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Foreword

I am delighted, in my capacity as Chairman of the 
external Implementation Advisory Board for the End  
of Life Care Strategy, to endorse Mike Richards’ first 
annual report on progress on this strategy.

We knew before we even began work on developing  
the strategy that we were looking at a big task. The 
further the work progressed the clearer the scale of the 
task became. When the strategy was launched last July 
it was evident that we were looking at several years of 
implementation before we could achieve our own ambitious goals. But those goals 
are so pre-eminently the right ones that it will be worth every ounce of effort.

Because we can be quite clear that what we’re trying to achieve will improve the 
quality of all our lives. 

We’re trying to change the way this country thinks about and responds to 
the idea of death. We’re trying to change the way the medical and social care 
professions think about and respond to death. We’re trying to change the way 
end of life care services are commissioned. None of this can be achieved instantly.

One thing which has changed quickly, and unexpectedly, is the financial climate. 
For this financial year and the next, the NHS has new money for this strategy. After 
that things are much less certain. It is all the more important that commissioners 
and providers make their investments now to support people to be cared for and 
to die in the place of their choice. Those investments will involve developing new 
services, disinvesting from old services, and, crucially, training staff.

The National Audit Office’s report on end of life care, published last November, 
very helpfully shows that high quality care is a more efficient and effective use  
of resources. Now is the time to study their findings and put them into effect.

As this report shows, we are at the beginning of a process. The first year has seen 
a very encouraging start. At national and regional levels the foundations are in 
place. There is a wide range of imaginative work going on locally – this report 
can offer only a flavour of what is happening. I look forward, this time next year,  
to endorsing real progress in improving services for patients, carers and families.

Tom Hughes-Hallett 
Chief Executive, Marie Curie Cancer Care 
Chairman, End of Life Care Implementation Advisory Board 
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Executive summary

Dear Minister

Last July I was delighted to launch the End of Life Care 
Strategy alongside Alan Johnson and Ivan Lewis. This  
was a landmark publication: the first such strategy for  
the UK and one with the potential to improve the 
experience of all adults approaching the end of life, 
regardless of their diagnosis or place of care. Ultimately, 
this means all of us.

The strategy included a commitment that I would report to you annually on 
progress. This is the first report in the series. It covers progress at national and 
regional levels with illustrations of the work taking place locally. 

The strategy set out a broad and ambitious programme centring on three  
key elements: 

•	 societal level: actions to raise awareness of, and change attitudes towards, 
death and dying;

•	 individual level: integrated service delivery based around a care pathway;

•	 infrastructure: workforce development, measurement, research, funding  
and national support.

The strategy has sparked a great deal of activity at national, regional and 
local levels. We have made a good start to establish the programmes and 
infrastructures which will deliver real service improvements, and with them 
improvements in the experience of patients, carers and families. 

This work is supported by the £286 million which the government has made 
available for the strategy for the two years 2009/10 and 2010/11. Most of this 
goes directly to Primary Care Trusts (PCTs) with the balance to Strategic Health 
Authorities (SHAs) for workforce development, or is held by the Department  
of Health for national work. 

At national level we have:

•	 established the external Implementation Advisory Board with Tom Hughes-
Hallett, Chief Executive of Marie Curie Cancer Care, as Chairman;

•	 established the National Coalition to raise public awareness of the issues 
surrounding death, dying and bereavement, led by the National Council for 
Palliative Care;
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consulted on and published a set of Quality Markers for end of life care;•	

developed and launched core competences and principles for the end of life •	
care workforce;

built monitoring of the new money for end of life care into the Operating •	
Finance Guidance for 2009/10; 

tendered for the pilot for a national VOICES survey of bereaved relatives; and•	

begun the process to set up an Intelligence Network for end of life care.•	

We have been working with colleagues across the Department of Health to 
ensure that end of life care is not seen as an isolated issue, for specialists only. 
As a result it is being built into work right across the Department. For example, 
it needs to be an integral part of care planning for people with long term 
conditions, and in January 2009 the Department published Supporting	People	
with	Long	Term	Conditions:	Commissioning	Personalised	Care	Planning –		
A	guide	for	commissioners, which includes the needs of people approaching the 
end of life. It needs to be built into policy development for people with particular 
conditions. Living	well	with	dementia:	A	National	Dementia	Strategy, which the 
Department published in February 2009, includes consideration of the specific 
needs of dementia patients as they approach the end of life. Patients suffering 
from organ failure also need to have end of life care as part of their care planning 
and in June 2009 the Department published End	of	Life	Care	in	Advanced	Kidney	
Disease:	A	Framework	for	Implementation.

We are concerned too to improve services for families and carers of those 
approaching the end of their life. Linking to the Carers’ Strategy,	Carers	at	the	
heart	of	21st	century	families	and	communities, the Quality Markers for end 
of life care emphasise the role of the various services in involving carers and in 
assessing and addressing their needs.

The strategy was developed in parallel with the NHS Next Stage Review. End of 
life care is one of the eight clinical pathways developed by each of the SHAs as 
part of the Review. The End of Life Care Clinical Pathway Chairs for the ten SHAs 
provided the link between the two initiatives and, with the SHA End of Life Care 
Management Leads, continue to play a key role in taking the work forward.

For this first year of implementation SHAs have largely been concentrating on 
establishing the infrastructure which will support activity in the context of the 
Next Stage Review. This varies depending on local arrangements. All have now 
appointed a clinical lead and all but one a management lead. I keep in regular 
touch with SHA colleagues to help share experiences and developments.

The National End of Life Care Programme, funded by the Department of 
Health, supports local implementation and spreads good practice. The National 
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Programme has worked extensively with a wide range of partners as well as with 
the Department of Health’s policy team to: 

publish •	 Information	for	commissioning	end	of	life	care;

develop •	 End	of	Life	Care	in	Advanced	Kidney	Disease:	A	Framework	for	
Implementation;

update •	 Advance	Care	Planning:	A	Guide	for	Health	and	Social	Care	Staff;

develop and publish two booklets: •	 Planning	For	Your	Future	Care:	A	Guide	
and	Advance	Decisions	to	Refuse	Treatment:	A	Guide;

prepare to pilot locality registers;•	

publish •	 Is	it	that	time	already? on extra care housing;

develop its website to spread information and disseminate good practice; and•	

support the development of audits of end of life care.•	

This report reflects the beginning of a major programme of development. We are 
aiming to change the way society views and discusses death and dying as well as 
the way medical and social care professionals approach these issues. Alongside 
these attitudes we need also to develop and to restructure services to meet the 
needs of individuals and families. This is necessarily a lengthy process. Over the 
next year we intend to build on the foundations we have established and take 
the strategy further. In particular we shall:

bring forward proposals on bereavement and spirituality;•	

establish an Intelligence Network for end of life care;•	

pilot VOICES for a national survey of the views of bereaved relatives;•	

work with Offender Health on an end of life care policy for prisoners;•	

work with the developing policy on Chronic Obstructive Pulmonary Disease •	
(COPD) to build in end of life care; and

pilot locality registers for end of life care.•	

On 29 June the Prime Minister launched Building	Britain’s	Future. I was 
delighted to see that this included a commitment on end of life care: 

‘We will look closely at where we can go further to establish new rights, for 
example … whether we can create a right to choose to die at home as further 
progress is made in implementing the end of life care strategy.’This clearly recognises the importance of this strategy and its role in shaping 

services to be sensitive and responsive to the needs of individuals. 
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This financial year and the next year are important ones for the End of Life Care 
Strategy. This is the time when the NHS has guaranteed new money to invest  
in service redesign and in establishing the new services needed to enable people 
to be cared for and to die in the place of their choice. The National Audit  
Office report End	of	Life	Care, published in November 2008, provided some 
valuable work from Sheffield showing that high quality end of life care was a 
more efficient and effective use of resource than delivering a poor service.  
In the current financial climate it is all the more important that commissioners and 
service providers make their investments now in preparation for the years ahead. 

Professor Mike Richards CBE 
National Clinical Director for Cancer and End of Life Care
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Chapter 1

Meeting the challenges of end of life care
The End of Life Care Strategy itself was developed in parallel with the NHS Next 
Stage Review. End of life care is one of the eight principal pathways for care in 
that review and implementation continues to benefit from this strategic position.

Consistent with this, end of life care also features in other high level Department 
of Health developments. 

Section 1 – The Department of Health

The NHS Constitution

In January 2009 we published the NHS Constitution. This sets out the rights and 
responsibilities of the people of England with regard to the NHS. The Constitution 
itself 

‘
says:

The NHS … is there to improve our health and well-being, supporting us to 
keep mentally and physically well, to get better when we are ill and, when we 
cannot fully recover, to stay as well as we can to the end of our lives.

The handbook which gives more detail on what the Constitution means for 
individuals 

‘
says:

’
The NHS commits to make the transition as smooth as possible when you are 

referred 

‘
between services, and to include you in relevant discussions.

The NHS commits to work in partnership with you, your family, carers and 
representatives.

’
End of life care and the principles we have set out in the strategy fit perfectly into 
this articulation.

The Operating Framework for the NHS for 2009/10

The Operating Framework states: 

‘To deliver the End of Life Care Strategy – promoting high quality care for all 
adults at the end of life and the local SHA visions, PCTs will want to consider 
delivering extended and improved service provision with their partners.’
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The Vital Signs which support the Operating Framework include, in tier three, the 
proportion	of	all	deaths	that	occur	at	home. This is also included in the National 
Indicator Set. The majority of people express a preference to die at home but at 
present about 60% actually die in hospitals. The Vital Sign operates as a proxy 
for delivering better choice for people approaching the end of life and with it a 
better quality of care. 

 Source: Office for National Statistics – death registrations

The chart shows that deaths in hospital, having risen slowly to 2005, have begun 
to decline. Deaths at home, having declined to 2005, have started to rise slowly. 
These trends, though still quite slight, are a welcome pointer to progress. Where 
care homes are in effect someone’s home we would hope to see more deaths 
taking place there too, as an indicator that people’s wishes are being taken into 
account.

All PCTs report on progress against this Indicator and they are able to choose 
whether to select it as a local priority. Similarly, Local Authorities (LAs) can select 
it as a priority for them in their Local Area Agreements. To date, 69 PCTs and 
five LAs have done so. 
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Establishing end of life care as a local commissioning priority

A key goal of the End of Life Care Strategy was to establish improving end of 
life services as a focus for local commissioners. Progress made in the first year 
of the strategy suggests that this objective is being met, with PCTs electing  
to focus on the issue as a commissioning priority.

