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In the UK, palliative and end-of-life care is
an under-researched area, and research in
that area is underfunded. Several national

documents have recognised the dearth of
palliative and end-of-life care research.1–3

A recent analysis of the cancer research
database maintained by the National Cancer
Research Institute (NCRI) demonstrates that
palliative and end-of-life care research on
conditions related to cancer has been
consistently below 0.7% of the total spending
on cancer research in the UK.2 Figure 1 shows
how little of all cancer research funding was
spent on palliative and end-of-life care
research in the UK from 2002 to 2013 in

percentages (less than one per cent), as well as
the absolute amounts spent (adjusted for
inflation).2 Spending on research in non-
cancer conditions is likely to be even lower. 

Evidence on end users’ involvement
Resources are limited, so it is important to
make sure that the money invested in
palliative and end-of-life care research brings
direct and tangible benefits to patients, 
their carers and families. A 2014 paper
published online by The Lancet discusses how
to avoid ‘waste’ in scientific research, and

Identifying palliative and end-of-
life care research priorities: a UK
approach to consult end users
The Palliative and end of life care Priority Setting

Partnership (PeolcPSP) was launched in 2013 to ask

patients, carers and clinicians what the most important

unanswered research questions are. The PeolcPSP has 

now made public a list of ten top research priorities, as
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� Launched in 2013 with the James Lind Alliance, the Palliative and
end of life care Priority Setting Partnership (PeolcPSP) has enabled
end users of research – patients, carers and clinicians – to identify
their priorities in order to inform future end-of-life care research. 

� More than 1,400 patients, carers and health- and social care
professionals completed a survey, and a list of ten top research
priorities was compiled from the responses. 

� It is hoped that the PeolcPSP’s results will encourage researchers,
research funders and charities to invest more efforts and money in
palliative and end-of-life care research.
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� What are the
most important
research topics that
patients, carers and
clinicians would like
to see explored?
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highlights why decisions about what research
to fund should be based on issues relevant to
potential users, such as patients and carers.4

There can be mismatches between what
patients and clinicians want to see researched
and the research that is actually funded,5 so it
is crucial to involve all these groups in setting
research agendas.6

There has been little systematic work on the
involvement of end users in setting research
priorities in palliative and end-
of-life care. Perkins et al carried
out a questionnaire and focus
group study consulting hospice
patients on their research
priorities.7,8 There has been
involvement of service-user representatives,
often former carers, on individual projects,
but there has been no work specifically
consulting current or bereaved carers on their
research priorities. 

A new initiative involving patients,
carers and healthcare professionals
As with other areas of research in the UK,
much of the research agenda in adult
palliative and end-of-life care has been
determined by researchers and research
funders. The UK charity Marie Curie, which
supports people living with any terminal
illness and their families, was therefore keen
to engage patients, carers and healthcare
professionals, whose voices are not often
heard. The Palliative and end of life care
Priority Setting Partnership (PeolcPSP) was

launched in 2013 to consult patients, carers
and clinicians on the most important
unanswered questions that they think
research should address. 
The PeolcPSP was initiated by Marie Curie

and the project was independently overseen
by the James Lind Alliance (JLA), a non-profit
initiative hosted by the Evaluation, Trials and
Studies Coordinating Centre of the National
Institute for Health Research. The JLA’s aim is to

bring patients, carers and
healthcare professionals
together to identify and
prioritise research questions or
‘evidence uncertainties’ in order
to influence the prioritisation of

future research in a particular area. 
The project was supported by more than

30 partner and stakeholder organisations,
which were research funders and other
organisations with an interest in end-of-life
care.* The PeolcPSP and its various partners
wanted to understand what is most important
to people in the last years of their lives, their
families and the professionals who work with
them, in order to, ultimately, improve care at
the end of life. 

Identifying and compiling 
research priorities
More than 1,400 patients, current and
bereaved carers, and health- and social care
professionals completed a public survey to tell
us the most important unanswered questions
that they would like research to address. 

