
 

 

 

EXECUTIVE SUMMARY  

All people approaching the end of their life, and those important to them require 

compassionate coordinated high quality care. End of life care and specialist 

palliative care provision in London is worse when compared to all the other regions 

of England; this includes quality, out of hours access, training, carer satisfaction, 

dying in preferred place of choice/ usual place of residence, care planning and the 

use of the electronic systems for recording and communicating key information 

about people’s wishes and preferences for their end of life care. In addition there is 

inequity of specialist palliative care provision. 

 The main challenges in London are: 

 London has the lowest proportion of people “dying in their usual place of 

residence” compared to the England average and other England regions, 

and has higher rates of people dying in hospital (55%) (ranging from 48% - 

67% of all deaths across London CCGs) 

 London’s population aged 65+ is projected to rise from 0.9m to >1.5m by 

2041 with  approximately 47,000 deaths per year  

 In London less than half of the people who have palliative care needs, 

receive palliative care.   

 In 2014, over two-thirds of hospital specialist palliative care services and 

over a third of community specialist palliative care services were not funded 

to provide 24/7 telephone advice and 9-5, 7 days a week face to face 

visiting. 

 There is limited use of the electronic information sharing and documentation 

of patients’ choice and preferences  

Given most people would prefer to die out of hospital this endorses the need for 

better provision of End of life care in community settings to facilitate this change.  

A key policy document about End of life and specialist palliative care, Ambitions for 

Palliative and EOLC: 2015-2020, highlighted six ambitions based on eight 

foundations. London’s Clinical Commissioning Groups working with the End of life 

care clinical network can shift practice on the front line and provide compassionate 

high quality and better value End of life care for their patients.  
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1. BACKGROUND 

The purpose of this paper is to summarise the profile of London’s End of Life Care 

(EOLC) indicators, outline what is happening across the system and suggest key 

priorities for action. It will also highlight the local action needed in delivering the End 

of Life Care (EoLC) strategy. 

The 2008 End of Life Care strategy1 promotes high quality care for adults at the end 

of their life and sets out a framework to achieve this. The recently published 

Ambitions for Palliative and End of Life Care: A national framework for local action 

2015-20202 builds on it and the improvements that have followed, sets out 

ambitions and foundations and a framework for local action. 

The unavoidable increase in co-morbidity resulting from the population living for 

longer and rising aspirations for high quality care towards the end of life by both 

public and professionals, means that the demands on both generalist and specialist 

palliative care will increase. Projections of the number of deaths in the future 

suggest that after a period of stability the number of deaths will rise each year in the 

early 2020s.3 

1.1 Definition  

In this paper, the definition of end of life used is the General Medical Council 

(GMC))definition which states that “End of life is the last year of life”, however the 

period in which such care is needed may range from a few years to a matter of 

months, weeks or days, and into bereavement. 

From a patient’s perspective- it is captured by the I statement 

“I can make the last stage of my life as good as possible because everyone 
works together confidently, honestly and consistently to help me and the people 
who are important to me, including my carer(s).4 
 

1.2 Spectrum of palliative and end of life care 

All people approaching the end of their life, and those important to them require 

compassionate coordinated high quality care in their place of choice. Figure 1 

shows the relationship between palliative care and EOLC and how there may be a 

                                                           
1
 Department of Health. End of Life Care Strategy  promoting high quality care for all adults at the end of life, 

2008 
2
 National Palliative and End of Life Care Partnership. Ambitions for Palliative and End of Life Care: A national 

framework for local action 2015-2020, 2015 
3
 Public Health England  National End of Life Care Intelligence Network. What we know now .2014 

4
 National Voices and The National Council for Palliative Care (NCPC) and NHS England. Every Moment 

Counts: A narrative for person centred coordinated care for people near the end of life. London: (2015). 
National Voices. Available at: www.nationalvoices. org.uk/every-moment-counts-new-vision-coordinated-
care- 
people-near-end-lifecalls-brave-conversations 

http://www.nationalvoices/
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need for palliative care at any time from the point of diagnosis depending on the 

individual’s need and level of complexity. Palliative care teams care for a proportion 

of, but not all patients who are in the last months of life. A proportion of people 

approaching the end of life also require palliative care when they have complex 

needs. 

 Figure 1. Relationship between EOLC and palliative care  

 

Source: Commissioning Guidance for Specialist Palliative Care: Helping to Deliver Commissioning 

Objectives, December 2012.  

