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Every day of your life matters – from the first to  
the last.

When you’re living with a terminal illness, you feel 
that more than ever.

The right care and support at the right time can 
make all the difference.

Whether it’s terminal cancer or any other terminal 
illness, Marie Curie is here to help people get the 
most from the time they have left.

Marie Curie Nurses work night and day, in people’s 
homes across the UK, providing hands-on care 
and vital emotional support. Our hospices offer 
specialist round-the-clock care. 

And we support people throughout their illness by 
giving practical information, support from trained 
volunteers and being there when someone wants 
to talk.

Over the last 60 years, we’ve helped hundreds of 
thousands of families get care and support.

But our ageing population means more and more 
people are living with a terminal illness.

Carers say seven out of every 10 people with a 
terminal illness in the UK don’t get all the care and 
support they need.*

We don’t think that’s good enough. We think more 
has to be done.

We commissioned the Personal Social Services 
Research Unit (PSSRU, pssru.ac.uk) at the London 
School of Economics and Political Science (LSE) 
to undertake a review of evidence relating to 
inequities in palliative care.

A palliative approach to care is often 
recommended for people with a terminal illness 
who are approaching the end of their lives. This is 
the active, holistic care of people with advanced 
progressive illness. A palliative approach to care 
can be delivered by a wide range of personnel and 
in a wide range of settings, including hospices.

Palliative care is often the recommended form of 
care and support for people towards the end of an 
illness, when there are no treatments that will stop 
a particular disease’s progression.

However, people living with a terminal illness may 
have episodes, over a number of years, where a 
palliative approach to care is the most appropriate 
response, as it covers physical, emotional and 
spiritual needs. Palliative care, or indeed hospice 
care, is not necessarily just for people who are 
likely to die in the near future – it can be relevant 
at any stage of a terminal illness. 

People should be able to access high quality 
palliative and end of life care, regardless of factors 
like who they are, where they live or the conditions  
they have.

The LSE review is summarised below and the full 
report is available at mariecurie.org.uk/change. It 
shows how these factors in practice often play a 
big role in how people experience living and dying 
with a terminal illness.

These inequities must be removed from the 
system. Everyone in the UK who is living with a 
terminal illness deserves to get the right care and 
support, at the right time and in the right place.

Introduction

Equity in the provision of palliative and end of life care in the UK 

 3

* Ipsos MORI survey of 1,067 UK carers aged 16-75
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If you have a terminal illness, 
you may find it more difficult 
to access the right care if you…

1.		 …have a terminal condition other  
		  than cancer 

The roots of the modern hospice and palliative 
care movements developed in response to the 
needs of people with cancer. 

However, palliative care can benefit people with 
many different illnesses, including dementia, 
motor neurone disease, multiple sclerosis or 
chronic obstructive pulmonary disease (COPD 
- lung disease). It can also be of use at different 
stages of those illnesses.

Murtagh et al (2013) estimate that “between 69% 
and 82% of deaths in high income countries are 
likely to have preceding palliative care needs”. 

We know that not everyone who has terminal 
cancer and would benefit from palliative care will 
get access to it. Walshe et al (2009) identified 
particular barriers for those with haematological 
cancer, including the tendency for more aggressive 
treatments to be used, which delay or replace 
referral to palliative care. 

We also know that it can be even more difficult 
for people with other terminal illnesses to access 
palliative care (Grande et al, 2006; NCPC, 2014a, 
Harrison et al, 2012): 

•	� 88% of people in England and Wales using 
palliative care inpatient services and around 
75% of new referrals to both hospital support 
and day services have cancer. However cancer 
currently accounts for around 29% of deaths 
(NCPC, 2014b). 

•	� Two-thirds of people with cancer who died were 
on the palliative care register compared with 
20% of people with non-malignant conditions 
(Harrison et al, 2012).

•	� Just 20% of people diagnosed with dementia 
or organ failure (heart, lung, liver or kidney) 
either requested or were identified for specialist 
palliative care at the end of life in Scotland 
(Zheng et al, 2013).

