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Abstract
Background: The North West Coast area of England (Lancashire, Merseyside, Cheshire and South Cumbria) has high 
palliative care need (third highest prevalence in England) and historically low recorded National Institute for Health 
and Care Research research activity (second lowest research recruitment rate in England). To stimulate research 
activity, a new research partnership was formed to support and encourage palliative care research, funded by the 
National Institute for Health and Care Research from January 2022 until June 2023.
Objectives: 

1.	 To develop a sustainable palliative care research partnership infrastructure across the North West Coast.
2.	 To work with palliative care providers, patients and the public, and research staff to further understand local 

barriers and facilitators to palliative and end-of-life care research, and develop and implement solutions to 
these barriers.

3.	 To build capacity in palliative and end-of-life care research through the mentorship of emerging research lead-
ers and share expertise across organisations.

4.	 To facilitate the development of high-quality research grant applications.
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Activities: Phased activities were planned and actioned throughout the funded period to develop and embed an 
active palliative care research partnership across the region. These included: a survey and working groups to rapidly 
identify current local barriers to research and their sustainable solutions; individual and group support activities to 
build research capabilities and capacity; development and submission of high-quality, clinically relevant research 
proposals to the National Institute for Health and Care Research and other funders.
Results: Survey participants (n = 293) were mainly from clinical settings (71%), with 45% being nurses. While around 
three-quarters of participants were not research active, most wanted to increase their involvement. Key barriers 
identified from both the survey and working groups (n = 20 professional participants) included: lack of organisational 
research culture and capacity (including prioritisation and available time); research knowledge (including skills/
expertise and funding opportunities); research infrastructure (including collaborative opportunities across multiple 
organisations and governance challenges); and patient and public perceptions of research (including vulnerabilities 
and burdens).
Based on these findings, the partnership is working with national stakeholders to develop user-friendly resources to 
facilitate hospice-based research. Three action learning sets, that met several times (n = 15 staff), and two networking 
events (n = 78 participants) took place to facilitate collaboration and research capacity building. Eleven research 
grant applications totalling £5,435,967 were submitted as a direct result of partnership activities between January 
2022 and June 2023.
Limitations: Survey and working group findings and resulting activities represent the views and needs of staff within 
a particular United Kingdom geography and had limited public representation.
Conclusions: Funding to support partnership work has been demonstrated to be effective in pump-priming research 
activities, leading to successful research grant submissions and building research capacity. However, consideration 
is needed about how to maintain partnership work, embed in local organisations and further develop work across 
non-traditional stakeholders such as hospices and social care providers if ongoing funding is unavailable.
Future work: North West Coast Clinical Research Network has provided short-term funding (July 2023–March 
2024) to enable and sustain the expansion of Palliative Care Research Partnership North West Coast.
Funding: This article presents independent research funded by the National Institute for Health and Care Research 
(NIHR) Public Health Research programme as award number NIHR135334.
A plain language summary of this research article is available on the NIHR Journals Library Website https://doi.
org/10.3310/AWLT2995.

Background

The National Institute for Health and Care Research 
(NIHR) provided short-term funding (January 2022–June 
2023) to develop research partnerships to enable the 
development of high-quality, practice-relevant, fundable 
research grant applications that focus on palliative care 
needs, especially for underserved populations. This funding 
supported the creation of the Palliative Care Research 
Partnership North West Coast (PalCaRe-NWC). This 
partnership is a collaboration between the Universities 
of Lancaster, Liverpool, Chester, Edge Hill and Central 
Lancashire; Lancashire Teaching Hospitals, Liverpool 
University Hospitals, and the Clatterbridge Cancer Centre 
NHS Foundation Trusts; the Clinical Research Network 
North West Coast; and was supported by the Applied 
Research Collaboration North West Coast, hospices and 
other clinical partners.