An analysis by Health Mandate, the specialist health policy consultancy, has 
found that 49% of PCTs adopted an indicator for end of life care as one  
of the eight strategic priorities they are required to select under the World 
Class Commissioning assurance system:

> 69  PCTs adopted ‘the percentage of all deaths that occur at home’ from the 
National Indicator Set;

>  three other PCTs established a locally-defined indicator for location of 
death; and

> three PCTs adopted the ‘palliative prevalence’ from the National Indicator Set.

‘The percentage of all deaths that occur at home’ was the fourth most 
selected indicator out of the entire National Indicator Set. It was also the most 
commonly selected indicator relating to a specific area of service delivery,  
as opposed to disease prevention or overall mortality.

Source: Health Mandate, National	priorities,	local	action?	An	analysis	of	
PCTs’	World	Class	Commissioning	policies (to be published summer 2009)

Finance

The Department is making available £286 million of new money over the 
financial years 2009/10 and 2010/11 for implementing the End of Life Care 
Strategy. Some of that money goes to SHAs for workforce development, some of 
it is held by the Department of Health for national initiatives such as the National 
Coalition, but most of it goes directly to PCTs. 

In line with the Department’s overarching policy the money is not ring-fenced. 
However the Operating Finance Guidance 2009/10 informed PCTs that they 
were expected to monitor their spend of the new money available for the 
strategy. This point was picked up by the Public Accounts Committee (PAC) at 
the 17 December hearing and in the PAC’s subsequent report. Local investment 
plans are still being finalised between PCTs and SHAs. 

Payment by Results and Tariff

We are working in partnership with the Department’s Payment by Results (PbR) 
and Transforming Community Services (TCS) teams to improve funding mechanisms 
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for specialist palliative care and end of life care community services. This work aims 
for further transparency in commissioning and in the use of resources.

National currencies (units of healthcare) for specialist palliative care were 
developed by the NHS Information Centre in consultation with an Expert 
Working Group as part of the release of the Healthcare Resource Group (HRG) 
version 4 currency. These currencies cover specialist palliative care inpatients, 
outpatients, day therapy assessments and interventions, and specialist support 
services delivered to inpatients. The currencies are available for use in local 
commissioning arrangements together with locally agreed prices. Further details 
on the design of these currencies can be found on the NHS Information Centre’s 
website: www.ic.nhs.uk/services/casemix/hrg4/hrg4-reference-cost-grouper-
download. (See chapter summaries zip file at the bottom of the page, chapter  
SD for Specialist Palliative Care.) 

To complement this work, the TCS team is now focused on developing new 
national currencies for end of life care in community settings. Current plans will 
see these currencies released in 2010. The project will also seek to understand 
the challenges regarding implementation of currencies and prices for end of life 
care including the issues around funding flows. This information will be used to 
improve the specialist palliative care currencies and could, in due course, be used 
to develop national prices. 

These are complex issues, and this work will take time to conclude. The current 
focus is on developing appropriate national currencies, rather than prices, which 
will help benchmark the quality and outcomes of services in the first instance and 
allow prices to be negotiated locally. Understanding any variation in the provision 
of end of life care will be critical in terms of developing sustainable national prices. 

There are also three local projects looking at end of life care as part of the PbR 
“Development Sites” programme, where organisations are working to develop 
currencies and prices at a local level. One site is looking specifically at end of life 
care in the community, and the other two are focusing on specialist palliative 
care. Learning from the PbR development sites will be fed into the national TCS 
project and will be disseminated into the wider NHS in late 2009/early 2010.

Personal Health Budgets pilots

In 2009, the Department launched a three-year pilot programme to explore the 
potential of personal health budgets, as a way to give people greater control over 
the NHS services they use and who provides them. The aim is to support the 
cultural change needed to create a more personalised NHS. There are currently 
70 provisional pilot sites, which will explore a range of areas of care. Several of 
these provisional pilots intend to look at end of life care to some degree.

http://www.ic.nhs.uk/services/casemix/hrg4/hrg4-reference-cost-grouper-download
http://www.ic.nhs.uk/services/casemix/hrg4/hrg4-reference-cost-grouper-download
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Integrated Care

High	Quality	Care	For	All	set out a commitment to test and evaluate a range 
of models of integrated care to help improve patient, carer and service user 
outcomes. In 2009, sixteen integrated care pilot sites were announced, to run 
over two years. The pilots will cover a wide variety of health and care categories. 
Two of them will be looking particularly at the care of people at the end of life.

Transforming Community Services

The Next Stage Review Primary and Community Care Strategy set the ambition 
of ‘making everywhere as good as the best’ in community services. Besides 
developing currencies as outlined above, the Transforming Community Services 
programme aims to support this work through a set of Service Transformation 
Guides and Guidance on the Quality Framework for Community Services. These 
were published in June. End of life care is one of the six clinical areas with a 
dedicated transformation guide. In addition, the quality framework has a set of 
proposed indicators of high quality care aligned to the Quality Markers for  
end of life care. 

Parliamentary Accountability

End of life care continues to excite public and Parliamentary interest. Since we 
published the strategy there have been adjournment debates on end of life care 
in both Houses of Parliament. 

In addition the National Audit Office (NAO) undertook a study on end of life care 
for the PAC. The NAO’s work took place in parallel with the development of the 
End of Life Care Strategy and its recommendations sit very comfortably with the 
work in hand to implement the strategy. 

The PAC hearing took place on 17 December 2008. The NHS Chief Executive, 
David Nicholson, the Chief Nursing Officer, Dame Christine Beasley, and the 
National Clinical Director for Cancer and End of Life Care, Professor Mike 
Richards, gave evidence for the Department. 

The PAC report was published on 14 May 2009. Its recommendations mirror 
those in the NAO report. 

The PAC emphasised the importance of monitoring PCTs’ use of the new money 
for implementation of the strategy. As set out in the strategy, the financial 
guidance for the Operating Framework included a line on end of life care in the 
resource and investment returns. Those returns are currently being finalised.
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Care Quality Commission

The new Care Quality Commission (CQC) will be working with a new set of 
regulations for care providers. These regulate the function rather than the 
organisation. End of life care services are covered across the functions: there was 
no need to pick them out for separate treatment. The CQC is currently consulting 
on its guidance about compliance, which sets out how it will judge providers’ 
compliance with the regulations. The guidance, which mentions end of life care, 
will map onto the Quality Markers.

Section 2 – Strategic Health Authorities

The clinical leads for each of the SHAs played a key role in the development of 
the strategy and they continue, in partnership with management leads, to carry 
forward implementation.

For the first year of implementation SHAs have largely been concentrating on 
establishing the infrastructure which will support implementation of the strategy 
in the context of the NHS Next Stage Review (NSR). These structures vary across 
the SHAs. 

NHS East of England has established Programme Boards to take forward the 
work of the eight Clinical Pathway Groups (CPGs) formed as part of the NSR. 
The End of Life CPG has become the Palliative and End of Life Care Programme 
Board and is responsible for driving forward change, encouraging innovation and 
monitoring progress. 

More locally, the SHA is creating managed Palliative and End of Life Care 
Networks linked to their local cancer networks and Marie Curie Delivering Choice 
Programme stakeholder groups.

NHS East Midlands agreed in autumn 2008 to establish a ‘Clinical Cabinet’ to 
take forward the recommendations arising from work on Our	NHS,	Our	Future. 
Appointments to the Cabinet are based on the NSR workstreams, including  
end of life care. The Cabinet is chaired by the Medical Director and currently 
meets monthly. 

East Midlands consists of five county groupings: Derbyshire, Leicestershire and 
Rutland, Lincolnshire, Northamptonshire and Nottinghamshire. Each county 
intends to develop strategies around the NSR workstreams at a local level in 
addition to the SHA’s own strategy. To date, three of these have appointed their 
clinical leads for end of life care. 

NHS South West has two main groups ensuring and supporting implementation 
of the end of life care agenda. 
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First, the End of Life Care CPG, chaired by the South West clinical lead for end  
of life care, has been reconfigured to support implementation.

Second, the South West End of Life Care Leads Group directly supports local 
implementation. The group includes a commissioning and clinical lead from each 
PCT area as well as representation from cancer networks, hospices and social 
care. This group is led by the end of life care clinical implementation lead with 
support from the CPG Chair and SHA programme lead. It meets quarterly with  
a ‘business’ and a ‘development’ agenda. 

In addition there is a wider network of end of life care links which receives copies 
of minutes, papers and details of local initiatives or good practice and will join the 
end of life care leads group for workshops on specific issues. 

In NHS West Midlands each of the seventeen PCTs has an End of Life Care 
Commissioner and either a PCT/Health Economy End of Life Network chaired 
by the Commissioner or PCT Clinical End of Life Care Lead, and a variety of 
advisory groups reporting to the Commissioner. These groups and members will 
include user and carer involvement, social care, a range of provider and clinical 
representatives, access to public health, finance and others as required. Any 
clinical network, such as palliative care from the cancer networks, feeds into  
the PCT operational or network groups. 

Each PCT has developed an end of life care strategic development document 
aligned to the SHA strategy Investing	for	Health and its section on end of life 
care. More recently the PCTs have refreshed their strategies to include more 
detail about how they will incorporate and address the West Midlands NSR CPG 
pathway implementation requirements. 

NHS North East has appointed an SHA clinical lead for end of life care. They have 
also provided senior management support. The role includes chairing the SHA 
commissioning group and providing necessary support to the clinical group.

The SHA has set up a Commissioning Group. This is to ensure sharing of 
experience and co-ordination of commissioning at an SHA level. Its members are 
the end of life commissioning leads from each of the four commissioning localities 
making up the SHA and a social services representative. 

There is also an SHA-wide Clinical Reference Group which provides clinical 
guidance and support to the commissioning group. Members are practising 
clinicians including a community matron, a hospital matron, general practitioners, 
palliative care consultants, an elderly care consultant, a social worker, a spiritual 
adviser and a Macmillan clinical nurse specialist. The group is chaired by the 
clinical lead and administered by the SHA.

A Regional Advisory Group has been established by NHS Public Health North East 
to address the public health approach to ‘A Good Death’ as set out in its annual 
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report Better	Health,	Fairer	Health. Membership includes academics, theologians, 
an anthropologist, a carer representative, a local authority representative, a social 
marketing practitioner and representatives from national organisations. 