We know that in each of the four nations of the 
UK the proportions of people dying from different 
terminal illnesses are broadly similar. As the LSE 
review shows: 

“In England and Wales, around 29% of deaths 
each year are due to cancer, 28% due to circulatory 
conditions and 15% due to respiratory illness (ONS, 
2014a). In Scotland 30% of deaths are due to cancer, 
28% due to circulatory conditions and 13% due to 
respiratory conditions (General Registrar Office for 
Scotland, 2013), and in Northern Ireland, 29% of 
deaths are due to cancer, 27% due to circulatory 
conditions and 14% due to respiratory disease.”  
(NISRA, 2013)
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New analysis undertaken for the LSE review shows 
that people with non-haematological cancer were 
more likely than people with other diagnoses to die 
at home. They were also more likely to get access 
to key support such as Marie Curie Nurses, other 
community-based nurses, spiritual and emotional 
care, hospice at home, rapid response services and 
care from a social worker or support worker. 

Your illness doesn’t just affect your access to 
palliative care. It can also affect your family’s 
perceptions of the quality of care you received. 
The National Survey of Bereaved People (VOICES), 
2013 in England found that 37.7% of bereaved 
relatives of people who died from cardiovascular 
disease rated the care their family member 
received as being excellent or outstanding. The 
figure was 50.5% for those who supported a family 
member with cancer (ONS, 2014).  

The VOICES survey is important because it collates 
the views of recently bereaved relatives in England. 
It would be extremely useful for similar surveys to 
take place in Scotland, Wales and Northern Ireland 
so we can compare perceptions of experiences 
across the UK. We can then use this to ensure the 
right care is available for people with different 
terminal illnesses, regardless of where they are 
living or being cared for.   

2.		 …are 85 years of age or over

We have long known that there are significant 
differences in the proportion of people from 
different age groups using palliative care (Grande 
et al 2006). The LSE review makes clear that those 
who we might call ‘the oldest old’ – those who 
are 85 years old and over – are much less likely to 
access palliative care than younger people:  

“When mortality figures are compared to the 
proportions in receipt of palliative care, the levels 
of receipt for the oldest old (those aged 85 or over) 
appear disproportionately low.” (Dixon et al, 2015)

The review looks at the latest available data for 
England, Wales and Northern Ireland to show that: 

“People aged 85 or over account for 39% of deaths 
(excluding deaths from external causes) but only 16.4% 
of people in this age group access specialist palliative 
care services (NCPC, 2014b), although this proportion 
has increased from 8.8% in 2000 (NCPC, 2014b) and 
11% in 2012.” (NCPC, 2013)

By comparison, the 25-64 age group accounts 
for 29% of those who use palliative care, but only 
13% of deaths. The review concludes that: 

“Even in samples of people with cancer, older people 
have been found to access less palliative care.”  
(Burt et al, 2006) 

Walshe et al (2009) conclude that there is no 
evidence that the oldest old have different needs 
and preferences, so it could be these differences 
in access to palliative care can be explained by 
perceptions of older people and dying. Gott el al 
(2013) conclude that older people are: 

“commonly seen to have less need for specialist input 
as a consequence of death being ‘more expected’ and 
the view that older people will be more able to come to 
terms with a terminal diagnosis”. (Dixon et al, 2015) 

Gardiner et al (2011) suggest that different rates 
of access can be explained by a range of cultural 
and professional reasons:

“The barriers to accessing palliative care for older 
people in hospitals are attitudinal barriers, lack of 
resources for both specialist and generalist palliative 
care, difficulties in switching from a curative or 
interventionist approach, and confusion over roles and 
responsibilities, in particular, a lack of clarity regarding 
the role of the geriatrician in providing palliative care.” 
(Dixon et al, 2015)
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3.		 …are from a black, Asian or minority  
		  ethnic background

Research evidence suggests that there is poor care 
for people from black, Asian and minority ethnic 
(BAME) backgrounds, unmet cultural and religious 
needs and uncertainty and stress created for 
professionals (Calanzani et al., 2013).

Evidence on inequity in the provision of palliative 
care for people from BAME backgrounds is 
equivocal. However there is evidence that 
people from BAME backgrounds are less likely 
to experience high quality care in the last three 
months of life, overall and from care homes  
in particular.

A new multivariate analysis of data from the 
National Survey of Bereaved People in England 
(2013) sheds significant light on the experiences 
of people from BAME communities.  

Respondents from BAME communities were less 
likely to report that they had received sufficient 
help and support to care for someone at home. 
They were also 26% less likely to rate overall 
care as ‘outstanding’ or ‘excellent’. This varies 
according to where someone was cared for. For 
those who spent time in a care home, respondents 
from BAME communities were 55% less likely 
than those of white ethnicity to rate care as 
‘outstanding’ or ‘excellent’ and half as likely to rate 
care in a hospice as 'outstanding' or 'excellent' as 
those of white ethnicity (Dixon et al, 2015). 