There is a need to focus on the North West Coast region 
of England as it has high palliative care needs (third 
highest prevalence in England)1,2 and, historically, low 
recorded NIHR research activity (second lowest research 
recruitment rate in England).3 The North West Coast 
region covers the counties of Lancashire, Merseyside, 

Cheshire and South Cumbria. There is a clear need for 
more palliative and end-of-life care research integrated 
across this region. People with palliative care needs, and 
their family carers, deserve care that is informed by the 
highest quality evidence, enabled by research active and 
informed health and social care professionals, within 
research imbued organisations and services: it is known 
that care within research active organisations is superior.4

There is a high incidence of life-limiting disease within the 
region,1,2 compounded by high levels of socioeconomic 
deprivation.5 Regionally, this is characterised by clusters 
of multidimensional disadvantage, including populations 
known to be underserved, such as areas with ageing 
or ethnic minority populations, and the deprivation 
associated with coastal and rural communities.6 For 
example, Blackpool, a coastal town in this region, is the 
most deprived local authority area, and has the lowest life 
expectancy in England.6 The number of people who will 
require palliative care is predicted to increase because of 
the ageing population, as is the number of people living 
and dying with chronic and complex conditions.7,8 In the 
majority of North West areas, a higher proportion of 
patients are admitted to hospital within the last 90 days 
of life, with a greater than UK average number of patients 

https://doi.org/10.3310/AWLT2995
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dying in hospital in the North West.9 Patients in the North 
West are known to be referred to specialist palliative care 
services later than in other regions (35 days vs. 55 days 
in the South of England).10 Late referrals will also affect 
the window of opportunity for people to participate in 
research across the region.

There are many challenges to conducting research in 
palliative and end-of-life care. There are personal, cultural 
and organisational reasons for patients and their family 
carers not accessing services or engaging in research.11 
Patients are viewed as vulnerable and can have complex 
needs.12–14 Gatekeeping access to research studies can 
be a particularly challenging issue with concerns about 
patient and carer burden, despite evidence suggesting 
patients and family are willing to engage in research at 
the end of life.15–20 Palliative care research itself can be 
challenging because of a lack of funding, difficulties in 
identifying suitable study participants and lack of research 
infrastructure in non-NHS settings such as nursing homes 
or hospices.21–30

Previous work in the North West Coast region in hospices 
identified a number of barriers to research, including the 
lack of a strong research culture, poor or absent research 
infrastructure, lack of research expertise and capacity, and 
concerns about adequate governance arrangements.31 
Strategies to address some of these barriers may include 
reducing and managing the demands on clinicians of being 
involved in research, having research staff on site,16,32 
training on how to recruit to palliative care studies,33,34 and 
improving communication with patients and their families 
to promote research participation, and within staff teams 
to address gatekeeping. We drew from this work in our 
planning of the activities associated with developing a 
more active and confident palliative care regional research 
network, helping to nurture good research practice, and 
combat barriers to recruitment.

In this article, the aims, activities and outcomes of this 
research partnership are presented, with a discussion 
on the learning from this work focused on how best to 
stimulate high-quality research activity in the future.

Methods

Aims and objectives
The overall aim of this project was to build a sustainable 
palliative and end-of-life care research partnership and 
infrastructure within, and across, key organisations in the 
North West Coast region. We aimed to ultimately increase 
the opportunities for patients and family carers to access 

high-quality, clinically relevant research that improves 
their experiences and outcomes of care.

Objectives

1.	 Develop a sustainable palliative care partnership 
infrastructure across North West Coast, embedded 
within existing organisations such as the Clinical 
Research Network (CRN) and Applied Research 
Collaboration (ARC), involving strong patient and 
public involvement (PPI), as a focus for palliative and 
end-of-life care research in the region.

2.	 Work with palliative care providers, patients and the 
public, and research staff to further understand local 
barriers and facilitators to palliative and end-of-life 
care research and develop and implement solutions 
to these barriers.