� Figure 1. Palliative
and end-of-life care
spending as a
percentage of all cancer
research spending in
the UK, and in absolute
figures (adjusted for
inflation), from 2002 
to 20132
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There has been no
work specifically
consulting … carers on
their research priorities
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The survey was disseminated in various
ways, both online and in print (via emails to
our contacts and our stakeholders’ networks,
at conferences, in Marie Curie ‘patient packs’
given to all patients referred to the nursing
service, through social media,
and so on). 
Questions were collated 

and checked against existing
systematic reviews of evidence.
They were considered
‘unanswered’ if there was either no systematic
review that addressed them, or if a relevant
systematic review had shown that there was
not sufficient good-quality evidence. 
A ‘long list’ of 83 questions was compiled

and 1,300 patients, current and bereaved
carers and healthcare professionals took part
in the second phase of the survey to select
their most important priorities among these
83 questions. This was again a public survey
conducted online and available in print on
request. It was disseminated via the same
networks as in the first phase. 
A ‘short list’ of 28 evidence uncertainties

was produced on the basis of the results of the
second phase. 
Finally, the top ten research priorities were

determined in a workshop involving 24
patients, carers and health- and social care
professionals who had volunteered to take
part. Most of them had heard about the
workshop through Marie Curie or our partner
organisations. In the surveys, respondents
were asked whether they would be interested
in taking part, and we contacted those who
said they were.
The results of this 18-month public

consultation and prioritisation exercise have
recently been announced. The top ten
research priorities are shown in Box 1. 

What will be the next steps
The PeolcPSP has allowed those whom
research is intended to benefit – people who
are likely to be in the last years of life, current
and bereaved carers, and health- and social
care professionals – to identify their research
priorities in order to inform the future of
palliative and end-of-life care research. With
these priorities in mind, researchers can now
start answering the highest priority questions.
We hope that, as a direct result of the
PeolcPSP, there will be increased awareness of
the importance of funding and conducting

research in palliative and end-of-life care, and
increased interest in such research. 
We also hope that the project will

encourage research funders who are not
traditionally funding this kind of research to
invest in this area.

For research funders
The findings of the PeolcPSP will enable
research funders – including many of the
project’s partners – to target their funds on
what matters most to patients, carers and
professionals. Research funders will be able to
invite research proposals to address the top
ten priorities, and co-ordinate their efforts to
tackle the highest priority questions together;
for example, by forging partnerships.

� 1. What are the best ways of
providing palliative care outside
of working hours to avoid crises
and help patients to stay in their
place of choice? This includes symptom management, 
counselling and advice, GP visits and 24-hour support for 
patients, carers and families

� 2. How can access to palliative care services be improved for
everyone regardless of where they are in the UK? 

� 3. What are the benefits of advance care planning and other
approaches to listening to and incorporating patients’ preferences?
Who should implement this and when?

� 4. What information and training do carers and families need to
provide the best care for their loved one who is dying, including
training for giving medicines at home?

� 5. How can it be ensured that staff, including healthcare assistants,
are adequately trained to deliver palliative care, no matter where the
care is being delivered? Does increasing the number of staff increase
the quality of care provided in all settings? To what extent does
funding affect these issues? 

� 6. What are the best ways to determine a person’s palliative care
needs and then initiate and deliver care for patients with non-cancer
diseases (such as chronic obstructive pulmonary disease, heart
failure, motor neurone disease, AIDS, multiple sclerosis, Crohn’s
disease, Parkinson’s disease, dementia and stroke)?

� 7. What are the core palliative care services that should be provided
no matter what the patients’ diagnoses are?

� 8. What are the benefits and best ways of providing care in the
patient’s home and how can home care be maintained as long as
possible? Does good co-ordination of services affect this?

� 9. What are the best ways to make sure there is continuity for
patients at the end of life in terms of the staff that they have contact
with, and does this improve the quality of palliative care? Would
having a designated case co-ordinator improve this process?

� 10. What are the best ways to assess and treat pain and discomfort
in people at the end of life with communication and/or cognitive
difficulties, due for example to motor neurone disease, dementia,
Parkinson’s disease, brain tumour (including glioblastoma) or head
and neck cancer?

Box 1. The top 10 identified
priorities for palliative and
end-of-life care research

researchers can 
now start answering
the highest priority
questions
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For researchers
The results will allow researchers who are
applying for funding on the priority topics to
show that their research will be valuable to the
people who most need it. All 83 ‘long-listed’
questions will be made public in April 2015 via
the UK Database of Uncertainties about the
Effects of Treatments (UK DUETs), which
publishes treatment uncertainties identified
by patients, carers, clinicians and researchers,
covering a wide variety of health problems.

For charities
Charities and their policy teams will be able to
use the results to demonstrate the need for
increased funding in palliative and end-of-life
care, and campaign to achieve this. 