NHS North West has established an End of Life Care CPG with wide clinical 
representation and PCT Chief Executive representation:

•	 Two clinical fellows have been appointed to support the CPG work;

•	 To support the CPG a North West End of Life Care Operational Group has 
been established. Membership of this group includes clinical leads from each 
Cancer Network, SHA Clinical Fellows and End of Life Care Programme leads 
for each Cancer Network;

•	 The work of the NHS End of Life Care Programme is taken forward 
throughout the North West via the Cancer Networks;

•	 Governance structures have been agreed for both the Operational Group and 
the End of Life Care Programme which links to the three Cancer Networks  
and the North West CPG;

•	 The national strategy and CPG recommendations have been built into a 
programme of work. 

At PCT level:

•	 Building on end of life care baseline reviews, and in line with the 2009/10 
Operating Framework, PCTs have established local end of life care 
steering groups each with a programme of work incorporating the CPG 
recommendations.

•	 PCTs have been developing local infrastructure around end of life care 
including facilitators. 

•	 PCTs are increasingly involved in the National Gold Standards Framework 
(GSF) programme.

•	 There is PCT involvement in the St Christopher’s Patients	in	Partnership	
schools project to raise awareness of death and dying.

At NHS South Central the end of life care programme is being developed, 
defining its relationship to other programmes, networks and PCTs. There is SHA 
executive sponsorship for the programme, a clinical director working two days 
per week. The SHA has just appointed an Associate Director for End of Life Care, 
a full time appointment commencing in August 2009.
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Work strands include:

•  a workforce education and development strategy, produced in a nine-
month project led by a nurse consultant in specialist palliative care from 
the University of Southampton. The SHA believes that it has secured ring-
fenced end of life care education money to enable it to deliver this plan in 
2009/10;

•  well-attended educational events including a successful Care of the 
Deceased Adult training day, the first in the UK;

• a  unified Do Not Attempt Resuscitation (DNAR) strategy incorporating 
the following working groups – adult policy; decision documentation and 
communication; patient information; children and adolescent policy and 
documentation; and education – launch planned for March 2010;

•  a commissioning group – which includes modelling of possible expenditure 
and savings;

•  a tissue and organ donation group;

•  a public engagement, including planning a Compassionate Cities approach;

•  a standards and metrics group – including developing a standard policy for 
last offices and Key Performance Indicators for Acute Trusts;

•  an Out of Hours/emergency providers review;

•  a bereavement services review; and

• a  review of end of life care in Acute Trusts which will include visits to each 
Trust through next year.

NHS South East Coast (SEC) has set up an end of life care clinical advisory group 
led by their clinical lead. The SHA has set out its vision for end of life care in five 
pledges: 

•	 By 2012 all health, social care and third sector providers will provide evidence 
of achieving best practice in end of life care against recognised quality 
standards, including evidence of care plans.

•	 By 2012 a rapid response service to access and help manage patients with 
their pain and other symptom control, including psychological, social and 
equipment needs, will be available everywhere everyday 24/7.

•	 The NHS in Kent, Surrey and Sussex will actively work with staff, public and 
partners to raise awareness of end of life issues.

•	 PCTs will ensure a strategic approach, developed in partnership with 
voluntary, third sector and social services, to commissioning end of life care 
services for patients and their families.
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•	 By 2009 the SHA will lead a SEC-wide process to identify workforce needs for 
the end of life care pathway.

The SHA has held workshops to support workforce planning and development 
and is currently implementing SEC-wide DNAR principles. Considerable work has 
been done on the development of staff competences and quality indicators using 
the draft Quality Markers as a framework.

NHS Yorkshire and the Humber has agreed an infrastructure for the end of life 
care workstream as part of the SHA’s Healthy Ambitions programme to deliver 
High	Quality	Care	for	All. The End of Life Care Programme Delivery Board is one 
of ten workstreams identified at the SHA level with reporting mechanisms into 
the SHA through the Strategic Commissioning Board.

At a sub-regional level the three Cancer Network Palliative Care Groups have 
extended their remit to cover end of life care.

At the local level end of life care strategy groups have been, or are in the process 
of being, established.

There are clear arrangements for the local level groups to feed into the sub-
regional level groups and for those groups to feed into and report to the SHA 
End of Life Care Programme Delivery Board. The links will be maintained for the 
sub-regional groups to report to the Cancer Network Boards for implementation 
of the National Institute for Health and Clinical Excellence (NICE) guidance on 
supportive and palliative care for adults with cancer.

The SHA has identified a number of areas where work can be undertaken once 
and shared across the region. The resulting work programme is to:

•	 develop Quality Markers and a matrix to measure implementation of the end  
of life care pathway across the SHA;

•	 support the development of IT systems to collect data for end of life care  
as part of service delivery;

•	 produce a single DNAR policy for use across the SHA;

•	 support the development of innovation in end of life care and sharing of 
good practice across the SHA;

•	 produce an SHA-wide strategy and plan for education and training for end  
of life care; and

•	 support and monitor the social marketing work being undertaken in end  
of life care.
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NHS London: In London the implementation of the NSR is being undertaken 
by Healthcare for London. End of life care is one of a number of projects being 
taken forward to transform service provision in the capital. The work is led by 
members of the Clinical Advisory Group for London. The project will produce 
practical guidance for commissioners on how to improve services, based on 
experience around the country and in London. Work is underway with three 
whole health systems to learn from their work and support their development  
as a way of informing the guidance. In addition expert panels on service delivery 
and commissioning will advise on their respective areas. All outputs will be tested 
with stakeholders to ensure that the guidance produced is both robust and practical.

The SHA will also work directly with PCT commissioners to support the provision of 
clinically appropriate and acceptable services for their communities. Commissioners 
will also be supported by the end of life care clinical network leads across London.

Section 3 – The National End of Life Care Programme 

Engaging stakeholders was a hallmark of developing the End of Life Care Strategy. 
Implementation will depend on those same stakeholders taking ownership of the 
various strands of work needed to make a reality of the proposals. This means 
keeping end of life care high on the agenda for commissioners of services in the 
public sector, notably PCTs and LAs, as well as for the range of service providers 
across the statutory, voluntary and independent sectors.

This process is led centrally by the National End of Life Care Programme.  
It complements the Department of Health’s policy team to support and share good 
practice emanating from different parts of the country on all aspects of the strategy. 

The National End of Life Care Programme’s own priorities for the year started 
with raising the profile of the End of Life Care Strategy. In order to narrow the 
focus of work for this first year the programme engaged with a large number of 
stakeholders. This resulted in a number of core work streams to be taken forward 
in collaboration with a variety of partners from health, social care, and the 
voluntary and independent sector.

The initial task was to raise the profile, knowledge and understanding of the 
strategy. This was achieved using a variety of approaches including articles, 
website newsletters and national and regional events. The programme also ran a 
series of roadshows across the regions in collaboration with the SHA end of life 
care leads and the National Council for Palliative Care.

A cornerstone of the programme’s work is sharing and disseminating information 
and examples of good practice from across the country. To achieve this a website 
has been developed (www.endoflifecareforadults.nhs.uk) which already gives 
details of over 150 active case studies. This resource is aimed at the health and 

http://www.endoflifecareforadults.nhs.uk
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social care workforce, providers, commissioners and service managers. The 
website also provides news updates, links to associated strategies and other 
useful information. It is well used, logging 100,000 hits a month. 

The programme has also started publishing a bi-monthly newsletter. This is 
disseminated electronically to over 5,000 people across the country. 

Other communication media have included a DVD which showcases examples  
of advance care planning and dementia care. This has been well received.  
It has been used to raise awareness among staff and help them think about  
when to start sensitive conversations. There are plans to use this medium  
as one way to update the information on end of life care on the  
NHS Choices website.
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Chapter 2

Death, dying and society
Work on developing the strategy found that one main reason why services 
tended to be lacking in this area, and why people were often not able to be 
cared for and to die where and how they would have preferred, was that there 
was a widespread reluctance to discuss issues of death, dying and bereavement. 
Good care planning and advance care planning rely on dialogue and partnership 
between patient and professionals so this is a major obstacle to be overcome if 
we are to improve quality and outcomes for end of life care. 

A Public Health Charter for ‘A Good Death’

‘We	will	create	a	charter	for	end	of	life	care,	with	a	statement	of	rights	and	
entitlements	that	should	be	honoured	both	for	the	individual	preparing	
for	death,	and	for	their	carers	and	families.	This	should	relate	not	only	to	
medical	and	nursing	care	but	to	the	behaviours	of	all	agencies	and	sectors	
who	deal	with	these	issues.’

NHS North East is the first SHA to include death as a key issue in its regional 
public health report. Better	Health,	Fairer	Health:	A	Strategy	for	21st	Century	
Health	and	Well-being	in	the	North	East	of	England was published in 
February 2008.

Over the last fifteen months the Regional Advisory Group for ‘A Good Death’ 
has worked to produce a charter in conjunction with its social marketing 
adviser. NHS North East has liaised closely with the National Council for 
Palliative Care (NCPC) on this issue as part of the NCPC’s remit to promote 
public awareness and to help to change social attitudes. Plans are advanced 
to form a collaborative partnership between the NCPC and NHS North East 
to pilot the charter in the North East of England. Lessons learnt will be shared 
across the country. A social marketing approach is to be used and a national 
launch is planned within the next six months.

To address this, the strategy committed us to commission the National Council 
for Palliative Care (NCPC) to establish a National Coalition to raise public 
awareness and debate on issues of death, dying and bereavement. 

The National Coalition came into being on 1 April 2009. The NCPC has appointed 
a Director for the Coalition. Hilary Fisher joins the Coalition from End Child 
Poverty, where, as director, she has developed a wealth of experience both of 
working through a coalition of organisations and of campaigning on awareness. 
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The Coalition held an inaugural workshop for its first hundred members in May 
2009. The workshop concentrated on the issue of information and measurement: 
how do we know where we are starting from on this issue, and how will we 
measure progress.

Following this the Coalition is undertaking an initial survey of the public’s 
awareness of and attitudes to death, dying and bereavement in conjunction  
with the National Centre for Social Research (NatCen). This will be repeated  
in the future to show what has changed.

The content of the survey has been informed by the initial findings of a literature 
review commissioned from Professor Jane Seymour of the University of 
Nottingham. The review will be completed in October 2009. Both review and 
survey will inform the Coalition’s priorities. 

The work so far has shown that the study of attitudes must be rooted in 
understanding of the experience of end of life. It has found that cultural and 
historical themes are critical and that theoretical commentaries can help to 
provide explanatory perspectives. The role of women and sensitivities about being 
a burden at the end of life have been among the many issues related to attitudes 
towards dying highlighted in this review.

