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About the information 

The information provided in this document is intended to support the 
Integrated Care Matters webinar series.  

We have selected evidence that is published open access, and provided 
links to the materials referenced. Some are identified as author 
repository copies, manuscripts, or other copies, which means the 
author has made a version of the otherwise paywalled publication 
available to the public. Other referenced sources are pdfs and websites 
that are available publicly.  

If you found this resource useful and would like to use the Evidence 
Search and Summary Service (ESSS), please get in touch to discuss your 
needs: esss@iriss.org.uk 
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End of life care 

Connor SR and Bermedo MCS eds. (2014) Global atlas of palliative care at 
the end of life, Worldwide Palliative Care Alliance (pdf) 

This resource that attempts to quantify the need for and availability of 
palliative care worldwide. This global atlas shines a light on the need for 
palliative care globally, and serves as a baseline, against which to make 
measurements, in order to advocate for increased access. 

 

Centre for Ageing Better (2018) Planning and preparing for later life (pdf)  

This review focuses on planning for later life (age 60 and over) from mid-life 
(age 40-60) onwards. It characterises planning for later life as the range of 
activities people deliberately pursue with the aim of achieving desired 
outcomes in later life. 

 

Georghiou T et al. (2012) Understanding patterns of health and social care 
at the end of life. Nuffield Trust and National End of Life Care Intelligence 
Network (pdf) 

This study, commissioned by the National End of Life Care Intelligence 
Network, builds on an earlier piece of work (Bardsley and others, 2010) to 
create and analyse the largest linked health and social care dataset in England. 
Using this data we were able to describe the uptake of key health and social 
care services for people in the last 12 months of life. 

 

Healthcare Improvement Scotland (2018) Palliative care identification 
tools comparator (pdf) 

This tool has been designed to help health and social care professionals 
identify those who would benefit from a palliative approach to their care.  

 

Jimenez G et al. (2018) Overview of systematic reviews of advance care 
planning: summary of evidence and global lessons, Journal Of Pain And 
Symptom Management, 56(3), pp.436-459 

Advance care planning (ACP) involves important decision making about future 
medical needs. The high-volume and disparate nature of ACP research makes it 
difficult to grasp the evidence and derive clear policy lessons for policymakers 
and clinicians.  

 

Macmillan Cancer Support (2017) No regrets: how talking more openly 
about death could help people die well (pdf) 

For those faced with a life-threatening illness like cancer, being able to share 
thoughts and fears is important. Around three in four of people with cancer 
have thought about the fact that they may die from their cancer, and around 
one in five said they think about it ‘constantly’ or ‘often’. Yet just over a third 
(35%) of these people had not shared their feelings with anyone, and less than 
a tenth (8%) had spoken to their healthcare team. 
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http://www.who.int/nmh/Global_Atlas_of_Palliative_Care.pdf
http://www.who.int/nmh/Global_Atlas_of_Palliative_Care.pdf
https://www.ageing-better.org.uk/sites/default/files/2018-09/Planning-and-preparing-for-later-life-research-report.pdf
https://www.nuffieldtrust.org.uk/files/2017-01/understanding-patterns-health-social-care-end-of-life-full-web-final.pdf
https://www.nuffieldtrust.org.uk/files/2017-01/understanding-patterns-health-social-care-end-of-life-full-web-final.pdf
https://ihub.scot/media/2079/palliative-care-identification-tools-comparator.pdf
https://ihub.scot/media/2079/palliative-care-identification-tools-comparator.pdf
https://doi.org/10.1016/j.jpainsymman.2018.05.016
https://doi.org/10.1016/j.jpainsymman.2018.05.016
https://www.macmillan.org.uk/_images/no-regrets-talking-about-death-report_tcm9-311059.pdf
https://www.macmillan.org.uk/_images/no-regrets-talking-about-death-report_tcm9-311059.pdf


 

Marie Curie (2016) Dying to care: a report into social care at the end of life 
(pdf) 

Good social care is fundamental to people achieving the outcomes they want 
as they approach the end of their life. This report looks at the barriers in 
Scotland to people receiving social care and how they can be overcome. 

 

Morin L et al. (2016) Estimating the need for palliative care at the 
population level: a cross-national study in 12 countries, Palliative Medicine, 
31(6), pp.526-536 

To implement the appropriate services and develop adequate interventions, 
detailed estimates of the needs for palliative care in the population are needed. 
The proportion of individuals who died from diseases that indicate palliative 
care needs at the end of life ranged from 38% to 74%.  