It is important to note that the review’s analysis 
also highlights some positive outcomes for BAME 
communities. It shows that people from BAME 
communities were equally likely to receive care 
from Marie Curie Nurses, social workers and 
hospice at home services. They are more likely to 
get some other services, including home help and 
meals on wheels (Dixon et al, 2015).

Clearly, we need stronger research to test which 
interventions and models of care actually improve 
access to and experiences of palliative care for 
people from BAME communities. Only then will 
we be able to respond positively to the needs 
and expectations of different communities, both 
now and in the future as demographic change 
means that more people from different BAME 
communities will need appropriate end of life care. 

4		  …live in particular parts of the UK

A significant inequity identified by the review is 
the lack of universally available palliative care 
support for all those who need it. There are simply 
not the same levels of access to specialist palliative 
care services across all parts of England, Scotland, 
Wales and Northern Ireland. The relatively uneven 
spread of hospices across different parts of the 
country, as well as variations in the availability of 
24/7 palliative care in hospitals, means that many 
people may be missing out simply because of 
where they live.  

Gatrell and Wood’s 2012 analysis of geographic 
variations in access to adult hospices in England 
and Wales suggests that:

“Rural and more deprived areas were comparatively 
under-served compared to urban centres and more 
affluent areas.” 

We also know there is considerable variation 
in levels of access to palliative care services 
in hospitals in England. Only 21% of hospital 
trusts in England have face-to-face palliative 
care services, seven days a week, and just 2% of 
sites provide 24/7 palliative care (Royal College of 
Physicians, 2014, National Care of the Dying Audit 
of Hospitals). 
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5.		 …live in the most deprived areas  
		  of the country

Where you live, and the relative levels of 
deprivation in your area, can have a significant 
impact on how likely you are to access the right 
care and affect your family’s views of the quality of 
care you receive. 

The LSE’s analysis of the VOICES survey shows 
that levels of deprivation have an impact on 
where people die. It found that people in the most 
deprived areas were more likely to die in hospital 
than at home. In particular, people who lived 
in the most deprived or second most deprived 
areas, compared to the least deprived areas (as 
measured using Index of Multiple Deprivation 
quintiles) were less likely (at the 99% significance 
level) to die at home rather than in hospital. Those 
living in the most deprived areas were 33% less 
likely to die at home and those in the second  
most deprived areas were 18% less likely.  
(Dixon et al, 2015)*a

Campbell et al (2010), in a study of hospice 
at home referrals for people with cancer in 
Manchester, found significant differences in 
referral rates for people living different areas of 
the city: 

“Even though people had the same diagnosis, there 
were fewer referrals in areas with multiple and  
income deprivation.”  

A literature review on place of death for people 
with non-malignant conditions (Murtagh et 
al 2012) also found that “home deaths are 
associated with higher income households”.   

The LSE review team’s analysis of the VOICES 
survey data for England found that respondents 
in the most deprived areas were less likely to rate 
care received by their family member or friend in 
the last days and weeks of life as outstanding or 
excellent compared to those in the least  
deprived areas.  

Respondents in the most deprived areas were also 
less likely to report that their family member had 
always been treated with dignity and respect than 
those in more affluent areas and less likely to feel 
that they had the right levels of support when 
caring for someone at home (Dixon et al, 2015).  

It would be interesting to know whether this 
situation is replicated in Scotland, Wales and 
Northern Ireland, but we do not have the 
equivalent data. 

6.		 …are single or live alone

Whether you have a partner/spouse*b or live alone 
can have a major impact on your experiences of 
end of life care. 

The review found that having a spouse or partner 
had a clear protective effect (Dixon et al, 2015). 
Spouses/partners may act as advocates or 
coordinators, as well as carers, helping someone 
who is terminally ill to navigate their way through 
different services. Murtagh et al (2012) found that 
“having a carer was the single most important 
factor associated with home death, whereas living 
alone or being unmarried increased the likelihood 
of a hospital death”. 

Fresh analysis of the VOICES Bereavement Survey 
data in England shows that having a partner/
spouse*b increases access to care. Data from 
2013 shows that people who died without a 
partner or spouse “were far less likely to access 
a range of community-based services” (Dixon et 
al, 2015). Similarly those who responded to the 
National Survey of Bereaved People who were 
someone other than a spouse/partner were 52% 
less likely to report that they had “sufficient help 
and support from health and social services to be 
cared for at home” (Dixon et al, 2015). 