The Coalition has established a newsletter to keep members informed of activity 
and progress and to canvass for new members. The first edition was published in 
March 2009. Membership currently stands at over 200 and organisations signing 
up range from hospices to schools to solicitors to the General Medical Council. 
The NCPC has also received more than sixty pledges so far from organisations 
wishing to work with the Coalition in a variety of ways.

The Coalition is currently in the process of creating an effective name and 
strapline that reflect its mission and aims. There will be a further newsletter in 
July to give more details of progress, the priorities agreed at the May Coalition 
Forum and its plans for the year around the key target audiences. This can also 
be accessed at the Coalition’s temporary website: www.ncpc.org.uk/coalition.

Cornwall and Isles of Scilly

End of life care newsletter

Cornwall and Isles of Scilly publishes a quarterly newsletter for their health 
community, covering local activity on end of life care. Articles have dealt 
with Chronic Obstructive Pulmonary Disease, learning difficulties, dementia, 
‘Just in Case’ boxes, the national strategy, commissioning their own strategy 
and many others. The newsletter is sent electronically to contacts in various 
departments of the PCT, the community and the acute hospitals. Feedback 
has been uniformly positive. The PCT aims to continue publishing as a means 
of promoting their plans and giving a wide variety of professionals, and 
hopefully users, the chance to air their views.

http://www.ncpc.org.uk/coalition
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Chapter 3

The end of life care pathway
The end of life care pathway set out in the strategy outlines the stages of 
good care for those approaching the end of life, their family and carers, from 
identifying people who are approaching the end of life right through to care for 
the bereaved. Over the first year a large part of the effort here has been to lay 
the foundations for a number of pieces of work which will be taken forward in 
the forthcoming year.

Step one: Identifying people who are approaching the end of life 

The strategy emphasises that good end of life care should be available for all those 
approaching the end of life, regardless of their condition. To date, most attention 
has focused on cancer patients. Many other patients, such as those with chronic 
organ failure, also stand to benefit from better end of life care, starting with the 
recognition that their condition is not curable and may lead to death. 

Kidney patients fall into this category. The National End of Life Care Programme 
has worked in partnership with NHS Kidney Care to develop End	of	Life	Care	
in	Advanced	Kidney	Disease:	A	Framework	for	Implementation, which was 
published in June 2009. 

This guide was developed to enable people to achieve high quality end of life 
care, rather than ‘telling them what to do’. It explores the ‘kidney specific’ 
issues of end of life care, focusing on patients opting for conservative kidney 
management and those ‘deteriorating despite’ dialysis. The overarching aim is 
to help people with advanced kidney disease make informed choices about their 
supportive and end of life care. Key elements of this are the encouragement 
of timely recognition that the end of life phase is approaching; sensitive 
communication with patients and carers; holistic assessment which includes the 
needs of carers; joined-up planning; and effective multi-professional working 
across boundaries linking kidney care, primary care and community care and 
palliative care services.

Dementia Strategy

The Department published Living	well	with	dementia:	A	National	Dementia	
Strategy in February 2009. The strategy sets out the current and growing burden 
of dementia on the English population. Some 60,000 people die directly of 
dementia every year, while one in three people over 65 will die with dementia. 
Care planning and advance care planning present particular challenges for people 
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with dementia, especially since comparatively few receive a diagnosis early in 
the condition. We are working closely with colleagues leading on implementing 
the Dementia Strategy to ensure that end of life care services play their part in 
meeting this challenge. 

Step two: Assessment and Care Planning:

Long Term Conditions

The majority of deaths in England now come as the end of a long term condition 
such as heart disease or cancer. Many people, by the time they reach the end of 
life, will have multiple conditions with a range of complex health and social care 
needs that require a proactive, co-ordinated response from services. People at this 
stage can be referred to a case management service, which is led by a community 
matron or other case manager who uses case management techniques to ensure 
that services are proactive, co-ordinated and personalised to individual need. 
The final report of the NSR reaffirms the commitment made in the Our	health,	
our	care,	our	say White Paper that, over the next two years, every one of the 
15 million people with one or more long term conditions should be offered a 
personalised care plan. In January 2009 the Department of Health published 
Supporting	People	with	Long	Term	Conditions:	Commissioning	Personalised	
Care	Planning –	a	guide	for	commissioners, which includes the needs of people 
approaching the end of life.
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NHS Northamptonshire 

Integration of end of life care at local level

NHS Northamptonshire has set local targets for deaths at home: 
  2008 – 21% (forecast outturn 19%) 
2009 – 22% 
2010 – 24%

It is also setting up projects for:

•  pathway adoption – to ensure uptake of best practice pathways and 
fulfilment of patient choice. This includes universal adoption of the three 
end of life pathway tools (Gold Standard Framework, Preferred Priorities  
for Care and Liverpool Care Pathway) across primary, community and  
acute care;

•  the development of Hospice at Home, and whole-systems integration with 
other schemes;

•  a key workers programme – a community-based key worker for all patients 
who will co-ordinate care across multiple settings and conditions;

•  education and training – programmes to address negative attitudes towards, 
and poor awareness of, end of life care issues across all providers including 
care homes;

•  an end of life care network to ensure clinical and stakeholder input into 
commissioning, determine and monitor standards and drive improvements; and

Advance care planning was highlighted as a key area within the End of Life Care 
Strategy. One issue to be addressed is that some professionals do not distinguish 
between care planning – focusing on a patient’s needs – and advance care 
planning which concentrates on their wishes and preferences. The two need  
to be co-ordinated but they are not identical. 

In response to this the National End of Life Care Programme has worked with  
a variety of partners, primarily the NCPC and Nottingham University, to publish 
an updated version of Advance	Care	Planning:	A	Guide	for	Health	and	Social	
Care	Staff in August 2008. This sits alongside two information booklets for  
the public, written for individuals who have been diagnosed with a life- 
limiting disease. Advance	Decisions	to	Refuse	Treatment	is available from  
www.endoflifecareforadults.nhs.uk. Planning	for	Your	Future	Care is also 
available in hard copy. 40,000 hard copies have been distributed so far. This 
booklet will be evaluated to assess its content, usage and impact.

Preferred Priorities for Care (PPC) has continued to be utilised across the country. 
Work is underway to scope how this tool is being evaluated and to share the results. 

http://www.endoflifecareforadults.nhs.uk
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Choice in Liverpool

As part of local Gold Standard Framework Care Home implementation Liverpool 
aims to introduce the concept of advance care planning. They have chosen to 
use the Preferred Priorities for Care (PPC) document (as devised by Lancashire 
and South Cumbria Cancer Network in 2004). The home introducing GSF 
wanted to offer all residents the opportunity to complete an advance care plan.

It was decided to introduce the concept at a small meeting at Broadway  
Nursing Home in Liverpool involving a few home residents, to test the water. 
An informal session was arranged with five residents. Initially the facilitator 
was a little nervous about how the session would go: ‘I was concerned and 
did not want the residents to think I was coming to promote this initiative 
with them as they were elderly and close to death.’ (None of the residents 
had a terminal diagnosis.) 

The discussion started with preferred place of care. All the residents strongly 
stated that they wished to remain in the care home at the end of life.  
If nothing medically could be done for them they did not wish to be admitted  
to hospital to die.

Despite the initial fears the session was far from sad and morbid. In fact 
the elderly residents were more at ease discussing end of life care than the 
facilitator had first imagined. 

At the end all five residents had completed their PPC. They said that the 
experience had been very enjoyable and empowering and that everyone 
should be given the opportunity to have their wishes documented while they 
were able to express them. 

Residents felt valued that time was spent trying to gain this information which 
would affect their future care. They felt listened to. They were glad that their 
wishes would be known and that plans could be put in place to meet them.

Staff involved felt more comfortable talking about these sensitive issues. They 
commented that they would tackle the subject more easily next time and 
would openly encourage the completion of PPCs with residents in the future.

Step three: Co-ordination of Care 

The strategy highlighted the potential importance of End of Life Care Locality 
Registers. It was clear that there was significant work needed on the detail and 
scope of such registers. The National End of Life Care Programme therefore 
set up a workshop to explore ideas with key individuals and organisations. 
Following this pilot sites have been invited to volunteer to test out a number of 
different models, working with key partners such as SHAs and Connecting for 
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Health. There has been a great deal of interest in this, with more than twenty 
applications received by the deadline. Pilots are to be selected in July 2009 and 
will run from October 2009 for eighteen months.

Wolverhampton City PCT

In July 2008 the PCT launched new community end of life care services to 
deliver high quality, individualised care allowing much greater choice for 
patients and their families across the city. The overall aim was to ensure 
reliable, high quality, efficient care at the end of life for all patients with  
an end stage condition to enable them to live well and die well in their  
place of choice. 

Patient/carer information leaflets, clinical pathways, flow charts and an 
escalation plan have all been developed to support the new service model. 

To support the end of life care pathway the SPAR (Single Point of Access and 
Referral) receives all the referrals for the service and forwards them onto the 
appropriate team. Patients and their families who are receiving the service are 
the only patient group having this direct telephone access (to save patients 
and families having long lists of contact numbers). The number is available 
24/7 and the details taken and passed to the appropriate professional 
immediately via the red phone scheme.

To support this new initiative, a team of ten healthcare assistants were 
recruited into the district nursing service to allow patients in their last few 
weeks of life to receive up to four visits per day from the team (8am – 12 
midnight). There is a night visiting service available. Marie Curie Cancer Care 
can provide three night sits per week, supplemented by the local Hospice at 
Home Team. The service can currently support fifteen patients at any one 
time and there is an escalation plan to allow flexibility if more patients are 
referred into the service. End of life care is co-ordinated by a dedicated key 
worker who is a senior district nurse.
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The Royal Marsden NHS Foundation Trust

Hospital2Home pilot project

This pilot project was set up in 2006 to improve end of life care, decrease 
the death rate in hospital and increase the number of deaths at home. 
Its secondary aims are to disseminate specialist palliative care skills and 
information that pertains to a particular patient to generalists, and to offer 
support to generalists through discussions of managed care plans.

Strategy for change

When a patient is referred to the programme, the programme’s clinical 
nurse specialist assesses them and a managed care plan is drawn up. With 
the permission of the patient, the clinical nurse specialist then sets up a case 
conference in the patient’s home. The patient’s GP and all other community 
staff involved in the patient’s care are invited. The conference is chaired by 
either the GP or the patient.