 

1.3 Ambitions for palliative and end of life care  

The National Palliative and End of Life Care Partnership recently developed a 

framework for action in making palliative and end of life care a priority at local level 

called Ambitions for Palliative and End of Life Care: A national framework for local 

action 2015- 2020.5 This framework on the Department of Health’s 2008 Strategy 

End of life care pathway6 (see Figure 2). The framework supports good end of life 

care and planning for all, particularly in service delivery at local level. It sets out six 

‘ambitions’ – principles for how care for those nearing death should be delivered at 

local level: 

1. Each person is seen as an individual 

2. Each person gets fair access to care 

                                                           
5
 National Palliative and End of Life Care Partnership. Ambitions for Palliative and End of Life Care: A national 

framework for local action. 2015 
6
 Department of Health End of Life Care Strategy  promoting high quality care for all adults at the end of life, 

2008 
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3. Maximising comfort and wellbeing 

4. Care is coordinated 

5. All staff are prepared to care 

6. Each community is prepared to help 

1.4 End of life care pathway 

End of life can be complex and the pattern of decline at the end of life varies 

between patients and conditions. The key elements of an end of life pathway are 

set out in Figure 2 and are made up of six steps. Alongside these six steps, 

attention is also given to support for carers and families, information for patients 

and families and spiritual care for patients and families. 

 Figure 2. The end of life pathway  

               
Source: Department of Health End of Life Care Strategy, 2008 

1.5 Electronic Palliative Care Coordination Systems (EPaCCS) 

 

Lack of effective mechanisms for communicating up to date, sensitive information 

about patients’ wishes between providers can be a barrier to quality EOLC. The 

fourth End of Life annual report highlights the use of Electronic Palliative Care 
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Coordination Systems (EPaCCS) in End of Life Care.7 These systems provide a 

means of recording and communicating key information about people’s wishes 

and preferences for end of life care. EPaCCS’ main purpose is to facilitate 

coordination of care for individuals approaching the end of life and allow 

information sharing and documentation.  

2. THE SITUATION IN LONDON  

This section sets out the data from The National End of Life Care Intelligence 

Network (NEoLCIN), EPaCCS, and data from the national The Views of Informal 

Carers for the Evaluation of Services (VOICES) survey and uses it to outline the 

situation in London CCGs. The NEoLCIN launched end of life care profiles for 

clinical commissioning groups in April 2014.8 

2.1 NEoLCIN data 

These profiles updated in 2015 provide data covering calendar years 2011- 2013.  

Overall: There were 40,030 deaths recorded in the EOLC data (2011-2013). The 

profiles include all deaths in England registered between 2011 and 2012 inclusive. 

The current profile of place of death (Figure 3) shows that:  

 Hospital: More people in London, 55%, died in hospital compared to 49% 
nationally  

 Home:  Slightly fewer people in London, 21%, died at home than England, 22% 

 Care Home: London had a lower proportion of people who died in a care home, 
14%, compared to England, 21%.  Unlike England, London has more people 
who died in a care home than in their own home 

 Hospices: London has a similar rate to England; with about 6% of people dying 
in a hospice 

 
Figure 3. Percentage of total deaths by place of death in England and London 
from 2011-13 

 
Source: 2015 NEoLCIN End of Life Care profiles, ONS 

                                                           
7
  Department of Health. End of Life Care Strategy Fourth Annual Report, 2012 

8
 http://www.endoflifecare-intelligence.org.uk/end_of_life_care_profiles/ccg_profiles accessed  August 2015  

http://www.endoflifecare-intelligence.org.uk/end_of_life_care_profiles/ccg_profiles
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Cause of death: The NEoLCIN data categorises the cause of death into four main 
categories as follows: cancer, circulatory disease, respiratory disease and other 
causes (unspecified). The data show that in London:  

 Of all people who died of cancer 44% died in hospital, 24% died at home and 
20% died in a care home 

 Of all people who died of circulatory diseases almost 60% of them died in 
hospital and 27% died at home 

 Of all people who died from respiratory diseases over 70% of people died in 
hospital while only15% died at home 

 
Place of death: Looking at the breakdown by place of death, Figure 4 shows that: 

 88% of deaths in hospice were cancer related compared to a quarter of people 
dying  in hospital and care homes, and a third in the person’s own home 

 

Figure 4. Cause of death by place of death in London (%) in 2011-13 

 

 
Source: 2015 NEoLCIN End of Life Care profiles, ONS 
 

2.2 EPaCCs Data  

London EPaCCS comprises Coordinate my Care (CmC) and Health Analytics.  
CmC provides a monthly factual data report of place of death for patients in each 
CCG to the commissioners. An analysis of the most recent CMC data (July 2015) 
showed that from August 2010, in all the London CCGs there were 22,969 patients 
on CMC. 9,802 patients had died: 

• Of these 79% achieved their preferred place of death  

• Overall 83% patients died outside the acute sector (about  four in ten deaths 
were at home, about three in ten deaths were in a care home and just under two in 
ten deaths was in a hospice or hospital respectively. 

