-centred-end-of-life-care-a-toolkit-for-health-and-

social-care [Accessed August 2018] 

NHS England (2017) Palliative care development currency www.england.nhs.uk/resources/pay-

syst/development/palliative-care-development-currency [Accessed August 2018] 

NHS England. Personal health budgets in end of life care www.england.nhs.uk/personal-health-

budgets/personal-health-budgets-in-end-of-life-care [Accessed August 2018] 

NHS England (2016) Specialist level palliative care: information for commissioner www.england.nhs.uk/wp-
content/uploads/2016/04/speclst-palliatv-care-comms-guid.pdf [Accessed August 2018] 
 
North West Coast Strategic Clinical Networks. Self assessment ambitions framework. 

www.nwcscnsenate.nhs.uk/files/5214/7705/5296/Final_Ambitions_for_Palliative_and_End_of_Life_Care-

_self_assessment_toolV1.1.xlsx [Accessed August 2018] 

Public Health England National End of Life Care Intelligence Network (2017) Cost-effective commissioning of 

end of life care www.endoflifecare-intelligence.org.uk/resources/publications/costeffectivecomm [Accessed 

August 2018] 

http://www.england.nhs.uk/new-care-models/vanguards/care-models/care-homes-sites
http://www.england.nhs.uk/new-care-models/vanguards/care-models/care-homes-sites
http://www.england.nhs.uk/wp-content/uploads/2015/11/new_care_models.pdf
http://www.goldstandardsframework.org.uk/how-to-commission
http://www.hospiceuk.org/what-we-offer/commissioning-support/resources
http://www.hospiceuk.org/what-we-offer/commissioning-support/resources
http://www.mariecurie.org.uk/professionals/commissioning-our-services
http://www.mariecurie.org.uk/professionals/commissioning-our-services
http://www.ncpc.org.uk/publication/getting-serious-about-prevention-enabling-people-stay-out-hospital-end-life
http://www.ncpc.org.uk/publication/getting-serious-about-prevention-enabling-people-stay-out-hospital-end-life
http://endoflifecareambitions.org.uk/wp-content/uploads/2017/06/Care-Coordination-Quick-Guide-for-Commissioners.pdf
http://endoflifecareambitions.org.uk/wp-content/uploads/2017/06/Care-Coordination-Quick-Guide-for-Commissioners.pdf
http://www.ncpc.org.uk/sites/default/files/CommissioningGuidanceforSpecialistPalliativeCare.pdf
http://www.england.nhs.uk/commissioning/ccg-assess
http://www.england.nhs.uk/commissioning/comm-carers/
http://www.england.nhs.uk/publication/commissioning-person-centred-end-of-life-care-a-toolkit-for-health-and-social-care/
http://www.england.nhs.uk/publication/commissioning-person-centred-end-of-life-care-a-toolkit-for-health-and-social-care/
http://www.england.nhs.uk/resources/pay-syst/development/palliative-care-development-currency/
http://www.england.nhs.uk/resources/pay-syst/development/palliative-care-development-currency/
http://www.england.nhs.uk/personal-health-budgets/personal-health-budgets-in-end-of-life-care/
http://www.england.nhs.uk/personal-health-budgets/personal-health-budgets-in-end-of-life-care/
http://www.england.nhs.uk/wp-content/uploads/2016/04/speclst-palliatv-care-comms-guid.pdf
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http://www.nwcscnsenate.nhs.uk/files/5214/7705/5296/Final_Ambitions_for_Palliative_and_End_of_Life_Care-_self_assessment_toolV1.1.xlsx
http://www.nwcscnsenate.nhs.uk/files/5214/7705/5296/Final_Ambitions_for_Palliative_and_End_of_Life_Care-_self_assessment_toolV1.1.xlsx
http://www.endoflifecare-intelligence.org.uk/resources/publications/costeffectivecomm
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Royal College of General Practitioners (2013) Commissioning Guidance in End of Life Care 

www.rcgp.org.uk/clinical-and-research/toolkits/-/media/061D4183F04E42EA84B4830D4C8FC7E7.ashx 
[Accessed August 2018] 