The agreed care plan is documented and distributed. A new pilot has begun 
to disseminate the documentation electronically as part of the summary care 
plan. All professionals will then be able to share a contemporaneous record 
irrespective of whether the patient is in the acute or community sector.

Measuring improvement

By July 2009, 130 case conferences have taken place and 114 patients 
have died. Thus far 73% of those patients who have died have died in their 
preferred place, at home or in a hospice rather than in hospital, and 10% 
have died in hospital (national average 58%). This was achieved through 
team working in which there were identified key workers, team members had 
defined responsibilities, and the patient was the central focus. Patients and 
their carers reported feeling ‘safe’ and their satisfaction levels were high.

The Quality Markers for end of life care emphasise the importance for all services, 
as well as for commissioners, of co-ordinating care for people approaching 
the end of life. One important mechanism to help with this will be the locality 
registers for end of life care. When that work has been completed we expect  
to be able to feed it into a revision of the Quality Markers. 
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Step four: Delivering high quality services

There has been a great deal of activity within the different care settings with the 
focus on building a firm foundation for service development and redesign for 
sustainable improvements in care. 

Cambridgeshire

Integrated Care Organisations 

Assura Cambridge Limited Liability Partnership (LLP) has been chosen as 
one of only 16 national pilot sites to benefit from a trial to see how health 
and social care services can join together to increase quality of care. The 
scheme has been designed to look beyond traditional health and social care 
boundaries to explore how services for partners and service users can be 
improved. The Cambridgeshire pilot will look at how different organisations 
across the health, social care and third sectors can better communicate and 
co-ordinate end of life care to enable people to be cared for and die in the 
place they choose. 

 

East of England SHA

Marie Curie – Delivering Choice

East of England SHA has been working with Marie Curie Cancer Care to 
develop a streamlined version of the Delivering Choice Programme. The 
Palliative and End of Life Care Network will enable PCTs undertaking the 
programme to work together to develop services across boundaries and 
engage with providers such as the Ambulance Trust at a regional level.

 

The Marie Curie Delivering Choice Programme 

The programme helps local providers and commissioners of care to develop 
the best possible local services for palliative care patients, regardless of 
diagnosis, so that they are cared for in the place of their choice. 

The programme has funded and managed seven projects across the UK –  
in Lincolnshire, Leeds, Tayside (Scotland), Barnet (north London), south-east 
London, Somerset and Northumberland, Tyne and Wear. 

In addition, more localities are adopting the Delivering Choice Programme 
methodology independently by using Marie Curie’s new electronic toolkit 
and expert adviser service. They include Tower Hamlets (east London), Great 
Yarmouth and Waveney (Norfolk), Heart of Birmingham and Worcestershire. 

More information is available at: http://deliveringchoice.mariecurie.org.uk/
about_the_delivering_choice_programme

 

http://deliveringchoice.mariecurie.org.uk/about_the_delivering_choice_programme
http://deliveringchoice.mariecurie.org.uk/about_the_delivering_choice_programme
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The National End of Life Care Programme has continued to provide support to 
the National GSF team who are producing updated support tools for GP practices 
delivering GSF. In particular this has supported the production of a helpline and 
website. An event was held in June 2009 to support dissemination and update for 
primary care.

Bath and North East Somerset (BANES)

Gold Standards Framework and audit

An end of life care facilitator (band 6 nurse) has been working with general 
practices in BANES since September 2008 to increase the uptake of GSF in 
general practice to 90% (there are 27 practices in BANES). 26 out of 27 
practices are now using the GSF, with the intention for the final practice to 
be doing so in the near future. Protected Learning Time sessions for clinical 
staff in primary care have been arranged, focusing on GSF. The intention is 
for the end of life care facilitator to undertake an audit in order to obtain 
some detail around how GSF is being used and its contribution to end of life 
care for individuals and families. Information on these quality issues will help 
to inform the work of the end of life care facilitator on continuing to develop 
and improve the use of GSF.
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Cornwall 

Enhanced community pharmacy service

Community pharmacy in Cornwall currently interacts with palliative care 
services through the essential element of their pharmacy contract – for 
example, provision of information and advice at the point of dispensing to 
enable safe and effective use of medicines, and the collection of unwanted 
medicines. In addition to these essential services, there is within the PCT  
an informal voluntary scheme whereby named pharmacies/pharmacists have 
agreed for their details to be shared with the Macmillan service and Serco 
Health (Out of Hours medical service) in case there is an urgent need to 
access specific medicines out of hours. Pharmacies located within the centre 
of Cornwall have also been involved in the pilot of ‘Just in Case’ boxes. For 
the future, there are hopes to establish an enhanced palliative care service 
through a number of community pharmacies. This service will require a 
network of specialist pharmacies:

•  to provide information regarding palliative care medicines to patients, carers 
and other healthcare professionals; 

•  to provide a signposting service for patients etc which identifies and details 
the type of palliative care support for the patient through other partnership 
organisations, for example Macmillan nurses, hospice teams, day care, 
providing information on financial benefits; and, 

•  to provide an educational/training role for other community pharmacists 
and to act as a reference and information source for other community 
pharmacists.

The new service is being developed through discussions with relevant agencies  
and organisations including the End of Life Care Group and the Local  
Pharmaceutical Committee.

Step five: Last days of life 

The Liverpool Care Pathway (LCP) was developed for use in hospitals with 
cancer patients but can be used for people in other care settings and with other 
diagnoses. It empowers generalists to care for the dying. The LCP Team is 
undertaking work to adapt the pathway for intensive care and for neurological 
conditions. The National End of Life Care Programme has supported the team 
to provide a helpline and a website. The Quality Markers for end of life care 
emphasise the value of using a tool such as the LCP to ensure high quality care 
for patients, whatever their diagnosis, in the last days of life.
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The National Hospital Audit of the Liverpool Care Pathway 

This audit examines care delivery in the last few days of life for people who have 
died in acute hospitals on a LCP. It also looks at the care provided for their family 
and carers. The first round of the audit took place in 2006/07, involving 118 
hospitals. It found high standards of clinical care for individual patients but found 
that there was room for improvement particularly in the areas of spiritual care 
and communication, both with patients and with primary care. 

The second round of the audit is now under way. It builds on round one, with 
additional questions including examination of the use of sedation in the last day 
of life. The number of hospitals taking part has increased and now stands at 155. 

Step six: Care after death

The National End of Life Care Programme has been supporting two audits. The 
audit of the LCP looks at care after death as well as in the last days of life. 

After Death Analysis (ADA) Pilot 

ADA focuses on primary care and this audit is being undertaken by OMEGA. The 
purpose is to test out this tool. The results will be available in November 2009.

Death Certification 

Legislation reforming the process of death certification in England and Wales 
is included in the Coroners and Justice Bill, currently before Parliament. When 
implemented, these significant reforms will mean that the cause of death in all 
cases that are not subject to investigation by a coroner will be confirmed by an 
independent medical examiner. It is expected that the introduction of medical 
examiners will also reduce the overall number of deaths that are reported to the 
coroner – while maintaining appropriate referrals. The reforms are intended to 
provide a common level of assurance to all bereaved families and improve the 
quality and accuracy of death certification.
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The End of Life Care Strategy emphasises the need to provide high quality care 
for all those approaching the end of life, whatever their condition and whatever 
the setting for their care. 

The King’s Fund’s Enhancing the Healing Environment programme

The Enhancing the Healing Environment (EHE) programme was launched by  
HRH The Prince of Wales, President of The King’s Fund, in 2000, as part of  
The King’s Fund’s activities to mark the millennium. 

This is a grants and development programme with two main elements:

a development programme for a nurse-led, multidisciplinary team; and •	

a grant for the team to undertake a project to improve their patient •	
environment.

180 teams from NHS Trusts, hospices and healthcare services in HM prisons have 
or are currently participating in the programme. In addition, The King’s Fund 
has supported over 20 hospices in improving their environments of care. The 
programme has been independently evaluated and recognised with a number  
of regional and national awards. 

Environments for Care at End of Life 

Although there has not yet been much research on the effect of the environment 
on people who are dying, their relatives and the bereaved, the literature does 
suggest that the following may be particularly important in end of life care: 
home-like environments of domestic/human scale; single rooms (or the option 
of); facilities for family members; natural light; incorporating elements of nature; 
using soothing, naturalistic colours and artwork; having windows with nice views; 
and having access to outside spaces and gardens.

In January 2006, in partnership with six NHS Trusts, supported by their charities, 
and two Marie Curie Cancer Care hospices, The King’s Fund launched a pilot 
programme designed to adapt the EHE programme to environments for care 
at end of life. These projects included the creation of palliative care rooms in 
an acute hospital, redesign of bedrooms and rooms for family members in 
hospices and improvements to hospital facilities for the bereaved and mortuary 
viewing areas. The findings from this pilot programme directly informed the 

Chapter 4

Care in different settings
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recommendations in the national End of Life Care Strategy regarding the 
importance of the environment of care to those who are dying, their relatives  
and the bereaved. 

Palliative Care Suite, United Bristol Healthcare NHS Trust, before development

Palliative Care Suite, United Bristol Healthcare NHS Trust, after development.
 (Photographs: copyright the King's Fund and United Bristol Healthcare NHS Trust)
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Viewing Room, Kings College Hospital NHS Foundation Trust, before development

Viewing Room, Kings College Hospital NHS Foundation Trust after development.
 (Photographs: copyright the King's Fund and Kings College Hospital NHS Foundation Trust)
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Following the success of the pilot and to support the implementation of the 
strategy the Department of Health commissioned The King’s Fund to extend the 
Environments for Care at End of Life programme to a further nineteen organisations 
that deliver palliative care. £1 million was made available to fund the programme, 
60% of which has gone directly to the participating organisations to fund their 
projects. Over sixty applications were received for the programme and the 
successful organisations were chosen to reflect the end of life care pathway  
across acute, mental health, primary care provider organisations and a prison.  
The programme commenced in April 2008 and projects will be completed in the 
summer and autumn this year. 

The programme is being independently evaluated by the University of 
Nottingham who will be providing recommendations for the review of the 
Department of Health’s Health Building Note on mortuaries and facilities for the 
bereaved which is due for review later this year. 

Hospice Capital Grants 

In September 2006, the Department of Health made available up to £40 million 
capital funding for voluntary sector hospices as part of the Dignity in Care 
programme for older people. This funding was to allow hospices to improve  
their physical environments of care for patients and carers. 