*a Based on odds ratios and controlling for age, sex, 
diagnosis, whether the decedent had a spouse or partner 
and ethnic background

*b using the proxy of whether a questionnaire is completed 
for the deceased by a spouse or partner
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Those with a spouse or partner* were more 
likely to be perceived as having had excellent or 
outstanding overall care in the last months of life. 
These differences extended to care provided by 
GPs, care homes and from out-of-hours services 
(Dixon et al, 2015).  

Finally, the families of those without a spouse 
or partner were more likely to perceive pain 
management as worse (Dixon et al, 2015).

Again, it would be helpful to establish whether 
this picture is replicated in Scotland, Wales and 
Northern Ireland. 

We also need further research into the experiences 
of single people who have no partner and no 
carers living at home, but are supported by others 
such as adult offspring or other family members.

The LSE review shows that who you are, how 
old you are, where you live, the conditions you 
experience and whether you live alone all have the 
potential to impact on both your access to, and 
experiences of, different types of care for people 
living with a terminal illness.  

*using the proxy of whether a questionnaire is completed for 
the deceased by a spouse or partner
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We need to understand what has to change to 
ensure that everyone can access the right care.

The first step must be to acknowledge that people 
with all terminal illnesses can benefit from access 
to palliative and end of life care. We know that 
good palliative and end of life care can make a 
significant difference to those who have access  
to it. 

However, the Palliative Care Funding Review 
estimated that every year in England around 
92,000 people who would benefit from palliative 
care services are missing out. The LSE review team 
has used the same assumptions and calculations 
to estimate that around 10,600 people in 
Scotland, 6,100 people in Wales and 3,000 people 
in Northern Ireland who need palliative care are 
currently unable to access such care (Dixon et al, 
2015).

People with cancer have fewer emergency 
admissions in the last year of life if they have 
access to palliative care (Henson et al, 2014). 
We know that people with a range of terminal 
illnesses are more likely to die at home with access 
to palliative care (Gomes et al, 2013). 

What do we need to do?
Greater availability of palliative care could 
help reduce ongoing pressures on key NHS 
services such as accident and emergency (A&E) 
departments. Most importantly, it can enable 
more people to die in their place of choice. While 
this may require extra short-term funding, more 
appropriate community services are likely to lead 
to a longer term shift in demand for acute care 
services. 

The LSE review team has estimated that providing 
palliative care to those who need it could 
potentially generate net savings of more than  
£30 million in England, at least £2 million in Wales, 
more than £1 million in Northern Ireland and 
more than £4 million in Scotland. 

Given its potential impact, we must ensure that 
those who need and would benefit from it are 
able to access palliative and end of life care. The 
second step is to think through how we make this 
access a reality. 
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1.		� …acknowledge that people with all  
terminal illnesses can benefit from access 
to palliative care and end of life care 

The LSE review underlines that people with 
a range of different conditions could benefit 
from greater access to palliative care and more 
equitable access to other forms of end of life care 
(Dixon et al, 2015). 

The review team acknowledges the importance 
of recognising that the experiences and needs 
of people with conditions such as dementia, 
chronic obstructive pulmonary disease (COPD) 
or heart failure will be very different to those with 
conditions such as cancer. 

Different diseases have different trajectories. 
Many of these may be longer or less predictable 
than those associated with cancer, with a less 
obvious onset of the terminal phase. This has clear 
implications for how we provide palliative and 
end of life care. Specifically, we must determine 
how we ensure that people with different terminal 
illnesses are referred to palliative care services as 
soon as they need it. 

It is also important to acknowledge the overlap 
in symptoms between most terminal illnesses, 
including cancer. Moens et al (2014) found that 
“pain, fatigue, anorexia, dyspnea and anxiety 
were highly prevalent across all of the conditions”. 
We need to build a consideration of both the 
differences and similarities between conditions 
in order to provide the right care for people living 
with a terminal illness.  

2.		� …change the way we decide who would 
benefit from access to palliative care

The review found that a number of groups have 
lower rates of access to palliative care. It highlights 
a tendency for doctors and nurses to often 
“under-estimate distress”, particularly among 
older people who are less likely to be referred to 
palliative care.  