 

OHTAC End-of-Life Collaborative (2014) Health care for people 
approaching the end of life: an evidentiary framework, Ontario Health 
Technology Assessment Series, 14(14), pp.1–45 

This mega analysis provides both a clinical and economic evidentiary platform 
for persons in the EoL phase. Evidence on the determinants of place of death; 
PCPDs; EoL care educational interventions for patients, informal caregivers, 
and health care providers; team-based models of care; effectiveness of CPR in 
an EoL care population; and supportive interventions for informal caregivers 
was reviewed. 

 

Public Health England (2018) Atlas of variation for palliative and end of life 
care in England (pdf) 

Public Health England has launched the first atlas of variation in palliative and 
end of life care in England. The atlas shows how age, cause and location of 
death have significantly changed over the past decade and how 29 indicators of 
care vary across England. 

 

Royal College of General Practitioners (2015) Palliative and end of life care 
toolkit (pdf) 

The Palliative and End of Life Care Toolkit provides a collection of tools, 
knowledge, and current guidance for healthcare professionals to support 
patients nearing the end of life to live well until they die. The resources include 
information for patients and those close to them.  

 

Scottish Government (2015) Strategic framework for action on palliative 
and end of life care 2016-2021 (pdf) 

The Strategic Framework for Action sets out a vision for the next five years, 
outcomes and ten commitments to support improvements in the delivery of 
palliative and end of life care across Scotland. 
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https://www.mariecurie.org.uk/globalassets/media/documents/policy/policy-publications/december-2016/dying_to_care.pdf
https://doi.org/10.1177%2F0269216316671280
https://doi.org/10.1177%2F0269216316671280
http://www.hqontario.ca/evidence/publications-and-ohtac-recommendations/ontario-health-technology-assessment-series/eol-evidentiary-framework
http://www.hqontario.ca/evidence/publications-and-ohtac-recommendations/ontario-health-technology-assessment-series/eol-evidentiary-framework
https://fingertips.phe.org.uk/documents/Atlas%20of%20variation%20for%20palliative%20and%20end%20of%20life%20care%20Final.pdf
https://fingertips.phe.org.uk/documents/Atlas%20of%20variation%20for%20palliative%20and%20end%20of%20life%20care%20Final.pdf
http://www.rcgp.org.uk/clinical-and-research/resources/toolkits/palliative-and-end-of-life-care-toolkit.aspx
http://www.rcgp.org.uk/clinical-and-research/resources/toolkits/palliative-and-end-of-life-care-toolkit.aspx
http://www.rcgp.org.uk/clinical-and-research/resources/toolkits/palliative-and-end-of-life-care-toolkit.aspx
https://www.gov.scot/binaries/content/documents/govscot/publications/publication/2015/12/strategic-framework-action-palliative-end-life-care/documents/strategic-framework-action-palliative-end-life-care-2016-2021/strategic-framework-action-palliative-end-life-care-2016-2021/govscot%3Adocument
https://www.gov.scot/binaries/content/documents/govscot/publications/publication/2015/12/strategic-framework-action-palliative-end-life-care/documents/strategic-framework-action-palliative-end-life-care-2016-2021/strategic-framework-action-palliative-end-life-care-2016-2021/govscot%3Adocument


 

 

Care in the community  

Abel J et al. (2016) Each community is prepared to help : community 
development in end of life care - guidance on ambition six. National 
Council for Palliative Care (pdf) 

This guidance has been developed on behalf of Public Health Palliative Care 
UK, the National Council for Palliative Care and Hospice UK. It provides advice 
and practical suggestions for organisations that are keen to stimulate and 
extend partnerships with communities. The guidance does not specify exactly 
what is needed for each area. Rather, it provides a series of interrelated 
recommendations that are suitable for local interpretation. 

 

Austin L et al. G (2017) Factors influencing practitioner adoption of 
carer-led assessment in palliative homecare: A qualitative study of the use 
of the Carer Support Needs Assessment Tool (CSNAT), PLoS ONE, 12(6), 
e0179287  

This study provides vital insights into barriers and facilitators to implementing 
the CSNAT as part of a person-centred approach to assessment. The findings 
identified the training and support required to help practitioners make this 
transition to this new way of working. 

 

DeMiglio L  and Williams AM (2013) A qualitative study examining the 
sustainability of shared care in the delivery of palliative care services in 
the community, BMC Palliative Care, 12(32)  

This paper focuses on the sustainability of existing palliative care teams that 
provide home-based care in a shared care model. This study may inform 
program and policy specific to strategic ways to improve the provision of 
team-based palliative home care using a shared care model, while 
simultaneously providing direction for team-based program delivery and 
sustainability for other jurisdictions. 