2.1 Sustainability and transformation partnerships (STPs) 

Hospice UK (2017) Achieving excellent end of life care locally www.hospiceuk.org/docs/default-source/Policy-

and-Campaigns/achieving_excellent_eolc_locally_final.pdf?sfvrsn=0 [Accessed August 2018] 

Public Health England, Care Quality Commission & NHS England (2017) End of life care: Sustainability and 
Transformation Partnership support tools. Tools for each of the 44 STP areas. 
https://future.nhs.uk/connect.ti/system/login?nextURL=%2Fconnect%2Eti%2FNHStransformation%2Fview%3
FobjectId%3D10178512 (requires password) [Accessed August 2018] 
 
Example of the STP support tools: 
Public Health England, Care Quality Commission & NHS England (2017) End of life care: Sustainability and 
Transformation Partnership support tool – Lincolnshire www.eolc.co.uk/educational/end-of-life-care-stp-
sustainability-and-transformation-partnership-support-tool-lincolnshire [Accessed August 2018] 
 
 

3. Condition specific 

3.1 Cancer 

Cancer Research. UK Dying with cancer www.cancerresearchuk.org/about-cancer/coping/dying-with-cancer 
[Accessed August 2018] 

Cancer Research UK. Cancer mortality statistics www.cancerresearchuk.org/health-professional/cancer-

statistics/mortality [Accessed August 2018] 

Independent Cancer Taskforce (2015) Achieving world-class cancer outcomes. A strategy for England 2015-

2020 www.cancerresearchuk.org/sites/default/files/achieving_world-class_cancer_outcomes_-

_a_strategy_for_england_2015-2020.pdf [Accessed August 2018] 

NHS Rightcare (2018) Long Term Condition scenarios: colorectal cancer. NHS England 

www.england.nhs.uk/rightcare/products/ltc [Accessed August 2018] 

NICE (2004) Improving supportive and palliative care for adults with cancer. Cancer service guideline [CSG4] 

www.nice.org.uk/guidance/csg4 [Accessed August 2018] 

Public Health England. National cancer registration and analysis service www.ncin.org.uk/home [Accessed 

August 2018] 

3.2 Dementia 

Alzheimer’s Society (2017) End of life care 
www.alzheimers.org.uk/info/20046/help_with_dementia_care/80/end_of_life_care/2 [Accessed August 2018] 

Alzheimer's Society, Alzheimer's Research UK and Marie Curie (2017) Caring for someone with dementia at 

the end of life www.mariecurie.org.uk/professionals/palliative-care-knowledge-zone/condition-specific-short-

guides/dementia  [Accessed August 2018] 

Dementia Friends www.dementiafriends.org.uk [Accessed August 2018] 

Dementia Partnerships http://dementiapartnerships.com/ [Accessed August 2018] 

Department of Health and Social Care (2015) Prime Minister's challenge on dementia 2020 

www.gov.uk/government/publications/prime-ministers-challenge-on-dementia-2020 [Accessed August 2018] 

NICE (2006) Dementia: supporting people with dementia and their carers in health and social care [CG42] 
www.nice.org.uk/guidance/cg42 [Accessed August 2018]

http://www.rcgp.org.uk/clinical-and-research/toolkits/-/media/061D4183F04E42EA84B4830D4C8FC7E7.ashx
http://www.hospiceuk.org/docs/default-source/Policy-and-Campaigns/achieving_excellent_eolc_locally_final.pdf?sfvrsn=0
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https://future.nhs.uk/connect.ti/system/login?nextURL=%2Fconnect%2Eti%2FNHStransformation%2Fview%3FobjectId%3D10178512
https://future.nhs.uk/connect.ti/system/login?nextURL=%2Fconnect%2Eti%2FNHStransformation%2Fview%3FobjectId%3D10178512
http://www.eolc.co.uk/educational/end-of-life-care-stp-sustainability-and-transformation-partnership-support-tool-lincolnshire/
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