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1.1 INTRODUCTION 

End of life care encompasses the holistic assessment and management of physical 
care, pain and other symptoms including the provision of; psychological, social, 
financial, spiritual and practical support for both the patient and their family/carers in 
their place of choice, during the last year of life 4. It also includes care given after 
bereavement.  

The Leicester, Leicestershire and Rutland (LLR) ‘End of Life Care Strategy’1 states 
that the overall aim for LLR is: To enable people in LLR at End of Life to die in their 
preferred place of care. More than 50 percent of people express a wish to die at 
home although currently only about 20 percent are actually supported to do this.   

All patients who have been diagnosed with an advanced, progressive, incurable 
illness (e.g. advanced cancer, heart failure, COPD, stroke, diabetes, chronic 
neurological conditions, dementia) should have access to high quality end of life care 
which offering dignity, choice and support to achieve their preferred priorities for care 
in the last year of life. 

1.2 KEY ISSUES AND GAPS 

There are an average of 5839 deaths per year in NHS Leicestershire County and 
Rutland (LCR), two thirds of these are in those aged over 75. 

 Around three quarters of all deaths result from end stage disease and are 
therefore 'predictable'. For every 2000 patients  (average GP list size) there 
are 17-19 ‘predictable’ deaths per year 

 Of the 17-19 predictable deaths per 2,000 patients per year, 5 deaths result 
from cancer, 6 from organ failure - heart failure, COPD etc and about 7-8 
deaths from frailty/dementia/multiple co-morbidities. 

 In 2009/10 in LCR there were 742 people on palliative care registers, which 
equates to around 8% of the annual number of deaths.  This compares to the 
LCR aim to identify 35% of patients for inclusion on palliative care registers.  

National studies show us that: 

 over half of people would prefer to die at home and only 11% would prefer to 
die in hospital.  In LCR in 2010, 52% of deaths took place in hospital and only 
23% at home. 

 In adults those aged 75-84 were most likely to die in hospital, with a greater 
proportion of those aged 85+ dying in nursing and residential homes. 

 Those living in the most deprived quintile nationally were significantly more 
likely to die in hospital as were those in Mosaic group M – ‘Elderly people 
reliant on state support’.  
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1.3 RECOMMENDATIONS FOR COMMISSIONING 

 Focus on proactive identification of patients across all diagnoses with end of 
life care needs, allowing timely access to advance care planning. 

 Specialist palliative care services to shift their focus to causes of deaths with 
more complex end of life trajectories 

 Continued commitment to provide quality services which enable patients to be 
cared for and supported within their place of choice.  

 Support the continued development of a single point of access service, to 
improve the co-ordination of end of life services.  

 Contract for a pathway or package of care that encourages providers to work 
together to deliver a more streamlined service.  

 Commission for outcomes rather than activity-focusing contracts on outcome 
measures (rather than structures or processes). This can facilitate 
collaborative work between providers. 

 Traditional measures such as morbidity and mortality do not apply in the same 
way in the context of end-of-life care. It is the qualitative experience of care, 
particularly whether the care provided has met the patient's needs and 
preferences, that is more applicable.2 

 All clinical commissioning groups should involve a dedicated end-of-life care 
lead as recommended by the National Council for Palliative Care3. 

 Commissioners need to recognise and address the challenges and 
complexities in delivering end of life care on a twenty four seven basis. 
Effective handover care arrangements are essential. 

1.4 WHO’S AT RISK AND WHY 

Around half a million people die in England each year, of whom almost two thirds are 
aged over 75. The large majority of deaths at the start of the 21st century follow a 
period of chronic illness such as heart disease, cancer, stroke, chronic respiratory 
disease, neurological disease or dementia. Most deaths (58%) occur in NHS 
hospitals, with around 18% occurring at home, 17% in care homes, 4% in hospices 
and 3% elsewhere.4 

Although every individual may have a different idea about what would, for them, 
constitute a ‘good death’, for many this would involve: 

 Being treated as an individual, with dignity and respect; 

 Being without pain and other symptoms; 

 Being in familiar surroundings; and 
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 Being in the company of close family and/or friends. 