Help the Hospices ran the programme on behalf of the Department. The 
programme has funded 146 hospices to undertake 191 projects. Most were 
concluded by March 2009. They included the refurbishment or creation of 
outpatient and visitor facilities; dining and social areas; counselling, rehabilitation, 
treatment and day therapy suites; overnight stay facilities; multi-faith rooms; 
creative, relaxation and ambient care facilities; and conservatory and garden areas. 
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Prince of Wales Hospice before development

Prince of Wales Hospice after development
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Prince of Wales Hospice after development

Prince of Wales Hospice after development
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Prince of Wales Hospice before development

Prince of Wales Hospice after development

The Prince of Wales Hospice (Pontefract) 
used funding from the Department’s 

capital grant to improve their reception 
and lymphoedema clinic facilities and 
to provide easier access and increased 

independence for wheelchair users, 
increased natural light and more privacy 

and comfort for patients.
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St Gemma’s Hospice before development

St Gemma’s Hospice after development
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St Gemma’s Hospice before development

St Gemma’s Hospice after development

St Gemma’s Hospice (Leeds) used funding from the Department’s capital grant to develop their outpatient 
unit and existing Day Hospice, to provide a suite of therapy, consulting and counselling rooms, to improve 
the art therapy facility and to provide a conservatory so more patients can be accommodated each day.
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The funding has provided real improvements to hospice facilities and to the care 
provided for patients across the country. 

Care Homes 

For many people approaching the end of life their care home will be their home. 
The National End of Life Care Programme commissioned Professor Jane Seymour 
of Nottingham University and Dr Katherine Froggatt of Lancaster University to 
undertake a study examining the needs and support of care homes in delivering 
good end of life care. They reported in February 2009.

The main themes from the study included the importance of leadership, the 
variability in access to key staff as well as vital information, resources and 
training. They also found that an inverse care law was operating whereby homes 
that were not implementing end of life care tools had less access to support  
and became more isolated as a consequence.
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The study produced thirteen recommendations: 

For care homes and staff:

1. Consider setting up local networks to encourage practice development.

2.   Bear in mind that NHS Continuing Healthcare funded care is available for 
end of life care and can be delivered in care homes.

3.  Be aware of the National End of Life Care Strategy and the responsibility 
of local authorities and PCTs to provide ongoing support.

4.  Implementing end of life care tools such as the GSF and LCP can improve 
practice and help bring in external support.

5.  Consider strategies to develop leadership, including designating some 
homes good practice ‘beacons’. 

For SHAs, PCTs and local authorities:

6.  Commissioning needs to ensure proper levels of nursing, medical and 
equipment support to care homes, particularly in relation to out of hours 
practice and availability and maintenance of syringe drivers.

7.  Consider how to involve nursing home representatives in your end of life  
care strategy.

8.   Ensure residents receive consistent and coordinated medical care from  
a GP familiar with their needs.

9.  All homes should be able to access outside support regardless of whether 
they are implementing end of life care tools. 

10.   Many deaths in care homes are not from cancer and a growing 
proportion of residents have dementia. The community matron can play 
a vital role in addressing the management of people with long-term 
conditions.

End of life care in nursing homes: Understanding and mapping solutions: 

11.  The provision and accessibility of training for care home staff needs to be 
examined urgently.

For acute hospitals: 

12.  Consider how information is provided to care homes about residents 
discharged from hospital.

13.  Think about monitoring admissions of residents from care homes in the 
last days of life as well as auditing the reasons for admissions and informing 
PCTs and SHA end of life care working groups.  
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Building on the report, the National End of Life Care Programme is working with 
a number of partners from the care homes sector, the voluntary sector and health 
and social care to look at how we address the issues identified and share solutions.

Liverpool PCT 

Liverpool Care Pathway Facilitator – care homes

The PCT introduced a new post of Liverpool Care Pathway Facilitator. This 
focused on improving care at the end of life and increasing choice for dying 
Liverpool residents by using the LCP and PPC documents for nursing  
home residents. 

How did it happen? 

The process started with a LCP/PPC pilot study covering three care homes 
(total bed numbers 480), with all trained nurses being taught about the 
principles and use of the LCP and PPC and surrounding issues. At the same 
time another care home was introducing the GSF.

Two key nurses were nominated in each home to act as champions to spread 
and sustain the tools. 

The project has now been rolled out to eleven care homes, and eight further 
homes have signed up to take part in the next phase of the LCP/PPC roll-out. 
The pilot care home is currently completing GSF and other Liverpool homes 
have already expressed an interest in future GSF care home phases. 

What are the real differences?

To date thirty care home residents have died benefiting from use of the LCP, 
having chosen to remain within the home setting (their preferred place of death). 

Nursing home staff have seen the programme as important in their own 
development, and in the forging of a team ethos.

The education element has helped staff build their knowledge and skills.  
The tools have given them a format to guide them through the process.  
This has resulted in an increase in confidence of all nursing staff delivering  
the hands-on care.

Feedback from relatives has been glowing. Many of them have sent cards and 
letters of thanks expressing their gratitude for the care their relative received: 
allowing them to ‘live well to the day they die’ (GSF team).

Views of care homes manager: ‘The staff at the home have grown in confidence 
when using the pathway, the GPs are more aware and we feel the residents 
had dignified deaths and were pain free, relatives have given good feedback to 
me and the staff, which proves a good outcome for the project.’ Ann McCann, 
manager and owner, Redholme Memory Care Nursing Home, Liverpool.
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Extra Care Housing 

In collaboration with Housing 21 the National End of Life Care Programme 
undertook a pilot project on extra care housing. This aimed to identify and 
test what is required to enable people living in extra care housing to be 
supported there during their end of life care if that is their choice. The findings 
were published in October 2008 in the report Is	it	that	time	already? A key 
recommendation was to develop a resource pack for extra care housing staff.  
This has been produced and will be launched at a joint event with Housing 21 
and the NHS Networks in July 2009. 

Prisons 

The National End of Life Care Programme is working in collaboration with 
the Department of Health’s Offender Health Team to produce an end of life 
care policy to support end of life care for prisoners. They will be collating and 
disseminating examples of good practice in autumn 2009. The Enhancing 
the Healing Environment programme is also working with prisons which are 
increasingly looking after older prisoners at the end of their lives.
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Chapter 5

Support for carers and families
The Handbook to the NHS Constitution says:

‘The	NHS	commits	to	work	in	partnership	with	you,	your	family,	carers		
and	representatives.

This partnership approach is at the heart of the End of Life Care Strategy. It links 
to the work of the Carers’ 

’
Strategy,	Carers	at	the	heart	of	21st	century	families	

and	communities, which is a ten-year cross-government strategy. The Carers’ 
Strategy sets out our vision that by 2018 carers will be respected as expert care 
partners and will have access to the integrated and personalised services they 
need to help them maintain a balance between their caring role and a life outside 
caring. Among other things, it includes training for carers to empower and enable 
them in their caring role, advice and information for carers via a website and 
helpline, and funding for third sector organisations that offer emotional support 
for carers. It also includes a commitment to enable carers to be better able to 
combine paid employment with their caring role and re-enter the job market after 
their caring role has ended through encouraging flexible working opportunities 
and increased training provision. 

Solihull NHS Care Trust

Care for carers

The context: The Trust has introduced a commissioning strategy aimed at 
developing end of life care services for all patients with advanced disease.  
It means specialist and generalist providers of palliative care working together 
to allow people to be cared for in their place of choice.

After consulting carers, and following conversations with carers’ workers, 
work is in hand to increase the range of carers’ services related to the end of 
life care pathway. 

The ultimate aim is to create a ‘compassionate community’ where death is 
seen as part of life and carers know they have a range of support mechanisms 
in place when they need help or advice. 

The challenge is to identify carers ahead of crisis. Many do not recognise 
themselves as carers until it is too late to help. 

The GP’s surgery was chosen as the model, since everyone has easy access 
and most already have some relationship with their family doctor. This model 
offers the fundamental equality needed for compassionate communities.
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The plan is to pilot a scheme from 2010/11 for a carers’ worker, based in 
the GP surgery, to offer a proactive carer’s assessment as their loved one 
enters the GSF register. This could provide more than 500 additional carers’ 
assessments per year.

This will be linked to a self-assessment questionnaire designed to indicate 
the support levels required by carers from the start of their journey. This will 
help with focusing resources on those who need the most support through 
the patient’s progression. It will also help with signposting carers to services 
available to them. It is also hoped to combine the resources required by both 
carer and patient in what would amount to a joint ‘personal budget’, although 
case managed by the district nurse.

 

The Quality Markers for end of life care emphasise the role of the various services 
in involving carers of people approaching the end of life and in assessing and 
addressing their needs. They are clear that it is good practice in care planning 
and advance care planning to involve carers and families where this is appropriate 
and where the individual approaching the end of their life wishes it. The Quality 
Markers point out the right to a carer’s assessment. The glossary to the Quality 
Markers is also clear that ‘family’ can have a wide interpretation, including, for 
example, same-sex partners. It also makes the point that carers can sometimes be 
children or young people. 

Dorothy House Hospice 

Carers course

A five-week carers course facilitated by a Dorothy House Nurse Specialist is 
provided three times each year. Comments shared on evaluation of the most 
recent course include:

‘I valued the information regarding available help and services and being  
with people who are going through the same experience and knowing you 
are not alone.’

‘When the worst comes to the worst – the course has made me feel less 
fearful about the future.’

‘I was pleased to hear that my companionship for my mum is of value in itself.’
 

One of our commitments for year two of the End of Life Care Strategy is to 
develop policy proposals on bereavement. We shall continue to work with 
Carers’ Strategy colleagues as a key link in this process. The National End of Life 
Care Programme will continue to build on its partnership working with Carers’ 
Strategy demonstrator sites, volunteering, and development of new work streams 
which will include acute care and spirituality. The examples in this chapter are 
independent of the demonstrator sites.



End of Life Care Strategy: First Annual Report

46

Hospice in the Weald 

Working with schools

Hospice in the Weald provides teaching for year 8 (age 12–13) students as 
part of their PHSE Schools Programme on Loss and Grief.

In addition, workshops for both primary and secondary teachers are offered as 
Inset Days, as well as advice and support for individual students and teachers 
coping with the effects of living with a life-limiting illness and bereavement.
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Chapter 6

The end of life care workforce
Chapter 6 of the strategy recognised that delivering quality services to individuals, 
their families and carers required a cultural shift in attitude and behaviour related 
to end of life care within the health and social care workforce. This will take time 
but that must not be taken as an excuse for inaction. There has already been 
significant progress in delivering the workforce element of the strategy through 
partnership working with a range of health and social care organisations and 
individuals who have made considerable time commitments to support us.  
The challenges of taking forward workforce development across health and  
social care should not be underestimated but there is extensive support  
to make this happen. 