 

Fraser KD et al. (2018) Case manager work and workload: uncovering a 
wicked problem - a secondary analysis using interpretive description, 
Home Health Care Management & Practice, p.1084822318803099 

Case managers’ work and workloads are messy and affected by interrelated 
complex structures of home care programs within health care systems. The 
concept of a wicked problem, which describes a problem that is complex and 
intractable, is a useful construct we use to gain some clarity around the work 
and workload problems that case managers face. Case managers aim to make 
a positive difference in their client’s lives, but are constantly dealing with 
change, and can experience feelings of being their client’s last resort with the 
resulting pressure ultimately impacting their workload.  
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http://www.ncpc.org.uk/sites/default/files/J1448%20ncpc_strand_6_ART_NC.pdf
http://www.ncpc.org.uk/sites/default/files/J1448%20ncpc_strand_6_ART_NC.pdf
https://doi.org/10.1371/journal.pone.0179287
https://doi.org/10.1371/journal.pone.0179287
https://doi.org/10.1371/journal.pone.0179287
https://doi.org/10.1186/1472-684X-12-32
https://doi.org/10.1186/1472-684X-12-32
https://doi.org/10.1186/1472-684X-12-32
https://www.researchgate.net/publication/328004008_Case_Manager_Work_and_Workload_Uncovering_a_Wicked_Problem-A_Secondary_Analysis_Using_Interpretive_Description
https://www.researchgate.net/publication/328004008_Case_Manager_Work_and_Workload_Uncovering_a_Wicked_Problem-A_Secondary_Analysis_Using_Interpretive_Description


 

Genet N et al. (2011) Home care in Europe: a systematic literature review, 
BMC Health Services Research, 11(207)  

Home care systems appeared to differ both between and within countries. The 
papers included, however, provided only a limited picture of home care. Many 
studies only focused on one aspect of the home care system and international 
comparative studies were rare.  

 

Gray S (2017) Renfrewshire Macmillan palliative care project. Final report, 
year 3 (pdf) 

The purpose of this report is to provide a comprehensive summary of activities 
and outcomes of the Renfrewshire Macmillan Palliative Care Project Jan 2014 - 
March 2017. Work undertaken in 2014 and 2015 can also be found in Year 1 and 
Year 2 reports in more detail. 

 

Healthcare Improvement Scotland (2017) Guidance for health and care 
professionals: anticipatory care planning (pdf) 

This guidance has been developed to help health and care professionals to 
support individuals who would benefit from Anticipatory Care Planning.  

 

 

   

Herber OR and Johnston BM (2013) The role of healthcare support workers 
in providing palliative and end-of-life care in the community: a systematic 
literature review, Health & Social Care in the Community, 21(3), pp.225-235 

The findings indicate that HCSWs invest a great deal of their time on emotional 
and social support as well as on assisting in the provision of personal care. 
They are also involved in providing care for the dying, respite care for family 
members and offer domestic support.  

 

McLoughlin K et al. (2015) INSPIRE (Investigating social and practIcal 
supports at the end of life): pilot randomised trial of a community social 
and practical support intervention for adults with life-limiting illness, BMC 
palliative care, 14(1), p.65.  

The INSPIRE study addresses an important knowledge gap, providing evidence 
on the efficacy, utility and acceptability of a unique model of social and 
practical support for people living at home, with advanced life-limiting illness.  

 

Seiw H and Bainbridge D (2018) The development of specialized palliative 
care in the community: a qualitative study of the evolution of 15 teams, 
Palliative Medicine, 32(7), pp.1255-1266  

Interprofessional specialized palliative care teams at home improve patient 
outcomes, reduce healthcare costs, and support many patients to die at home. 
Understanding the developmental stages of teams can help to inform the 
progress of other community-based teams. Appropriate outcome measures at 
each stage are also critical for team motivation and steady progress. 
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https://doi.org/10.1186/1472-6963-11-207
http://www.palliativecareggc.org.uk/wp-content/uploads/2018/02/Renfrewshire_Macmillan_Palliative_Care_Project_Final_Report_March17.pdf
http://www.palliativecareggc.org.uk/wp-content/uploads/2018/02/Renfrewshire_Macmillan_Palliative_Care_Project_Final_Report_March17.pdf
https://ihub.scot/media/1496/acp-guidance-for-health-professionals-1-0.pdf
https://ihub.scot/media/1496/acp-guidance-for-health-professionals-1-0.pdf
https://doi.org/10.1111/j.1365-2524.2012.01092.x
https://doi.org/10.1111/j.1365-2524.2012.01092.x
https://doi.org/10.1111/j.1365-2524.2012.01092.x
https://doi.org/10.1186/s12904-015-0060-9
https://doi.org/10.1186/s12904-015-0060-9
https://doi.org/10.1186/s12904-015-0060-9
https://doi.org/10.1177/0269216318773912
https://doi.org/10.1177/0269216318773912