Some people do indeed die as they would have wished, but many others do not. 
Some people experience excellent care in hospitals, hospices, care homes and in 
their own homes. But the reality is that many do not. Many people experience 
unnecessary pain and other symptoms. There are distressing reports of people not 
being treated with dignity and respect and many people do not die where they would 
choose to. 

1.5 THE LEVEL OF NEED IN THE POPULATION 

The Leicester, Leicestershire and Rutland ‘End of Life Care Strategy’4 states that 
end of life care should encompass the following: 

 People with advanced, progressive, incurable illness (e.g. advanced cancer, 
heart failure, Chronic Obstructive Pulmonary Disease (COPD), stroke, chronic 
neurological conditions and dementia)  

 Care given in all settings (e.g. home, acute hospital, ambulance, 
residential/care home, nursing home, hospice, community hospital, prison or 
other institution). Proportionately deaths in hospital at End of Life for care 
home residents are more preventable than for non care home residents 

 Care given in the last year of life  

 Patients, carers and family members (including bereavement care) 

In 2010 there were 5983 deaths registered  to patients resident  in Leicestershire 
County and Rutland PCT. 5935 of these were to people aged 18 years and over 
(99.2%).5 

Between 2006 and 2010 there was an average of 5839 deaths per year. This figure 
has remained similar between 2006 and 2010 with only slight fluctuations year on 
year.5  

11.5.1 GP Palliative Care Registers 

In 2009/10 there were 742 people on GP palliative care registers in LCR, which is 
0.11% of the population and is significantly lower than the England average of 
0.14%.  However, this is an increase from 2008/09 when there were 542 people or 
0.08% of the population on GP palliative care registers in NHS LCR.  One of the 
palliative care aims for LCR is to identify 35% of patients that die as suitable for 
inclusion on GP palliative care registers. The 742 people on palliative care registers 
in 2009/10 would equate to 12% of all deaths. 

11.5.2 Deaths by age 
Two thirds of all deaths in Leicestershire County and Rutland occur after 75 years 
and just over one third are in those over the age of 85. This means almost a third of 
deaths are regarded as premature i.e. they occur before a person reaches 75 years 
of age.  The highest proportion of deaths was in women over the age of 85 (23% of 
all deaths).5 
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11.5.3 Deaths by cause 
Around a third of all deaths are caused by circulatory diseases, a further third are 
caused by cancer and around 1 in 8 are caused by respiratory diseases. This is a 
similar pattern to previous years. For those that die prematurely (before 75 years), 
the top 3 causes of death remain the same – circulatory diseases, cancer and 
respiratory diseases. However, the main cause of death in this age group is cancer 
with 44% of deaths; circulatory disease accounts for 24% of deaths in this age 
group.5  

1.6 CURRENT SERVICES IN RELATION TO NEED 

Approximately three quarters of deaths are ‘predictable’ and it is only these deaths 
for which we can plan for end of life care.  Analysis that relates to choice of place of 
death can only be relevant to these deaths that we could have predicted, however it 
is not possible to determine from the data which are the predictable deaths so this 
must be considered when interpreting the following analysis. 

National studies show us that 56% of people would choose to die at home, 24% in a 
hospice and 11% in a hospital.6 

In 2010 in Leicestershire County and Rutland 52% of deaths took place in a hospital, 
23% of deaths were classed as taking place at home and 4% of the deaths took 
place in a hospice.5  For many of the people who die in residential (9%) and nursing 
homes (9%) they will be dying in their own home.  Similarly deaths occurring in a 
hospice (4%) are likely to be a good death experience, linked to the complex needs 
of the patient.  

Between 2006 and 2010 there has been a decrease in deaths in hospital and a 
corresponding increase in the numbers of deaths that take place at home. However 
the rate at which deaths in hospital is reducing is slow and after a reasonable drop 
between 2006 and 2007 there was an increase in 2008 and a further slight increase 
between 2009 and 2010.5  

11.6.1 Place of death by age 

Children have the highest proportion of deaths in hospital, however numbers are 
very small accounting for less than 1% of deaths. People aged 18-44 years have a 
significant proportion of deaths elsewhere, which is likely to reflect a higher 
proportion of deaths linked to external causes in this age group, such as road traffic 
accidents. Of the older age groups, people aged 75-84 have the highest proportion 
of deaths at home. People aged 85 years and over have the lowest proportion of 
deaths at home among adults but they also have the highest proportion of deaths in 
nursing and residential homes.5  