 
 
 



 
 

7 
 

Figure 5 Trend in annual uptake of EPaCCS in London from March 2011 to 
March 2015 
 

 
Source: London CmC data activity, Royal Marsden 

Although the overall numbers remain small, Figure 5 shows the increasing yearly 

trend in EPaCCS across London (See Appendix C for data). Figure 6 compares the 

place of death from the EPaCCS records (CmC) with the national data and shows 

much fewer deaths in hospital with CmC. In the last 12 months to July 2015 there 

were 3,315 deaths recorded on CMC: 

 The percentage of the expected end of life population on CMC ranged from 

0.4% (lowest) in Waltham Forest and Tower Hamlets to Bromley 44.5 % 

(highest) 

 The CCGs with over a third of their expected EOL population currently on CMC 

are, Bexley 41.6%, Hillingdon 38.6%, Croydon 36.2%, Kingston 34.2%, and 

Merton 33.5% 

 All the CCG that use CMC have an average hospital death rate of 17%  with 

most having a death rate of less than 24%,  the exception being  Kingston and 

Ealing which have a hospital death rate of 24% and 30% respectively. For 

example Camden’s hospital death rate on CMC is 16% compared to National  

EOL profile of 48.0%, in addition assuming that a care home is a patient’s own 

home then 59% of patients in Camden die in their home (usual place of 

residence) compared to EOL profile of 26.8% 

 Greenwich and Enfield CCGs recently engaged with CMC and this is reflected in 

their small numbers/ no data 

 Almost four in 10 entries are from the hospices with less than two in 10 entries 

by GPs.  

 From 2010 to 2015, there has been a 10% drop in GP entries and five percent 

increase in hospice and acute Trust entries over the same time. This may 
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reflected the pattern of stakeholder engagement by the CMC service and the roll 

out of training within the acute sector. 

Figure 6. Comparison of place of death for people with a record on London’s 

Coordinate My Care and national figures for London (NEoLCIN) 

  Source: London CmC data activity, Royal Marsden 

3. Variation by Clinical Commissioning Group 

 There is geographic variation in the end of life care indicators across London as 

illustrated by the maps below Figures 7-10 

a. Place of death: Hospital 

 The proportion of all London residents who died in hospital in 2011-13 ranged 

from 48.0% in Camden CCG to 66.8% in Waltham Forest CCG (highest in 

England). 

 Twenty four CCGs in London had statistically higher proportions of residents 

dying in hospital compared with England. 

 Barking and Dagenham, Newham, Redbridge and Waltham Forest CCG rates 

were significantly higher than the other London CCGs with over 60% of their 

deaths taking place in hospital. Figure 7 shows the CCGs with mainly hospital 

as place of death were clustered predominantly in the North London Area. This 

pattern may change due to the work being done with Health Analytics by the 

Outer North East London ONEL Commissioning Support Unit in those boroughs.  
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 Figure 7. Place of death: Deaths in hospital in London CCGs (%) in 2011-13 

 

End of Life Care Profiles for England; Office for National Statistics processed by Public Health England 

 b. Place of death: Home:  

 The proportion of people who died at home in London in 2011-13 ranged from 

17.9% in Redbridge CCG (2nd lowest proportion in England) to 26.8% in 

Camden CCG (4th highest proportion in England) 

 Figure 8 shows a cluster of CCGs-Camden, Southwark, Westminster, 

Hammersmith and Fulham, Islington with the highest rates of people whose 

place of death was at home. These CCGs also had statistically higher 

proportions than the England average of 22.2 

 

Figure 8. Place of death: Deaths at home in London CCGs, (%) in 2011-2013 

 

End of Life Care Profiles for England; Office for National Statistics processed by Public Health England 
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c. Place of death: Care home  

 All London’s CCGs have lower rate of deaths in care homes compared to 

England. Care home may be considered as usual place ofresidence. The CCGs 

with the highest rates are in parts of South London, Barnet and Haringey. Tower 

Hamlets and Newham have the lowest rates in London. 

Figure 9. Place of death: Deaths in care homes in London CCGs,(%) 2011-

2013 

 

 End of Life Care Profiles for England; Office for National Statistics processed by Public Health England 

 

d. Place of death: Hospices 

 The rate of people who died in a hospice in Camden and Central London 

(Westminster) 11.4% and 11.5% respectively are double that of England, 5.7%.  
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Figure10. Place of death: Deaths in hospices in London CCGs, (%) 2011-

2013 

 

End of Life Care Profiles for England; Office for National Statistics processed by Public Health England 

2.4 The Views of Informal Carers for the Evaluation of Services (VOICES) 

survey 

The VOICES survey found that very few people at the end of life said that they 

would want to die in hospital. The first national VOICES survey carried out in 

2011/12 with the relatives of patients who had died highlighted wide variations in 

quality of care between the PCT clusters in operation at the time of the survey9. 

London fared poorly compared to other England regions {51 Primary Care Trust 

(PCT) clusters in England} particularly as related to dignity and respect, support for 

carers and patient dying in the right place. The results from across the 51 PCT 

clusters was benchmarked as the highest scoring 20% of PCT Clusters in green, 

the lowest scoring 20% of PCT Clusters in red and amber shows the remaining 

60%.  