It would appear that because death is seen to be 
more normal and acceptable for this group, and 
because they are less likely to report symptoms, 
they are less likely to be referred for palliative care. 

There is a similar tendency to under-estimate 
distress for those who are undergoing 
aggressive disease-modifying treatments, in 
what Epstein (2012) describes as a ‘no-pain, 
no-gain’ framework. In other words, healthcare 
professionals may view a level of distress as 
acceptable because the treatment is necessary to 
extend the person’s life. 

We can begin to address this by changing the way 
we assess needs. Standardised measures of need, 
rather than professional judgment in isolation, 
may be one way to improve identification and 
assessment of need (Gardiner et al, 2013; Gott et 
al, 2001; Barclay, 2000). People reporting real-
time data about their symptoms and concerns 
(Trotti et al, 2007) could also help identify those 
requiring palliative care.  

3.		� …build links between specialists and 
palliative care

Links between oncologists and specialist 
palliative care teams are well established. 

To ensure that everyone can 
access the right care, we must: 
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However, this does not appear to be the case 
for other healthcare professionals, including 
specialists in dementia, chronic obstructive 
pulmonary disease, motor neurone disease and 
other terminal illnesses. 

We need to work with specialists, GPs, district 
nurses and other community colleagues to 
strengthen these links and demonstrate the 
role that palliative care can play alongside 
other aspects of treatment and care. We must 
demonstrate the value of palliative care for people 
with terminal conditions other than cancer, by 
evaluating interventions and undertaking health 
economic assessments. It is only by building a 
stronger understanding of the role of palliative 
care that we will begin to break down the barriers 
which currently prevent access. 

4.		� …acknowledge that palliative care can 
be delivered alongside other types of 
treatment

There is a widespread lack of understanding 
or acceptance among clinicians that specialist 
palliative care may be provided at the same time 
as disease-modifying treatments (Gibbins et al, 
2009). As the review notes: 

“An audit of a hospital trust managing 1,500 deaths 
a year concluded that, instead of asking healthcare 
professionals to make accurate prognoses or to 
diagnose dying, an environment needs to be created 
where teams feel comfortable in actively managing 
patients alongside considering their symptom control 
and planning for possible end of life care.”  
(Dixon et al, 2015)

5.		 …broaden the way we think about  
		  palliative care

Much of the literature focuses on a very narrow, 
medicalised view of palliative care. However so 
much that underpins inequity lies in people’s 
social circumstances (Gott, 2014). Understanding 

these social aspects is vital in ensuring everyone 
gets the right type of care. 

Professionals such as social workers, 
counsellors and therapists can help build a 
greater understanding of someone’s personal 
circumstances. They can use this knowledge to 
help people navigate and access services and 
support. These allied health professionals often 
provide the glue which ensures people affected 
by a terminal illness can access the support they 
need. Their role underlines the need for a holistic 
approach to delivering care. Palliative care must be 
seen to be everyone’s business.

6.		 …ensure greater clarity about who  
		  does what

The literature identifies a lack of clarity about the 
roles and responsibilities of a range of health and 
social care professionals working with people 
with a terminal illness. In particular, there can 
be confusion between the roles of specialist and 
generalist practitioners in primary and acute 
settings. These include the role of geriatricians  
in providing palliative care and the roles of GPs  
and community nurses in delivering care in  
care homes. 

This confusion is underlined by the Care 
Commission’s report (2009) of its inspections of 
Scottish care homes, which found: 

“Only 44% of care homes had policies in place to 
guide staff on when and how to contact members of 
the primary healthcare team. The inspections also 
found that 43% of care homes claimed not to provide 
palliative care, apparently considering palliative care to 
be solely that given in the last days of life, and 54% of 
care homes provided no training at all to staff on end of 
life care.” (Care Commission, 2009)
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7.		 …improve care in all settings

People living with a terminal illness should be able 
to choose where and how they are cared for and 
die. 

Most people say when asked that they would 
rather die somewhere other than in hospital. 
However, the reality is that older people, people 
without a spouse, those living in the most 
deprived areas and those who have a condition 
other than cancer are more likely to die in hospital. 
We need to better understand why this is the case. 
What are the barriers which prevent people from 
accessing support in their preferred place of care? 

Gott (2014) suggests that we should identify what 
we value about care at home and seek to reflect 
this in how we provide care for people with a 
terminal illness in hospital. For others the solution 
lies in creating alternatives to hospitals for those 
who do not wish to die at home (Leadbeater and 
Garber, 2010). There is a potentially enhanced role 
for hospices in training hospital and community-
based healthcare professionals.