11.6.2 Place of death by age and sex 
Men and women under the age of 75 in Leicestershire County and Rutland had a 
similar likelihood of dying in hospital, with 49% of men and 52% of women under the 
age of 75 dying in hospital.  In those aged over 75 men were more likely to die in 
hospital than women with 57% of men aged over 75 dying in hospital compared to 
51% of women.5 
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11.6.3 Deaths in hospital-relationship with socio-economic factors in LCR 
The proportion of deaths in hospital by quintile of deprivation shows that although 
there is no difference between quintiles 2 to 5, those living in the most deprived 
quintile nationally are significantly more likely than the LCR average to die in hospital 
(69%).5   

Analysis of deaths in hospital by Mosaic type  may help identify specific groups who 
are more likely to die in hospital. It shows that Mosaic Group M – ‘Elderly people 
reliant on state support’ are significantly more likely to die in hospital than the LCR 
average.  The ‘unclassified’ group and Group C – ‘Wealthy people living in the most 
sought after neighbourhoods’ were significantly less likely to die in hospital. 5,7 

1.7 PROJECTED SERVICE USE AND OUTCOMES IN 3-5 YEARS AND 5-10 
YEARS 

For end of life care the intention in LCR is to increase the proportion of people dying 
in their own homes from 21% to 23.5%. This can be achieved by providing greater 
choice and enhanced community based services. Focusing on the activity in the end 
of life pathway will contribute to the reduction of hospital admissions, ensure a ‘good 
death’ (as identified in the national end of life strategy) and provide patients and 
carers with support to ensure that their preferred place of care can be met. 

Table 1: : Trajectory for end of life care 

Outcome 8: Increasing choice in 
place of death for end of life care 
(% of deaths at home) 

2008/09 2009/10 2010/11 2011/12 2012/13 2013/14 

21% 21.5% 22% 22.5% 23% 23.5% 
Source: PCT Strategic Plan 2009/10-2013/14 

A further aim is to increase the percentage of patients that die as suitable for 
inclusion on GP palliative care registers from 11% currently to 35% by 2014. The 
PCT has estimated the year on year changes in activity that will be required to meet 
the recording of 35% deaths on palliative care registers by 2014. The model 
assumes that a proportion of deaths across 4 cause groups are eligible for inclusion 
on GP palliative care registers. The proportion increases in each year of the model to 
deliver an overall proportion of 35%. 

Table 2: End of life care assumptions – proportion of deaths anticipated to be 
captured on GP registers 

  2008 - baseline 2014 - projection 

Cancer 23% 67% 

Ischaemic Heart Disease 10% 20% 

COPD 10% 67% 

Other 5% 20% 

Total 11% 35% 
Source: PCT Strategic Plan 2009/10-2013/14 

In 2009/10 there were 742 people on GP palliative care registers in LCR.  One of the 
palliative care aims for LCR is to identify 35% of patients that die as suitable for 
inclusion on GP palliative care registers. The 742 people on palliative care registers 
in 2009/10 would equate to 12% of all deaths. 
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1.8 EVIDENCE OF WHAT WORKS 

The government has developed a number of policies designed to coordinate the end 
of life care process, and improve the quality of care for individuals nearing the end of 
life. These include:  

 The NHS End of Care Life Program (2004) which contributed to the rollout of 
programmes such as the Gold Standards Framework (GSF), the Liverpool 
Care Pathway (LCP), the Advance Care Planning (ACP) and the Preferred 
Priorities for Care (PPC); 

 Examples of good practice in terms of the GSF in Birmingham: 
http://www.goldstandardsframework.org.uk/Resources/Gold%20Standards%2
0Framework/PDF%20Documents/145%20GSF%20Improving%20Community
%20Care.pdf and Portsmouth 
(http://www.goldstandardsframework.org.uk/NR/exeres/9CF0F930-0100-
4BE7-9F28-8053769C8A6A) 

 The Department of Health’s End of life Care strategy (2008), elements of 
which have been informed by findings from the NHS next stage review (2008) 

 The National Institute for Health and Clinical Excellence Guidance for 
supportive and palliative care 

 The NHS Operating Framework 08/09 (DH 2007) expects PCT’s to build on 
the End of Life Baseline Review 2007 in preparation for the national strategy 
and increase the number of patients being able to die at home. 