 Figure 11 shows there is variation in the overall quality of care across London. For 

all the questions none of the London PCTs was in the highest scoring 20% while 

many were in the lowest 20%.  

 

 

                                                           
9
  Department of Health. First national VOICES survey of bereaved people: key findings report, 2012 
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Figure11.  Benchmark ratings for PCT Clusters across 11 key questions from 

the VOICES national bereavement survey London, 2011/12 

Area A1 A2 A3 A4 A5 A6 A7 A8 A9 A10 A11 

 Inner 
North East 
London                       

 North 
Central 
London                       

North West 
London                       

Outer 
North East 
London                       

South East 
London                       

South West 
London                        

Key  

A1. Overall quality of care across all 
services by PCT Clusters 

A6. Pain management in the last two 
days 

A2. Co-ordination of care while patient 
was at home 

A7. Patient involved in decisions re: 
care as much as wanted 

A3. Co-ordination of care: hospital with 
GP/community services 

A8. Patient expressed preference where 
would like to die 

A4. Dignity & Respect shown by doctors 
all of the time last 2 days 

A9. Respondent considered patient died 
in the right place 

A5. Dignity & Respect shown by nurses 
all of the time last 2 days 

A10. Support for carers while patient at 
home 

A11. Support for carers able to discuss 
worries 

 

Source: VOICES national bereavement survey, 2012. Adapted from table 29.. 

http://www.dh.gov.uk/health/2012/07/voices/ 

The most recent survey found that London still has lower proportions than national; 

bereaved relatives rating the care they received from GPs and the care they receive 

from community and district nurses as excellent; 26% and 34% respectively 

(London) compared to 35% and 45%(National).10  

 

 

                                                           
10

 ONS survey of Bereaved People VOICES, 2013http://www.ons.gov.uk/ons/publications/re-
reference-tables.html?edition=tcm%3A77-397029   
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2.5 Palliative care provision  

A review of specialist palliative care (SPC) provision and access across London11, 

(jointly produced by the London Cancer Alliance, PallE8 and Marie Curie, in 

collaboration with specialist palliative care providers across London), found that 

despite some excellent provision, there are significant variations in care provision 

across the capital:  

 Across London over two-thirds of hospital services and over a third of 

community services in 2014 were not meeting the recommended 2004 NICE 

guidance and accepted best practice of access to SPC face to face visiting 

services 9am -5pm, seven days a week.   

 In relation to the 2004 NICE recommendation12on 24/7 access to SPC 

telephone advice, although all services in the South and West of London 

achieved full compliance by 2014, in North Central and North East a noticeable 

level of deterioration in telephone advice access was observed between 2013-

2014. 

 There was variation in service provision within individual CCG areas, with some 

patients experiencing different levels of access to care depending on where they 

are referred or where they live in the borough. 

 Whilst access to SPC services for people with conditions other than cancer has 

improved over time, they were less likely to get access to this specialist type of 

care they need compared with those with cancer. 

 

3. WHAT IS CURRENTLY IN PLACE IN LONDON?  

End of life care is a locally commissioned service and the delivery and quality of 
care is variable. This practice has resulted in inequity; although across London the 
outcomes have been improving certain groups are still poorly affected, e.g. people 
who are homeless, people with a learning disability, patients with non-cancer 
conditions e.g. dementia etc.13  

Provision of palliative care and EOLC is complicated and can be provided by 

specialist palliative services and non-specialist services. The providers include: 

 Generalists  

 Hospital: acute medical units, intensive care units, elderly care, oncology, 
respiratory / cardiac medicine 

 Primary care: GPs and community nurses, nursing and care homes  

                                                           
11

 Cox S.  A review of Specialist Palliative Care provision and access across London - Mapping the 

capital. 2015  
12

 Improving supportive and palliative care for adults with cancer   NICE guidelines [CSGSP] March 2004 
13

 Public Health England. National End of Life Care Intelligence Network What we know now. 2014 
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 Specialist palliative care:  in hospital, community and hospice settings  

 Social and health care 

3.1 Work with stakeholders  

London has engaged with stakeholder groups leading the improving end of life care 

agenda. The following is an outline of the work NHSE, PHE and other stakeholders 

are doing: 

a. NHS England Framework for End of Life Care, using the ‘House of 

Care’ model 

NHS England and its partners are using a simple organising framework to deliver 

person-centred coordinated care for people with long-term conditions and have 

adapted this framework for EOLC14. The framework assumes an active role for 

patients and carers in individual care planning, working with health and social care 

staff, services and other support agencies. 