For the PeolcPSP
The JLA’s methodology limits research
priorities to questions that can be addressed
by interventional research. Many of the initial
1,400 responses to the survey included
comments and narratives of individual
experiences which, in conventional priority
setting exercises, would be ‘lost’. 
The PeolcPSP Steering Group has

recommended to further analyse these 
‘out-of-scope’ responses in order to highlight
questions and comments that could be
addressed by other types of research; for
example, qualitative research. The PeolcPSP is
currently looking at ways of achieving this.

* To view a list of partner and stakeholder organisations, go to:
www.palliativecarepsp.org.uk/who-is-involved/

For more information or to read the final PeolcPSP report, visit:
www.palliativecarepsp.org.uk 

Declaration of interest
The authors have no conflicts of interest to declare.

References
1. Department of Health. End of Life Care Strategy. Promoting high quality care
for all adults at the end of life. London: Department of Health, 2008.
2. National Cancer Research Institute and Marie Curie Cancer Care. Marie
Curie’s palliative and end of life care research spend. November 2014.
https://www.mariecurie.org.uk/globalassets/media/documents/research/
ncri_conference_booklet.pdf (last accessed 02/04/2015)
3. More care, less pathway – A review of the Liverpool Care Pathway. London:
Department of Health, 2013. 
4. Chalmers I, Bracken MB, Djulbegovic B et al. How to increase value and
reduce waste when research priorities are set. Lancet; published online 8
January 2014.
5. Tallon D, Chard J, Dieppe P. Relation between agendas of the research
community and the research consumer. Lancet 2000; 355: 2037–2040.
6. Chalmers I, Glasziou P. Avoidable waste in the production and reporting of
research evidence. Lancet 2009; 374: 86–89.
7. Perkins P, Booth S, Vowler SL, Barclay S. What are patients’ priorities for
palliative care research? – a questionnaire study. Palliat Med 2008; 22: 7–12.
8. Perkins P, Barclay S, Booth S. What are patients’ priorities for palliative care
research? Focus group study. Palliat Med 2007; 21: 219–225.

Rhiannon Smith, Senior Research Information
Officer; Sabine Best, Head of Research; Bill Noble,
Medical Director, Marie Curie, London, UK

Book review

A colleague of mine who saw this book on my
desk said ‘I didn’t realise there was so much to
write about on this subject’. This was an
excellent baseline, as reading this book soon
makes you realise that there is ‘so much’ – and
more – to the subject of amyotrophic lateral
sclerosis (ALS) than one might think. The
editors explain that the term ALS has been
used instead of motor neurone disease, as it is
recognised internationally.

This book takes you on a clinical journey from
initial diagnosis and work-up (including
communication of this), main symptoms and
pathophysiology, to different team members’
input, end-of-life issues and bereavement. It
includes decision-making and ethical issues, as
well as two new chapters, one relating to
complementary medicine and the other
describing a family’s own experience. It is aimed
at all healthcare professionals involved in caring
for patients with ALS and their families. There is
a wide breadth of multiprofessional authors
from different countries and this is reflected in
the international stance adopted throughout. 

The 20 chapters are well laid out, starting with
a summary and case history to contextualise the
information and ending with a comprehensive
reference list. This lends itself to either reading
chapters individually and using the book as a
reference text, or indulging in it as a whole. The
discussions achieve a helpful blend of evidence
base and professional experience, and the book
does not shy away from giving practical advice
either – a refreshing change compared with
more generic textbook advice.

My favourite chapters were psychosocial
care, spiritual care and bereavement, as I
enjoyed diving into these trickier-to-define
aspects. The patient or family quotes were
particularly enlightening. Overall, this is a well-
researched and thorough book which I think is,
in many ways, also applicable to the wider
palliative care patient population, not just 
those with ALS �

Palliative Care in
Amyotrophic Lateral
Sclerosis – From Diagnosis
to Bereavement, 3rd edn 
Oliver D, Borasio GD, Johnston W (eds). Oxford: Oxford University Press, 
2014; 336 pages, £75

� Charlotte Adams,
ST6 Palliative
Medicine Trainee,
Yorkshire and Humber
Deanery, Leeds, UK

Reading this
book soon
makes you
realise that
there is ‘so
much’ – and
more – to the
subject of
amyotrophic
lateral
sclerosis 
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