3.	 Build capacity in palliative and end-of-life care re-
search through the mentorship of emerging research 
leaders and share expertise across organisations.

4.	 Facilitate the development of high-quality research 
grant applications that address important clinical 
research questions that meet the needs of the North 
West Coast population (and beyond) focused on the 
NIHR palliative and end-of-life care commissioned 
research calls in 2023.

Palliative Care Research Partnership 
North West Coast activities
Several phased activities were planned and actioned by 
the partnership throughout the funded 18-month period 
to develop and embed an active palliative care research 
partnership across the North West Coast region. These 
activities are described below and include a survey and 
working groups to rapidly identify current local barriers 
to research and their sustainable solutions, mentorship 
and support activities, networking events, and the 
development and submission of high-quality, clinically 
relevant research proposals.

Rapid identification of current 
local barriers to research and their 
sustainable solutions
An initial aim was to rapidly identify current local 
barriers to research and their sustainable solutions; this 
was achieved using an online survey [using Qualtrics® 
(Qualtrics, Provo, UT, USA)] and working groups, using 
nominal group techniques.35 This activity built on and 
extended partnership members’ past work with hospices, 
and more general work on research barriers.30–32,36 The 
purpose of this approach was to ensure that partnership 
activities were focused on identifying and implementing 
appropriate solutions to contemporary local issues within 
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North West Coast that could be embedded into existing 
infrastructure. Detailed information about the survey and 
working group methods and findings are published in 
full elsewhere.37

The findings from the survey and working groups have 
been presented both nationally and internationally. This 
includes nationally at our first PalCaRe-NWC networking 
day in January 2023; the Hospice UK conference in 
Glasgow, November 2022; the Research Active Hospices: 
Achieving more together NIHR CRN event in London, June 
2023 and at the North West Cancer Research conference, 
Lancaster University, July 2023. Internationally, they were 
presented at the European Association for Palliative Care 
Congress,38 June 2023.

In brief, participants (survey n = 293) were mainly from 
clinical settings (71%), with 45% being nurses. While 
around three-quarters of participants were not active 
in research, most wanted to increase their involvement 
in research. Findings from both the survey and working 
groups (n = 20) indicated that key barriers included: 
lack of organisational research culture and capacity 
(including prioritisation and available time); research 
knowledge (including skills/expertise and funding 
opportunities); research infrastructure (including 
collaborative opportunities across multiple organisations 
and governance challenges); and patient and public 
perceptions of research (including vulnerabilities and 
burdens). Key facilitators included dedicated research 
staff, and active research groups, collaborations, and 
networking opportunities. A key conclusion is that a shift 
in organisational culture is needed to enhance palliative 
care research capacity and collaborative opportunities 
across clinical and research settings.

As a result of identifying these barriers and facilitators 
to engagement in research activities, members of the 
PalCaRe-NWC partnership have been working alongside 
a range of national and regional stakeholders, including 
Hospice UK, Marie Curie, Sue Ryder, the CRN and 
others to develop a range of user-friendly videos and 
implementation guides to facilitate hospice involvement 
in research. These are fully available online and being 
added to as a living resource.39

Providing mentorship and support
The partnership planned to focus on individual and group 
support activities to build research capabilities and capacity 
to support high-quality research grant applications. These 
addressed the knowledge and organisational barriers 
identified in the survey and working group activities.37 
Activities included: interactive workshops, action learning 
sets, peer support, mentorship and funding to release 

clinically focused staff named on the initial partnership 
application to the NIHR to focus on grant development.