Figure 12. Framework for End of Life Care, using the ‘House of Care’ model 

       

Source: NHS England's Actions for End of Life Care, 2014 

 

b. London Clinical Network – End of Life Care 

                                                           
14

  NHS England. NHS England's Actions for End of Life Care , 2014 
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The London EOLC clinical network supports health systems to improve the end of 

life care-related health outcomes of their local communities by connecting 

commissioners, providers, professionals, patients and the public across pathways 

of care sharing best practice and innovation, measuring and benchmarking quality 

and outcomes, and driving pan London activity. The NICE Quality Standard for End 

of Life Care for adults (2011) provides a comprehensive picture of what high quality 

end of life care should look like. The Network is supported by a clinical leadership 

group which has four working groups:  

- Community, (leading on Pan London EOLC documentation, medicines 

management, Transfers of care workstreams)  

- Education and training (leading on development of overarching principles for 

EOLC training)  

- Good care. Good death, Good bereavement (leading the development of a 

EOLC commissioning checklist) 

- Engagement and social strategy  (implementation of a compassionate city 

charter)  

 

c. Pan London End of Life Alliance  

The Alliance is a social movement – bringing together an integrated collaboration to 

the EOLC landscape facilitated by an Executive Steering Group including leaders 

from each of the key London-wide networks that is working to improve the care and 

support for terminally ill people and their families in London. The Alliance has an 

overarching objective, which is to: 

“Support and promote the local development and implementation of effective end of 
life integrated care commissioning and delivery models across London which 
translate into a better end of life care experience for individuals, carers and their 
families.”   
 

d. London Electronic palliative care co-ordination systems (EPaCCS)  

There are two EPaCCS in London; Coordinate My Care (CmC), hosted by the 

Royal Marsden Hospital, and Health Analytics systems. CmC is available 

throughout London boroughs with variable uptake, Health Analytics was piloted in 

the outer NE London boroughs in 2014 and there are plans for its future use. 

The 2014 pilot compared Health Analytics (HA), which was used in Havering and 
Barking and Dagenham, and Coordinate my Care (CmC) used in Redbridge.15  The 
evaluation found that both systems were similarly acceptable to users overall: a 
majority of respondents that used either system would recommend it to a colleague. 
There were, however, differences by system, with 60% recommending HA and 40% 
CmC within each of the pilot sites. Respondents’ views were influenced by:  

                                                           
15

 Meaker R, End of Life Pilot, Outcomes and Recommendation report, unpublished, Feb 2015 
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 opinions on the principles of using electronic EOLC are records in general - 
user friendliness  

 (glitches and teething problems in the HA system were highlighted as 
needing to be addressed before widespread use  

 the quality/comprehensiveness of the information entered by other services 
(for both systems)  

 the quality of training: CmC training was rated higher than HA training. The 
ability to link with NHS 111, OOH and acute services was considered poor 
for both systems.  
 

Future plans include: CmC plan to develop a front end where the patient will be 
able to download an app and start their own CMC urgent care plan while Health 
Analytics have been working with 111 about crisis planning and use in North 
London CCGs. 
 

e. Voluntary  sector activity  

End of life care can bring together health, social care and the voluntary sector, to 

the benefit of those approaching the end of life, their carers and families.  For 

example, Marie Curie and other local independent charities and hospices are part 

of the End of life Alliance and contribute to the strategic development and delivery 

of EOLC. 

4. ECONOMIC CASE  

Evidence from the Kings Fund 2012 report on the home-based nursing service 

provided by Marie Curie Cancer Care, found that savings are likely to be available if 

community-based support were made more widely available to help people to die in 

their own homes, where that was their preference16. The national QIPP EOLC 

programme work on costing end of life care estimated the cost of in-patient end of 

life care as £3,000 from a range of studies.17 They established that there is not an 

accepted, benchmark, average cost of an inpatient admission in the last year of life 

that ends in death or of an inpatient day in the episode of care that ends in death. 

A descriptive study of all inpatient deaths in 1 year looking at EOLC in hospital 

found the mean cost of admission was £3173 per patient and a maximum of one 

third of all hospital deaths could have been looked after at home if excellent end of 

life services were in place.18 

                                                           
16

 The King’s Fund. The impact of the Marie Curie Nursing Service on place of death and hospital 

use at the end of life, 2012 
17

 National End of Life Care programme. Reviewing end of life care costing information to inform the 

QIPP End of Life Care Workstream, 2012 
18

 Abel J, Rich A, Griffin T, Purdy S .End-of-life care in hospital: a descriptive study of all inpatient 

deaths in 1 year. Palliat Med. 2009 Oct;23(7):616-22.  
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The Kings Fund evaluation of the Marie Curie Choice programme 19 suggested that 

average costs of community service utilisation ranged from £2,423 pre programme 

to £1,632 post programme and noted that any cost savings reductions (e.g. 999 

calls, GP visits) were balanced by increases in programme and community nursing 

usage. Marie Curie Cancer Care estimated the costs of end of life care in different 

settings suggests the cost of intensive support at home for last 14 days of person’s 

life is £2,500.20 

There is evidence from a Nuffield Trust report demonstrating that people who 

received tailored community nursing services were much more likely to die at 

home( where that was their preference), less likely to require hospital care and 

incurred significantly lower hospital costs.21  The report suggested that hospital 

costs are by far the largest cost elements of end-of-life care – for the sampled 

population included in the report hospital costs averaged over £4,500 per person for 

those who died during the final 90 days of their lives. The bulk of this cost was due 

to emergency hospital admissions. Hospital costs also increased rapidly in the last 

few weeks of life.  