What we have achieved

To take this forward we commissioned three foundation projects based on  
the four core common requirements for workforce development outlined  
in the strategy:

Working with Skills for Care and Skills for Health we have developed  •	
core competences and principles which were launched in June 2009.  
The implementation programme runs through until March 2010.

e-Learning for Healthcare are developing a suite of e-learning modules to be •	
available in January 2010. These will be free at the point of access to health 
and social care staff.

Pilots within health and social care have been established to review •	
communication skills needs and provision at basic, intermediate and advanced 
level and will report by December 2010 – work is being undertaken in 
partnership with the advanced level ‘Connected’ programme run by the 
National Cancer Action Team. 
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East Sussex 

End of Life Care Learning and Development Working Group

The East Sussex End of Life Care Learning and Development Working Group 
is a workstream of the East Sussex End of Life Care Strategy Board. The 
aim of the group is to develop local competences for generalist healthcare 
assistants and qualified staff working with individuals at the end of life across 
the healthcare community. The competences then outline a programme of 
learning and development which enables staff to achieve competence in order 
to provide a high quality end of life care service. Membership of the group 
includes stakeholders from NHS primary and secondary care, mental health, 
care homes, hospices and bereavement services. 

The group has developed competences for generalist staff based on the NHS 
Knowledge and Skills Framework which provides a fair and objective framework 
on which to base review and development for all staff. The competences are 
designed for a range of care environments and have been developed specifically 
to enable a ‘pick and mix’ approach. For example, a healthcare assistant in an 
acute Trust could have communication at level 1, in a Nursing Home level 2 
and in a Residential Home level 3; each dimension would be dependent on the 
specific role of the individual carer.

 

We have also been successful in ensuring that the Multi Professional Education 
and Training levy for 2009/10 included an indicative £12.8 million of funding 
relating to end of life education and training, and the accompanying Service 
Level Agreement required SHAs to develop investment plans that should include 
workers in all settings where people may die.

We contributed to the General Medical Council’s review of Tomorrow’s	Doctors 
and hope that standards and outcomes contained within the new edition are 
reflective of the needs of the future medical workforce supporting end of life care. 
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Dorothy House Hospice 

Residential Care Home Project

The aim of the project was to develop and implement an educational 
programme for the residential care workforce, a group of staff increasingly 
caring for those at the end of life. The programme was delivered to twenty 
residential homes within the Dorothy House catchment area and utilised 
a range of teaching and learning approaches to assist in the application of 
theory to practice for participants. Alongside study days and a workbook, 
another key aspect was facilitation by one of the hospice educators in each 
home to help support learning and sustainable developments in practice 
within each participating home. Evaluation of this innovative programme has 
demonstrated the immense impact on how staff cared for residents at the  
end of their lives.

 

The next twelve months

Work will continue to focus on completing the three foundation projects (that is, 
implementation of competences; e-learning; and communications skills training). 
Feedback has shown that many employers and workers may dismiss this work as 
not being relevant to them. However, there are very few workers across health 
and social care and other sectors such as police and housing services who will 
not at some time interact with the stages of the end of life care pathway. So our 
future workplan will also include:

raising awareness of the project outcomes and their practical application so •	
that commissioners, regulators and providers of services can identify and 
address the necessary knowledge, skills and attitudes needed to support 
quality services as well as helping individual workers identify their own 
development needs;

making stronger linkages with professional regulatory bodies and Royal •	
Colleges on common competences and standards; and

working with SHAs on developing and implementing their workforce •	
investment plans for end of life services.
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Chapter 7

Measurement and research in end of life care
The development of the strategy brought together a great deal of data but 
also showed up where there are current gaps. Some of these can be filled by 
combining different data sources but some need new research. The strategy 
recognised a clear need to identify and bring together all the available data on 
end of life care, to transform this into intelligence, and to make it available in 
forms that are useful and empowering for commissioners, service providers  
and the public.

Intelligence Network

The strategy commits the Department to commission the development of a new 
End of Life Care Intelligence Network to achieve this aim.

As preparation for this work, the Department brought together about 30 
researchers, academics, data providers, data users and potential funders in a 
workshop in March 2009. The workshop made a series of useful suggestions 
on the best way to take this work forward. It elicited the clear view that any 
work needed to be collaborative and inclusive, ensuring that the expertise and 
enthusiasm of all the key players – such as Public Health Observatories, registries, 
the National Cancer Intelligence Network, academics, researchers and the 
voluntary sector – were utilised and built on.

We expect to announce how this work will be progressed later this year.

Research

The work to develop the End of Life Care Strategy was underpinned by the best 
available research evidence. However, the strategy also recognised that there are 
gaps in research and deficiencies in the current end of life care evidence base.

In collaboration with other statutory and voluntary sector providers, the 
Department wishes to see a significant expansion of research in end of life care, 
including care in different locations and in conditions other than cancer. One 
of the commitments in the strategy is to set up a national End of Life Research 
Initiative, to enhance understanding of how best to care for those at the end of 
their lives. 

In 2006 the National Cancer Research Institute (NCRI) and its partners launched 
a major research funding initiative, making £1 million available per year for five 
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years to support two Supportive and Palliative Care Research Collaboratives. 
These are designed to create the necessary critical mass and span of expertise  
to address high priority research questions. The Department of Health is  
providing £0.5 million a year of this funding, with the remainder provided  
by other partners, including Marie Curie Cancer Care, which is managing  
the initiative on behalf of the NCRI. 

In summer 2009 the NCRI will conduct a rapid review of research in end of life 
care, with a view to establishing the key themes to research over the next few 
years. These themes will then be aligned with interested funders. 

In addition, following a recent call for research proposals in end of life care,  
the National Institute for Health Research is funding four new research projects  
on generalist services for people at the end of life, with a combined value of  
£1.4 million. The Department has also been able to commit £1 million capital 
funding to support the Cicely Saunders Institute for Palliative Care, which  
is currently being developed in partnership with King’s College London.

VOICES

The strategy set out a commitment to pilot and roll out surveys of bereaved 
relatives as a way to measure the quality of care that people receive at the end of 
life. Previous research in this area has shown that surveying the views of relatives 
provides a valid proxy measure in an area where it is difficult, if not impossible, 
to obtain feedback from the patients themselves. We expect to complete the 
tendering process in July 2009. The pilot will run for 18 months to January 2011. 
The end product will inform how the national survey will be taken forward, and 
will also provide guidance for commissioners and service providers to support 
them in undertaking their own local surveys.
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Making change happen
The End of Life Care Strategy has already begun to raise the profile of end of life 
care. The National Coalition already has over 200 members and continues  
to grow. End of life care issues are raised regularly in Parliament.

Being embedded in the NHS Next Stage Review gave end of life care an impetus 
at SHA and PCT levels. The SHA Clinical Pathway Chairs have become clinical 
leads for implementation and, with their management lead colleagues, have been 
active in setting up the structures they will need for the future.

As this report makes clear, we have also been able to work with a wide range of 
colleagues to embed end of life care in a range of policy strands to our mutual 
benefit, and we shall continue to do so.

Commissioning

Commissioning is one of the most important vehicles for the delivery of a high 
quality health and care system. We are currently working with colleagues in 
World Class Commissioning to explore how to best support commissioners in 
improving health outcomes, building on the numbers of PCTs that have selected 
end of life care as one of their top priorities. Commissioning groups are a 
recurrent theme in development at SHA level. 

The National End of Life Care Programme has worked with a number of 
commissioners to produce a publication aimed at providing commissioners with  
a basic understanding of end of life care. Information	for	commissioning		
end	of	life	care was published in December 2008 and is available at  
www.endoflifecareforadults.nhs.uk

The programme also contributed to the electronic cancer commissioning toolkit. 
Drawing on the Cancer Commissioning Guidance published in January 2009, this 
in turn refers to the pathway set out in the End of Life Care Strategy for all those 
approaching the end of life, including those with a diagnosis of cancer.

http://www.endoflifecareforadults.nhs.uk


53

End of Life Care Strategy: First Annual Report

NHS North Lancashire Community 

Integrated palliative care service

NHS North Lancashire and Lancashire County Council (LCC) agreed to develop a 
jointly funded service to focus on improving the quality of care provided by social 
carers, improve rapid access to care and be accessible twenty four hours a day, seven 
days per week. The service would be free of charge to patients and aimed at the last 
two weeks of life (non-disease specific), but could be extended for up to six weeks 
if circumstances demanded. The service would also remove delays in discharge from 
hospital or hospice for those patients wishing to die at home by eliminating the need 
for agreement as to whether or not the patient met NHS fully funded continuing care 
criteria. 

The healthcare elements were funded by the local Practice Based Commissioning 
Consortium.

LCC agreed to contribute 50% of the total cost of the service and obtained 
permission to provide free social care to patients without means testing. 

There were several meetings between health, social care and the agreed care agency 
to develop the service specification.

A training programme was developed, in conjunction with local specialist palliative 
care providers, and delivered to two cohorts of care agency staff. 

The service will be co-ordinated by Community Nurse Team Leaders and will be 
monitored via a weekly teleconference.

The service will provide whatever care the patient and their family request (within 
guidelines) for either personal care, social care – such as shopping, light domestic 
duties, cooking a meal – or simply someone to sit with the patient for a period of 
time to allow the family/friend(s) respite. Care will also continue to be provided for 
a short period of time after the patient has died in order to continue to support the 
bereaved.

Patients can be referred to the service by either GP or Community Nurse.

There are plans for monitoring the service against patient outcomes, using the views 
of bereaved families/carers. It is proposed to invite bereaved families to take part 
in a focus group. This focus group will attempt to identify how many patients were 
offered PPC documentation, whether or not their preferences and wishes were 
achieved and how services could be further improved. There is also discussion as to 
how this work could be linked to that of the International End of Life Observatory at 
Lancaster University.

The service was open to referrals from 1 June 2009.
 

Benchmarking: Quality Markers for End of Life Care

The End of Life Care Clinical Pathway Chairs for the ten SHAs, who helped to 
develop the strategy alongside the SHA visions for end of life care, asked the 
Department to develop a set of Quality Markers for the various commissioners 
and providers of end of life care. The Quality Markers are intended to help 
organisations to identify areas of their practice for improvement, to track 
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their progress and to benchmark themselves against their peers. They are 
not mandatory and the Department of Health is not imposing any sort of 
formal reporting mechanism. Rather, they are intended as a resource for local 
organisations to use as they find most helpful.