8.		� …improve generalist care for people with 
different terminal illnesses

One of the most intriguing findings of the LSE 
review was that people who had a terminal illness 
other than cancer not only experience poorer 
access to palliative care, but also have less access 
to generalist care than people with cancer (Dixon 
et al, 2015). Burt et al’s (2010) random sample 
survey of people registering a death of someone 
over 65 years of age found that people with 
conditions other than cancer were: 

“significantly less likely to receive district nursing, 
general practitioner care and other health and social 
care services, and were likely to report less satisfaction 
with the quality of this care.” (Dixon et al, 2015)

This is reinforced by the findings of the Nuffield 
Trust’s own analysis of this area (Georghiou and 
Bardsley, 2014). 

It is important that everyone, regardless of the 
conditions they experience, not only have access 
to high quality palliative care, but are also able 
to access the right levels of generalist care, 
particularly at home and in other community 
settings.  

9.		� …ensure the health and social care 
workforce has the right skills

We need to develop existing staff, and recruit 
future staff, to ensure we have the right balance 
of understanding, expertise and experiences 
of dealing with people with all terminal 
diagnoses. While some knowledge and skills 
will be transferrable, we’ll need to undertake 
specialist training, models of integrated care 
and greater collaborative working to ensure 
we have the expertise and capacity to deliver 
for all (Dharmasena and Forbes, 2001). This is 
particularly important given the changing nature 
of disease profiles. 

Over recent years we have seen an increase in 
the numbers of people dying in care homes, as 
we have seen a reverse in the numbers of people 
dying in hospital, particularly among those with 
dementia (Sleeman et al, 2014). We have also seen 
a rise in the proportion of people in care homes 
who die within their first year in the home: 

“Three studies in England show that the proportion of 
care home residents that die within a year of entering 
a care home has increased from around 28% in 1997 
(Sidell et al, 1997), to 47% in 2006 (Froggatt et al, 
2006), and to 56% in 2014 (Kinley et al, 2014).”  
(Dixon et al, 2015)

Care homes have a growing role in providing 
care for people who are terminally ill and, given 
our ageing population, this appears set to 
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increase significantly over the coming decade. It 
is therefore vital we equip those working in care 
homes with the skills needed to deliver the highest 
possible care and that we build links with other 
health and social care professionals.  

10. …match services to local needs

The evidence highlights “unclear and variable local 
resourcing decisions” (Dixon et al, 2015). There is 
a lack of connection between local commissioning 
decisions and assessments of local palliative and 
end of life care needs. While this remains the case, 
care will remain uneven across the UK.  

The review underlines that there are significant 
resourcing and capacity issues in particular 
settings and for specific groups of people, 
including:

•	� people in hospital, particularly older people 

•	� people in the community with conditions other 
than cancer

•	� people living in care homes (Dixon et al, 2015)

We need to explore and evaluate different models 
of community-based care to determine which 
ones are most effective. Commissioners must fund 
those services which provide the most appropriate 
support for people with a terminal illness in their 
own homes and care homes. 

11. …use limited resources more effectively

Evidence suggests that extending and improving 
access to palliative care not only provides better 
outcomes but can also be cost effective. As well as 
delivering care which meets the needs of people 
with complex issues, palliative care specialists 
can also support other health and social care 
colleagues to deliver better generalist services. 

Access to palliative and end of life care in the 
UK is not equal or equitable. The LSE review 
demonstrates this clearly in many areas and shows 
more research is urgently needed in others.

We believe everyone living with a terminal illness 
should have access to high quality care and 
support, which meets all of their needs. 

Our already stretched health and social care 
system is failing to deliver that now and the 
demands on it are only set to grow. 

So we must change the conversation about 
terminal illness, to tackle these major issues, and 
find solutions. 

If we don’t, we as a society will be failing 
vulnerable people at the time they need us most.

Conclusion



14 

Equity in the provision of palliative and end of life care in the UK 

References
Barclay SI (2000) The management of cancer pain in primary 
care, in Hillier R, Finlay I, Welsh J, Miles A (eds) The Effective 
Management of Cancer Pain, 117–129, Aesculapius Medical 
Press, London.

Burt J, Raine R (2006) The effect of age on referral to and use 
of specialist palliative care services in adult cancer patients: a 
systematic review, Age and Ageing, 35, 5, 469–476.