 

5.  POSSIBLE OPTIONS FOR ACTION 

There is a need to improve the quality of and access to EoLC and specialist 

palliative care provision in London to bring it in line with the national picture both in 

terms of outcomes and experience. London CCGs can provide sustained 

leadership and drive improvements. They can facilitate strategic coordination 

working in close cooperation with all relevant service providers and in partnership 

with Local Authorities to reduce the variation in quality, improve equity of access 

and increase uptake of the EPaCCS system.  

CCGs can also support development of resources in the EOLC system such as 

developing community services e.g. district nursing services etc.  London needs to 

work towards achieving  

 An understanding of EOLC needs 

 Implementation of the EOLC strategy  

 Education & training of generalists in EOLC 

 7/7 working Specialist Palliative Care 

 Increased update of EPaCCS 

 Adoption of unified documentation 

 Workforce planning related to EOLC 

                                                           
19

 The King’s Fund. Improving Choice at the end of life – Impact and costs of the Marie Curie 
delivering choice programme, 2008 
20

 Marie Curie Cancer Care Understanding the costs of end of life care in different settings, 2012 
21

 Georghiou T, Bardsley M. Exploring the cost of care at the end of life: Nuffield Trust, 2014 
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Table 1 sets out a number of potential areas where the CCGs may want to take 

action individually or as a network. 

Table 1 Actions that may “practice” shift at ground level in practices and the 

front line 

What good looks like Currently CCGs can 

Patients should be offered a 
choice about where their 
end of life care is delivered, 
depending on what services 
CCGs commission locally 
and from which providers.  
These local choice offers 
might include provision of 
care at home, in a care 
home, in a hospice or in 
hospital 

 Outcome as presented 
in the report  
 

 Identify what current 
EOLC practice is  in 
CCGs  

 

As per the NICE guidance 
mandated in 2004 the 
minimum Specialist 
Palliative Care (SPC 
)service availability  should 
be implemented to 
ensure that people have 
24/7 access to SPC 
telephone advice and 9am 
to 5pm, seven days a week 
access to face-to-face 
visiting, no matter where 
they live in London. 

The 2015 ‘A review of 
Specialist Palliative 
Care provision and 
access across London – 
Mapping the capital’ 
report illustrates that 
Out of Hours SPC 
service availability  
varies across the capital 
and creates inequity of 
access  

 Engage with their 
commissioners to 
ensure London fully 
achieves the 2004 
NICE quality standard 
for cancer re: SPC 
service availability  
 
 
 
 
 
 
 
 

The proportion of non-
malignant referrals to 
palliative care service is 
proportionate to the 
proportion of deaths 
accounted for by 
non-cancer conditions  
 

Recent relevant 
guidance (e.g. NICE 
EOLC Quality 
Standards, 2011; One 
chance to get it right, 
2014) has highlighted 
that SPC should be 
fully accessible for all 
adult patients with 
relevant complex needs, 
irrespective of 
their diagnosis.  
The 2015 ‘A review of 
Specialist Palliative 
Care provision and 
access across London – 
Mapping the capital’ 

 Ensure commissioners 
review their local SPC 
service capacity and 
service models to 
accommodate the 
likely demand from 
non-cancer patients. 
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What good looks like Currently CCGs can 

report indicates that 
London still has an 
unmet need concerning 
non-cancer patients 
accessing SPC 
services. 

NICE Quality Standard for 
End of Life Care’  defines 
best practice within end of 
life care services, applicable 
to all settings and services 
in which care is provided by 
health and social care staff 
to all adults approaching the 
end of life.. 

CCGs are expected to 
work towards securing 
services that achieve 
this Standard 
 
Information from ONS 
VOICES survey shows 
poor performance. 

 Support a London 
wide audit.  

 Audit their end of life 
care model, to 
understand need and 
whether this model 
addresses the needs 
of their local 
population and if not 
how it needs to be 
changed. 

GPs/ health and social care 
staff are effectively trained 
in identifying end of life 
patients at an early stage 
and sensitively initiating and 
managing ‘difficult 
conversations’  
 
Relevant staff are offered 
and given training in 
communication skills in 
order to be equipped and 
confident in initiating 
conversations and 
supporting people 
approaching the end of life. 