The draft was published for consultation in November 2008 and by the closing 
date of February 2009 we had received about 150 responses. 

Most responses welcomed the Quality Markers. Many suggested strengthening 
them, in particular by making them mandatory, and extending them to detail 
specific conditions, staff groups and settings for care. We took account of 
all the comments received and amended the draft in their light. The revised 
version was published in June 2009 and can be found on the Department of 
Health’s website at: www.dh.gov.uk/en/Publicationsandstatistics/Publications/
PublicationsPolicyAndGuidance/DH_101681

The response to the consultation is also on the website at: www.dh.gov.uk/en/
Consultations/Responsestoconsultations/index.htm

The Northern Staffordshire End of Life Care Network 

The network was established in October 2008. The steering group comprises 
a lead commissioner from NHS Stoke on Trent and NHS North Staffordshire, 
working alongside appointed clinical champions. In addition, there are 
three sub-groups – Stakeholder/provider, Clinical, and Patient/carer – with 
representation from local authority, healthcare provider, voluntary and 
charitable organisations.

The steering group used the draft Quality Markers for end of life care as  
a framework for participative leadership in decision making procedures. The 
Quality Markers are used to determine the extent to which stakeholders can 
influence the commissioner’s decisions and the level of autonomy individual 
organisations possess to design and perform their own tasks. The overall 
approach has enabled stakeholders and commissioners to develop healthy 
partnerships in a competitive market and to secure funding in 2009/10 for  
a wide range of staff and services  
for end of life care.

 

http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_101681
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_101681
http://www.dh.gov.uk/en/Consultations/Responsestoconsultations/index.htm
http://www.dh.gov.uk/en/Consultations/Responsestoconsultations/index.htm
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Next steps 

All the workstreams and initiatives detailed above will continue to develop over 
the next year.

In the meantime we are aware that there are some areas of policy where we still 
have significant work to do. 

Bereavement•	

  The End of Life Care Strategy touched on the needs of bereaved people  
but did not expand on the issues. We plan to take this forward over the next 
year.

Spirituality•	

  Similarly there is a piece of work to do on meeting the spiritual needs of 
those approaching the end of life, their carers and families.

Triggers•	

  The National End of Life Care Programme will work to address the question  
of when the end of life pathway should start for people with progressive 
disease, focusing on individuals with COPD/respiratory disease and neurological 
conditions.

  The cancer survivorship programme will address the same question for  
cancer patients.

Communications•	

  The National End of Life Care Programme is developing a communications 
strategy designed to meet the needs of the range of different people and 
organisations they need to reach. This will take a phased approach and will be 
focusing on different elements of the implementation of the strategy  
over the forthcoming year.
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Appendix A

National Implementation Advisory Board for End of Life Care:  
Terms of Reference

1.  The National End of Life Care Strategy was published in July 2008. Paragraph 
8.51 of the Strategy states “The government is committed to tracking 
progress on end of life care to ensure that the aims of this Strategy are 
achieved. Professor Mike Richards will deliver annual reports on progress to 
Ministers… An advisory board of stakeholders, facilitated by the Department 
of Health, will also be convened to provide input into each annual report.”

2.  The Strategy builds on the Government’s commitments to improve care and 
people’s choices at the end of life, set out in	Building	on	the	Best	(2003), 
re-emphasized in the election manifesto in 2005 and again in the White 
Paper Our	Health,	Our	Care,	Our	Say (2006). 

3.  The Strategy aims to deliver increased choice to all adult patients in England 
about where they live and die, regardless of their condition. 

Objectives

4.  The objectives of the End of Life Care Implementation Advisory Board (the 
Board) are:

 •  To input to annual progress reports which will be delivered to ministers by 
Professor Mike Richards, National Clinical Director for Cancer and End of 
Life Care;

 •  To inform the future direction of the work programme, advise on progress, 
and identify opportunities and challenges;

 • To  ensure that there is an adequate level of engagement with  
key stakeholders.

Scope

5.  The Board will meet twice a year. Meetings will usually be for three hours.

6.  The annual progress reports will be delivered to Ministers prior to Parliament’s 
summer recess.

Membership

7.  The Board will be made up of a wide range of voluntary sector organisations 
and health and social care representatives who work in end of life care. See 
Annex A for a list of members.
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Secretariat

8.  The Department of Health End of Life Care Team will provide the secretariat 
for the Board.

Meeting Schedule and Venues

9.  The schedule of meetings will normally be arranged in the autumn for the 
following calendar year. Meetings are normally held in London at a venue 
confirmed well ahead of the meeting date.

Annex A: Members 

Jane Allberry Deputy Director, Cancer and End of Life Care, 
Department of Health

Cynthia Bower Chief Executive, Care Quality Commission

Jabeer Butt Deputy Director, Race Equality Foundation

Helen Campbell Cancer Research Portfolio Manager, Department  
of Health

Paul Cann Chief Executive, Age Concern Oxfordshire 

Carole Cochrane Chief Executive, Princess Royal Trust for Carers

Niall Dickson Chief Executive, The King’s Fund

Andrew Donald Chief Operating Officer, Birmingham East and 
North PCT

Jonathan Ellis Director of Public Policy & Parliamentary Affairs, 
Help the Hospices

Steve Field Chairman of Council, Royal College of General 
Practitioners

David Foster Deputy Chief Nursing Officer, Department  
of Health

Glenis Freeman Team Leader, Cancer and End of Life Care 
Workforce Policy, Department of Health

Robert Freeman Policy Manager, End of Life Care Team,  
Department of Health

Martin Green Chief Executive, English Community Care 
Association

Claire Henry Director, National End of Life Care Programme

Gerard Hetherington Director, Clinical Policy & Strategy, Department  
of Health
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Tom Hughes-Hallett 
(Chair)

Chief Executive, Marie Curie Cancer Care

Tessa Ing Head of End of Life Care Team, Department  
of Health

Elizabeth Ireland National Clinical Lead for Palliative Care at the 
Scottish Government (observer)

Jeff Jerome National Director, National Directorate for Social 
Care Transformation, ADASS

Mike Knapton Associate Medical Director, Prevention and Care, 
British Heart Foundation

Mayur Lakhani Chair, National Council for Palliative Care 

Stephen Lock Senior Policy Manager, End of Life Care Team, 
Department of Health

Jane Maher Chief Medical Officer, Macmillan Cancer Support

Neil McKay Chief Executive, East of England SHA

Barbara Monroe Chief Executive, St Christopher’s Hospice

Michael Perham Bishop of Gloucester

Claire Perry Managing Director, Imperial NHS Trust

Edwin Pugh NHS Next Stage Review End of Life Care Lead, 
North East SHA

Mike Richards National Director, Cancer and End of Life Care, 
Department of Health

Eve Richardson Chief Executive, National Council for Palliative Care

Teresa Tate Joint Clinical Lead, NHS London

Janet Walden Deputy Director, Social Care, Local Government and 
Care Partnerships, Department of Health

Steven West Vice-Chancellor, University of the West of England
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Appendix B

Enhancing the Healing Environment: List of participating 
organisations and projects 

Organisation Project site Proposed project

Barnet and Chase Farm Barnet Hospital, Barnet, Creation of multipurpose 
Hospitals NHS Trust Hertfordshire quiet space for palliative 

care patients and visitors 

Cambridge University Addenbrooke’s Hospital, Centralisation of 
Hospitals NHS Cambridge bereavement services 
Foundation Trust and upgrading of 

relatives room A&E 

East Kent Hospitals Queen Elizabeth Queen Creation of a relatives 
University NHS Mother Hospital, room and adjoining 
Foundation Trust Margate, Kent garden area 

Frimley Park Hospital Frimley Park Hospital, Redesign of courtyard 
NHS Foundation Trust Camberley, Surrey garden to be accessible 

to palliative care patients 
and relatives 

Lancashire Care NHS Frank Gardham Redesign of large garden 
Foundation Trust House, Specialist to provide sensory 

unit for sufferer’s of garden areas and  
Huntington’s Disease, a nature trail 
Preston, Lancashire 

Liverpool Women’s NHS Liverpool Women’s Creation of palliative 
Foundation Trust Hospital, Liverpool care and relatives room 

including overnight 
facilities 

Luton and Dunstable Luton and Dunstable Improvements to 
Hospital NHS Hospital, Luton, external pathway  
Foundation Trust Bedfordshire to and mortuary  

viewing facilities 

Newham University Newham General Redesign of main 
Hospital NHS Trust Hospital, Plaistow, mortuary viewing area 

London and redecoration of 
room used for viewing 
in A&E 
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North Bristol NHS Trust Frenchay and Redesign of mortuary 
Southmead Hospitals, viewing facilities on both 
Bristol sites 

Northampton General Northampton General Centralisation of 
Hospital NHS Trust Hospital, Northampton bereavement services 

and associated offices 

Northumbria Healthcare Wansbeck General Creation of relatives/
NHS Foundation Trust Hospital, Ashington, visitors suite including 

Northumberland overnight facilities 

Nottingham University Hayward House Refurbishment of 
Hospitals NHS Trust Specialist Palliative Care day hospital and 

Unit – City Campus, conservatory space 
Nottingham 

Portsmouth City Jubilee House, Cosham, Redesign of main 
Teaching Primary  Portsmouth entrance/reception, 
Care Trust creation of visitors room 

and additional exit 

Salisbury NHS Salisbury District Redesign of mortuary 
Foundation Trust Hospital, Salisbury, areas including viewing 

Wiltshire facilities to incorporate 
bereavement services 

Shropshire County Bishops Castle Creation of palliative 
Primary Care Trust Community Hospital, care and adjoining 

Bishops Castle, relatives rooms including 
Shropshire small garden 

South Staffordshire and Baswich Ward (dementia Creation of palliative 
Shropshire Healthcare care), St George’s care and relatives room 
NHS Foundation Trust Hospital, Stafford including small garden 

South Tees Hospitals The James Cook Creation of palliative 
NHS Foundation Trust University Hospital, care beds

Middlesbrough 

Southend University Southend Hospital, Centralisation of 
Hospital NHS Southend-on-Sea, Essex bereavement services 
Foundation Trust and associated offices 

York Hospitals NHS York Hospital, York Centralisation of 
Foundation Trust bereavement services 

and associated offices
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