Burt J, Shipman C, Richardson A, Ream E, Addington-Hall 
J (2010) The experiences of older adults in the community 
dying from cancer and non-cancer causes: a national survey 
of bereaved relatives, Age and Ageing, 39, 1, 86–91.

Calanzani N, Koffman J, Higginson I (2013) Palliative and 
end of life care for Black, Asian and Minority Ethnic (BAME) 
groups in the UK: demographic profile and the current  
state of palliative and end of life care, Marie Curie  
mariecurie.org.uk/bame-report

Campbell M, Grande G, Wilson C, Caress A-L, Roberts D 
(2010) Exploring differences in referrals to a hospice at 
home service in two socio-economically distinct areas of 
Manchester, UK, Palliative Medicine, 24, 4, 403–409.

Care Commission (2009) Better care every step of the way: 
report on the quality of palliative and end of life care in care 
homes for adults and older people.

Dharmasena HP, Forbes K (2001) Palliative care for patients 
with non-malignant disease: will hospital physicians refer?, 
Palliative Medicine, 15, 5, 413-418.

Dixon J, King D, Matosevic T, Clark C, Knapp K (2015) Equity in 
the provision of palliative care in the UK: review of evidence. 
Personal Social Services Research Unit, London School of 
Economics and Political Science, London.

Epstein AS, Goldberg GR, Meier DE (2012) Palliative care and 
hematologic oncology: the promise of collaboration, Blood 
Reviews, 26, 6, 233–239.

Evans N, Menaca A, Andrew EVW, Koffman J, Harding R, 
Higginson IJ, Pool R, Gysels M (2012) Systematic review of 
the primary research on minority ethnic groups and end-
of-life care from the United Kingdom, Journal of Pain and 
Symptom Management, 43, 2, 261–286.

Froggatt K, Payne S (2006) A survey of end-of-life care in 
care homes: issues of definition and practice, Health Soc 
Care Community, 14, 4, 341–348.

Gardiner C, Cobb M, Gott M, Ingleton C (2011) Barriers to 
providing palliative care for older people in acute hospitals, 
Age and Ageing, 40, 2, 233–238.

Gardiner C, Gott M, Ingleton C, Seymour J, Cobb M, Noble B, 
Bennett M, Ryan T (2013) Extent of palliative care need in 
the acute hospital setting: a survey of two acute hospitals in 
the UK, Palliative Medicine, 27, 1, 76–83.

Gatrell AC, Wood DJ (2012) Variation in geographic access to 
specialist inpatient hospices in England and Wales, Health & 
Place, 18, 4, 832–840.

General Registrar Office for Scotland (2013) Vital events 
reference tables: table 5.4 Deaths by sex, age, and ethnic 
group, Scotland 2013 / Section 6: deaths – causes.

Georghiou T, Bardsley M (2014) Exploring the cost of care at 
the end of life, The Nuffield Trust, nuffieldtrust.org.uk/sites/
files/nuffield/publication/end_of_life_care.pdf

Gibbins J, McCoubrie R, Alexander N, Kinzel C, Forbes K 
(2009) Diagnosing dying in the acute hospital setting – are 
we too late?, Clinical Medicine, 9, 2, 116-9.

Gomes B, Calanzani N, Curiale V, McCrone P, Higginson 
IJ (2013) Effectiveness and cost-effectiveness of home 
palliative care services for adults with advanced illness and 
their caregivers, Cochrane Database of Systematic Reviews, 6.

Gott M, Ingleton C, Gardiner C, Richards N, Cobb M, Ryan T, 
Noble B, Bennett M, Seymour J, Ward S (2013) Transitions to 
palliative care for older people in acute hospitals: a mixed-
methods study, Health Services Delivery Research, 1, 11.

Gott M (2014) Avoidable for whom? Hospital use at the end 
of life, Palliative Medicine, 28, 7, 917–918.

Gott MC, Ahmedzai SH, Wood C (2001) How many inpatients 
at an acute hospital have palliative care needs? Comparing 
the perspectives of medical and nursing staff, Palliative 
Medicine, 15, 6, 451–460.

Grande GE, Farquhar MC, Barclay SIG, Todd CJ (2006) The 
influence of patient and carer age in access to palliative care 
services, Age and Ageing, 35, 3, 267–273.