 The national Carer’s Strategy (2008) emphasises the need for mental well 
being and support to carers.  

 The Marie Curie Delivering Choice Programme (2004) aims to evaluate 
models of care aimed at doubling the number of people with a terminal illness 
who are cared for and spend their final days at home. 

 Support for careers and patients through compassionate organisations:  
http://www.compassionindying.org.uk/useful-links.html 

At a local level the key is to identify patients in the advanced stage of their illness in 
need of palliative/ supportive care, assess their needs and preferences and 
proactively plan their care, are three key steps in the provision of good end of life/ 
primary palliative care  i.e.: 

1. Identify all patients in need of ’end of life’ care, including non-cancer patients 
in need of palliative supportive care, assessing their needs and preferences  

2. Place these patients on palliative care registers, developing and maintaining 
advance anticipatory care plans for each patient on the register. This should 
involve the principal clinician (GP) meeting regularly with District Nurses and 
specialist nurses to develop and update these plans 

http://www.goldstandardsframework.org.uk/Resources/Gold%20Standards%20Framework/PDF%20Documents/145%20GSF%20Improving%20Community%20Care.pdf
http://www.goldstandardsframework.org.uk/Resources/Gold%20Standards%20Framework/PDF%20Documents/145%20GSF%20Improving%20Community%20Care.pdf
http://www.goldstandardsframework.org.uk/Resources/Gold%20Standards%20Framework/PDF%20Documents/145%20GSF%20Improving%20Community%20Care.pdf
http://www.goldstandardsframework.org.uk/NR/exeres/9CF0F930-0100-4BE7-9F28-8053769C8A6A
http://www.goldstandardsframework.org.uk/NR/exeres/9CF0F930-0100-4BE7-9F28-8053769C8A6A
http://www.compassionindying.org.uk/useful-links.html
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3. Create out of hour’s palliative care plans, including robust handover 
arrangements and incorporating ‘special patient notes’. The absence of 24 
hour response services and timely access to advice and medication leads to 
unplanned admissions. Out of hours emergency care will need to include 
many elements: 

 Communicating with the carers about what might go wrong, what to do if it 
does and who to contact. This can include use of Home Pack, Patient Held 
Record /Care Plan, Contact Cards 

 Communicating with the OOH providers with handover information e.g. 
SCR2, locality registers to enable appropriate response- Inform the out of 
hours service of patients condition, preferences and plans 

 Ensure development and use standardised forms to be faxed over to out of 
hours- ensuring that these patients are treated as a priority and that their 
wishes are taken into account 

 Passport Information - ensuring there is some mechanism for patients to 
be able to show basic information about their condition to anyone involved 
in their care. Informing ambulance service and others of Advance Care 
Plans and Do Not Attempt Resuscitation (DNA-CPR) requests 

 Leaving anticipatory drugs in the home, with nurses’ authorisation forms 
e.g. a set of drugs for 4 common symptoms in the 'Just in Case' boxes- 
morphine, glycopyrronium, midazolam and haloperidol. 

 
Patients with lung cancer: Introducing   palliative care at an early stage of treatment 
for advanced lung cancer could help patients to live for longer, as well as improving 
their mood and quality of life. Patients with advanced non-small-cell lung cancer that 
had spread to other parts of their body typically lived for more than two months 
longer than expected if they received earlier palliative care alongside their usual 
treatment. http://www.nejm.org/doi/full/10.1056/NEJMoa1000678 

1.9 USER VIEWS 

A questionnaire was developed sent to all participants of the LCR membership 
scheme and LC members who had previously expressed an interest in end of life, 
the questionnaire was designed to canvass the views of the members about the LLR 
EOLC Strategy. The overall findings were: 

 60% of LCR residents responded that they wished to die at home  

 To support ‘choice to die at home’ people felt that it was important to have 
access to a full range of services including specialist services, equipment and 
support for carers and family.  These themes were also highlighted as the 
reasons that people died in hospital rather than at home. 