Data on training is not 
routinely captured  

 Support the EOL 
strategic clinical 
network workforce and 
training work group. 

 Support the strategic 
clinical network’s 
senior leadership 
communication 
checklist  

 Work with the LETBs 
to ensure that staff of 
all levels are trained in 
such conversations 

Electronic palliative care co-
ordination systems 
(EPaCCS) provide the 
facility to assess whether 
people’s preferences for 
place of care are met. 
 
Everyone recognised to be 
at the end of their life should 
have an advanced care plan  

London CCGs currently 
engage with EPaCCS 
but penetrance is low 
and currently the service 
reaches 16% of the 
expected end of life 
population in London.  
The London CLG is 
coordinating a project 
whose aim is to facilitate 
the use of a single 
document to record 
decisions about 
resuscitation and 
ceilings of treatment 
across London that is 

 Endorse and support 
the London wide 
EOLC  documentation 
roll out  

 Highlight to EOLC 
providers and the CCG 
commissioners   

 Develop the uptake 
and use of EPaCCS to 
ensure effective 
systems are 
implemented for 
people who are 
approaching the end of 
life which facilitate 
exchange of 



 
 

20 
 

What good looks like Currently CCGs can 

valid when a patient 
moves settings. In 
addition the project will 
recommend a suite of 
other documents to be 
used to record other 
decisions. 

information on 
assessment, care 
coordination, care 
planning and care 
delivery. 

An integrated approach to 
planning, contracting and 
monitoring of service 
delivery should be taken 
across health and social 
care   

 
Is in  annual CCG 
commissioning 
intentions  

 Collaboration with 
London ADASS  

Local strategies for end of 
life care encompass the 
needs of the homeless and 
that there is  training and 
support for health, social 
care and hostel staff in 
understanding the specific 
health, social care and 
behavioural needs of 
homeless people.  

 
 
 Healthy London 
Partnership has agreed 
a lead commissioner for 
Homeless Health 
services in London   

 Carry out or 
encourage homeless 
health services lead 
commissioner to 
undertake an EOL 
equality impact 
assessment 

 Ensure  links with 
Health London 
Partnership Homeless 
Health Services 
programme of work  
Encourage/ facilitate 
lead commissioner to  
ensure this is part of 
the service 
specification outlined 

 
Clear metrics and EOLC 
Intelligence  

 NEOLCIN KPIs, "To 
reduce the number of 
hospital admissions of 8 
days or more, which end 
in death. This is based 
on clinical need, quality 
of care and individuals' 
preferences" is currently 
being piloted in five 
areas to ensure that it is 
practical and that it does 
not introduce any 
perverse incentives. 
Work on developing a 
third KPI has focussed 
on emergency 
admissions in the final 
year of life. 

 Monitor London’s 
annual performance 
against the VOICES 
survey and preferred 
place of death 
statistics and how 
these compares to 
national levels  

 Coordinate the 
dialogue  with CCG 
commissioners to 
action and address 
any short falls  

 Track KPIs and 
develop CCG 
dashboard 

 Ensure London profile 
is discussed by key 
stakeholders  
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Appendix A. End of life profile data- Place of death - London CCG, 2011-13  

CCG Name Place of death: 

Hospital  Home Care 
home 

Hospice 

Barking & Dagenham 60.6 19.1 13.1 5.3 

NHS Barnet 52.6 19.4 19.9 6.5 

NHS Bexley 55.3 20.4 14.9 7.3 

NHS Brent 56.7 22.2 11.0 8.1 

NHS Bromley 52.6 22.7 17.6 5.3 

NHS Camden 48.0 26.8 10.9 11.4 

NHS Central London (Westminster) 49.7 26.1 9.5 11.5 

NHS City and Hackney 56.7 22.8 9.4 8.5 

NHS Croydon 53.4 20.4 19.1 5.2 

NHS Ealing 57.7 20.8 14.5 4.7 

NHS Enfield 58.0 19.3 14.2 6.3 

NHS Greenwich 54.0 21.7 15.7 6.7 

NHS Hammersmith and Fulham 49.5 25.2 14.8 8.1 

NHS Haringey 56.8 22.4 7.5 10.5 

NHS Harrow 58.3 19.9 13.0 7.1 

NHS Havering 54.2 20.4 17.7 6.1 

NHS Hillingdon 57.6 21.7 15.9 2.6 

NHS Hounslow 59.2 20.8 12.1 3.8 

NHS Islington 51.1 25.2 11.6 9.1 

NHS Kingston 52.2 19.4 19.1 7.4 

NHS Lambeth 52.2 23.3 14.2 7.0 

NHS Lewisham 57.0 22.6 13.3 4.8 

NHS Merton 52.7 20.4 17.1 7.8 

NHS Newham 64.1 20.0 5.1 6.8 

NHS Redbridge 63.2 17.9 15.2 2.1 

NHS Richmond 51.4 23.5 15.4 7.0 

NHS Southwark 54.2 26.4 10.0 6.2 

NHS Sutton 52.7 18.3 18.1 9.3 

NHS Tower Hamlets 59.1 22.1 5.8 10.0 

NHS Waltham Forest 66.8 18.1 12.4 0.5 

NHS Wandsworth 50.2 22.7 17.2 7.6 

NHS West London (Kensington and 
Chelsea Queen's Park and Paddington) 50.4 26.0 12.0 8.9 