Harrison N, Cavers D, Campbell C, Murray SA (2012) Are UK 
primary care teams formally identifying patients for palliative 
care before they die?, British Journal of General Practice, 62, 
598, e344–e352.

Henson LA, Gao W, Higginson IJ, Smith M, Davies JM, 
Ellis-Smith C, Daveson BA (2014) Emergency department 
attendance by patients with cancer in their last month of  
life: a systematic review and meta-analysis, Journal of 
Clinical Oncology.

Kinley J, Hockley J, Stone L, Dewey M, Hansford P, Stewart R, 
McCrone P, Begum A, Sykes N (2014) The provision of care 
for residents dying in U.K. nursing care homes, Age and 
Ageing, 43, 3, 375–379.

Koffman J, Ho YK, Davies J, Gao W, Higginson IJ (2014) Does 
ethnicity affect where people with cancer die? A population-
based 10 year study, PloS one, 9, 4, e95052.

Leadbeater C, Garber J (2010) Dying for change,  
Demos, London.

Moens K, Higginson IJ, Harding R (2014) Are there 
differences in the prevalence of palliative care-related 
problems in people living with advanced cancer and eight 
non-cancer conditions? A systematic review, Journal of Pain 
and Symptom Management, 48, 4, 660–677.

Murtagh FE, Bausewein C, Verne J, Groeneveld EI, Kaloki YE, 
Higginson IJ (2013) How many people need palliative care? 
A study developing and comparing methods for population-
based estimates, Palliative Medicine, 28, 1, 49–58.



Murtagh FEM, Bausewein C, Petkova H, Sleeman KE, Dodd 
RH, Gysels M, Johnston B, Murray S, Banerjee S, Shipman 
C, Hansford P, Wakefield D, Gomes B, Higginson IJ (2012) 
Understanding place of death for patients with non-
malignant conditions: a systematic literature review, Service 
Delivery and Organisation Programme, National Institute for 
Health Research.

National Council for Palliative Care (NCPC) (2013) National 
survey of patient activity data for specialist palliative care 
services, minimum data set for 2011-12 (MDS).

National Council for Palliative Care (NCPC) (2014a) National 
survey of patient activity data for specialist palliative care 
services, minimum data set for 2012-13 (MDS),  
ncpc.org.uk/freedownloads?keys=mds

National Council for Palliative Care (NCPC) (2014b) The end 
of life care strategy: new ambitions 

Northern Ireland Statistics and Research Agency (NISRA) 
(2013) Deaths in Northern Ireland, 2013 / additional tables 
for deaths in Northern Ireland, 2013,  
www.nisra.gov.uk/demography/default.asp23.htm 

ONS (2014) National survey of bereaved people  
(VOICES), 2013.

Royal College of Physicians (2014) National care of the dying 
audit for hospitals, England, RCP, London.

Sidell M, Katz J, Komaromy C (1997) Death and dying in 
residential and nursing homes for older people: examining 
the case for palliative care, School of Health and Social 
Welfare, Open University.

Sleeman KE, Ho YK, Verne J, Gao W, Higginson IJ (2014) 
Reversal of English trend towards hospital death in 
dementia: a population-based study of place of death and 
associated individual and regional factors, 2001-2010, BMC 
Neurology, 14, 59.

Trotti A, Colevas AD, Setser A, Basch E (2007) Patient-
Reported Outcomes and the Evolution of Adverse Event 
Reporting in Oncology, Journal of Clinical Oncology, 25, 32, 
5121-5127.

Walshe C, Todd C, Caress A, Chew-Graham C (2009) Patterns 
of access to community palliative care services: a literature 
review, Journal of Pain and Symptom Management, 37, 5, 
884–912.

Zheng L, Finucane A, Oxenham D, McLoughlin P, 
McCutcheon H, Murray S (2013) How good is primary care 
at identifying patients who need palliative care? A mixed 
methods study, European Journal of Palliative Care, 20, 5, 
216–22.

Equity in the provision of palliative and end of life care in the UK 

 15



16 
Charity reg no. 207994 (England & Wales), SC038731 (Scotland)  A042

We’re here for people living with any terminal illness, and 
their families. We offer expert care, guidance and support to 
help them get the most from the time they have left.

mariecurie.org.uk

     MarieCurieUK

     @mariecurieuk

Caroline Weston, Policy and Public Affairs Manager
020 7091 6640
caroline.weston@mariecurie.org.uk

Full report available to download at:
tinyurl.com/equityreport