 When asked how we can encourage the public to have conversations about 
‘planning a good death’, the two top themes identified were – to provide 

http://www.nejm.org/doi/full/10.1056/NEJMoa1000678
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leaflets in GP surgeries and raising awareness through the media (TV and 
Radio) 

1.10 EQUALITY IMPACT ASSESSMENTS 

Socio-economic deprivation is a risk indicator for health inequalities and has been 
identified as a risk indicator for poor end of life care outcomes6.  

Recent studies8 have identified that outcomes in end of life care are not equal 
among the UK population. The groups experiencing the least favourable outcomes 
include:  

 older people, 

 people with a non-cancer diagnosis,  

 people with dementia or learning disabilities,  

 black and minority ethnic (BME) groups. 

This report has reviewed data related to end of life care by age and sex. The report 
has not reviewed data relating to disability, ethnicity, religion and belief or sexual 
orientation.  It is important to recognise that people that are disabled, from a black 
and minority ethnic group, who have specific beliefs or are lesbian, gay, tran-sexual 
or bi-sexual may have different patterns of need than other sectors of the population. 
However, we do not have data stratified in a way that allows us to review their health 
needs. 

1.11 UNMET NEED AND SERVICE GAPS 

If the target to identify 35% of patients that die as suitable for inclusion on GP 
palliative care registers was achieved we would anticipate around 2,000 people to be 
included on the register. To meet the targets an increase of around 1,300 people 
eligible for palliative care registers will need to be identified. Closing the gap between 
met and unmet need will be a challenge for future resources. More work also need to 
be done to identify and manage suitable patients in care homes 

By 2014 the LLR End of Life strategy aims to have achieved the following outcomes: 

 Improved access to equipment, medication, transport, out-of-hours services 

 Implementation of advance care planning (ACP)(ACP is defined as a process 
of discussion between an individual, their care providers and often those close 
to them about their future care) 

 A single do not attempt resuscitation (DNACPR) protocol by 2011 

 Training programme for frontline staff in communication skills, symptom 
control and effective use EOLC tools  

 Single point of access, for community services 
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 Faster discharge processes 

 Increased recording of patients on GP palliative care registers – 35% by 2013, 
40% by 2015 

 QIPP EOLC financial savings 

1.12 CONCLUSIONS 

All patients who have been diagnosed with an advanced, progressive, incurable 
illness (e.g. advanced cancer, heart failure, COPD, stroke, diabetes, chronic 
neurological conditions, dementia) should have access to high quality end of life care 
which offering dignity, choice and support to achieve their preferred priorities for care 
in the last year of life. 

Approximately three quarters of deaths are ‘predictable’ and these are deaths for 
which we can plan for end of life care.  Commissioners and providers need to focus 
on proactive identification of patients across all diagnoses with end of life care 
needs, allowing timely access to advance care planning. Specialist palliative care 
services should also shift their focus to causes of deaths with more complex end of 
life trajectories 

We need to support the continued development of a single point of access service, 
to improve the co-ordination of end of life services and contract for pathways or 
packages of care that encourage providers to work together to deliver a more 
streamlined service 

1.13 RECOMMENDATIONS FOR NEEDS ASSESSMENT WORK 

Local targets for achieving home deaths do not take into account whether it was the 
patients preferred place of death and we do not know where the local population of 
LCR would prefer to die to ensure that the target is realistic, therefore a 
benchmarking exercise should be considered.  

There is also need to work with existing services which work closely with vulnerable 
groups to consider how providers and commissioners can work with vulnerable 
people to identify and achieve their requirements at the end of life.  

Currently there is limited information to inform decision making regarding the 
prevalence of;  

 Informal care giving  

 End of life needs specific to BME groups, including spiritual and cultural 
needs 

Further work is needed to consider the following issues: 

 End of life care for those with lung cancer 

 Needs of people in care homes 



Page 12 of 14 
Ref: 2012 Leicestershire JSNA End of Life Care.docx 

Last saved 30 March 2012 

1.14 CONSULTATION 

This chapter was discussed at the LLR wide End of Life Care group on 7th Feb 2012. 

1.15 DATA FACTSHEETS 

End of life care factsheet: 

 Deaths by place of death 2006-2010 (age 18+) 

 Mosaic classifications 

 Deaths in 2010 by place of death (age 18+) 

 Proportion of all deaths by sex and age LCR, 2010 

 Trajectory for end of life care 
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