London  55.4 21.4 14.4 6.4 

England  49.3 22.2 20.8 5.7 
Source: http://www.endoflifecare-intelligence.org.uk/end_of_life_care_profiles/ccg_profiles 

http://www.endoflifecare-intelligence.org.uk/end_of_life_care_profiles/ccg_profiles
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Appendix B. Actual place of death (August 2010- July 2015) 

CCGs where a patient had 
place of death recorded 
on CmC 

Home Care 
home 

Hospice Hospital Other 

Barnet       

Bexley  46 (47% 12 12%) 20 (21%) 19 
(20%) 

 

Brent  11 (31%) 9 (25%) 8 (22%) 8 (22%)  

Bromley  451(46%) 179 
(18%) 

209 (21%) 13514%
) 

1-5 

Camden  134(59%) 18 (8%) 38 (17%) 36 
(16%) 

1-5 

Central London  
(Westminster) 

63 (37%) 38 (22%) 42 (25%) 24 
(14%) 

1-5 

City and hackney  21( 50%) 1-5 16 (38%) 1-5  

Croydon  344( 32%) 476 
(44%) 

119 11%) 146 
(13%) 

1-5 

Ealing  35 (32%) 29 (26%) 14 (3%) 133 
30%) 

 

Enfield  847%) 1-5 7 (41%)   

Greenwich      

Hammersmith and Fulham  80(38%) 37 (18%) 45 (22%) 45 
(22%) 

1-5 

Haringey  18( 55%) 1-5 10 (30%) 1-5  

Harrow  64(60%) 17 (16%) 14 (13%) 11 
(10%) 

 

Hillingdon  297(34%) 356 
(41%) 

78 (9%) 139 
16%) 

1-5 

Hounslow  41(49%) 9 (11%) 16(19%) 18 21%)  

Islington  104(32%) 130 
(40%) 

40 12%) 47 15%) 1-5 

Kingston  33(22%) 64 (44%) 14 (10%) 35 
(24%) 

1-5 

Lambeth  70(31%) 45 (20%) 69 (31%) 39 17%) 1-5 

Lewisham  50(29%) 56 (32%) 47 (27%) 22 
(13%) 

 

Merton  154(28%) 187 
(34%) 

75 (14%) 121( 
22%) 

7 1%) 

Newham       

Redbridge       

Richmond  145 (37%) 98 (25%) 58 (15%) 87 
(22%) 

6 2%) 

Southwark  80(38%) 55 (26%) 35 (17%) 40 
(19%) 

1-5 

Sutton  191 (30%) 164 
(26%) 

148 (24%) 122 
(19%) 

1-5 

Waltham Forest       

Wandsworth  119(39%) 35 (11%) 93 (30%) 54 
(18%) 

1-5 

West London K&C &  49(39%) 17 (14%) 38 (30%) 21 
(17%) 

 

Tower Hamlets       

Source: Coordinate my Care, Royal Marsden shaded rows do not have a CmC 

service 
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Appendix C. Annual trend of EPACCS uptake by CCGs in London from March 

2011 to March 2015 

CCG 2011 2012 2013 2014 2015 

Barking and 
Dagenham  

    1   3 

Barnet      38 26 

Bexley     3 167 367 

Brent     1 153 191 

Bromley     45 685 916 

Camden     13 253 219 

Central London 
(Westminster)  

   73 176 188 

City and Hackney      48 103 

Croydon    107 459 765 760 

Ealing     5 148 226 

Enfield     11 45 73 

Greenwich     3 20 97 

Hammersmith and 
Fulham  

   124 379 205 

Haringey      35 80 

Harrow     2 147 262 

Havering      4 2 

Hillingdon    71 613 590 592 

Hounslow     19 121 98 

Islington     8 268 322 

Kingston    4 5 113 386 

Lambeth  8 85 214 319 339 

Lewisham    77 155 239 296 

Merton  41 328 426 446 409 

Newham      44 118 

Redbridge      1 18 

Richmond  152 331 305 152 148 

Southwark  4 85 230 281 271 

Sutton  30 243 412 412 432 

Tower Hamlets      7 8 

Waltham Forest      4 4 

Wandsworth     78 427 358 

West London (K&C 
& QPP)  

   43 278 176 

Source CMC service, Royal Marsden 

 