Action learning sets and peer support
The partnership aimed to facilitate the development 
of emerging research leaders in palliative care research 
and build research capacity across North West Coast 
through facilitated action learning sets. This addressed 
key barriers we identified, including enabling time 
for research, developing research skills and providing 
collaborative opportunities across organisations.37 
Within the action learning sets, we provided structured 
sessions which enabled peers to meet regularly, identify 
areas of shared learning to address current research 
challenges, and be supported through the partnership in 
learning to address issues. An initial action learning set 
was set up and run by SP and NHW with those individuals 
named in the bid as co-applicants (AN, AG, RB, AD, 
SC, BS). The opportunity to be involved in subsequent 
action learning sets was advertised widely across the 
region, including via the project website, social media 
and through key contacts identified in the setting up of 
phase one. Nine people applied and were accepted to 
take part in a further two action learning sets run by CW, 
JE, NP, VT and LL. Fifteen individuals attended the three 
action learning sets in total from a range of professional 
backgrounds and with varying levels of palliative care 
research experience. The action learning sets ran once 
a month for 6 months. Each session allowed participants 
to bring a research-related issue to the group for them 
to discuss with the group, with guided facilitation. The 
topics discussed were confidential within each group, 
so are not reported here. The action learning sets were 
evaluated via a questionnaire, and most responses were 
positive. Comments included:

The discussion groups were really helpful in achieving 
the first aim of connecting with other researchers – the 
action learning set was very different from anything 
I have been involved with before. Specifically, I felt 
that the open format of the sessions, with each 
person bringing their own ‘issue’, made the discussions 
varied and interesting, and allowed the space for 
individual focus.
Directly as a result of my participation in the action 
learning set, I have had the opportunity to be part 
of and contribute to, the early stages of an NIHR 
application for research funding in an area of research 
that links with my own research interests.

A number of action learning set participants were involved 
in the grant applications specified in Table 1, as reflected 
above, enhancing their learning in grantsmanship 
and collaboration.
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Networking events
The survey and working group analysis identified that staff 
providing palliative care valued networking opportunities 
to support and develop their research knowledge and 
interests. In response to this key finding, a highly successful 
networking event was organised at the University of 
Liverpool in January 2023. Sixty individuals booked onto 
the event, and 38 people were able to attend on the 
day from the NHS (acute and primary care), ambulance 
service, universities and hospices. Due to its success 
and positive feedback, a further networking event was 
organised in June 2023 at Lancaster University. Sixty-five 
individuals booked onto the event, and 40 people were 
able to attend on the day from the NHS, universities and 
hospices (adult and paediatric). Unfortunately, there has 
been little engagement from the social care sector, except 
from nursing home attendees.

Discussion groups were used during the events to 
facilitate networking among different clinical and 
research organisations and professional groups. ‘Bite 
size’ presentations on research methods and exemplar 
research projects taking place within the region were 
offered. The networking events were evaluated via 
an anonymous questionnaire. Those who responded 
expressed that they valued the opportunity to meet in 
person and network with colleagues from different clinical 
and academic organisations and settings. Attendees 

enjoyed how the events included interactive group work 
as well as short research presentations. Some connections 
facilitated engagement in grant opportunities, discussed 
later. Another small group formed at the first event have 
been working together on a systematically constructed 
review in their topic of interest. Hospice- and CRN-based 
research nurses working on palliative care research studies 
have formed an informal support group following the first 
networking event. Three research development groups 
have been formed from the activities and people involved 
across networking events. These currently focus on 
developing research activities in the areas of heart failure, 
paediatrics and education. They meet regularly, facilitated 
by people from the network, to work on developing 
research grant applications.

Developing and submitting high-
quality, clinically relevant research 
proposals
The partnership anticipated that these capacity building 
activities would stimulate and facilitate applications to 
the NIHR palliative and end-of-life care commissioned 
research calls, due in April–May 2023 and August–
September 2023. As part of the funding application 
process, indicative contender research ideas were 
identified that mapped onto gaps identified in the 
commissioning call, addressing palliative care needs 
identified above. These were supported and developed, 

TABLE 1 Research grant applications submitted between January 2022 and June 2023 as a direct result of partnership activities

Grant type
Number of 
grants

Total application 
value

Numbers of those whose involvement was 
as a result of partnership activitiesa

Grants submitted to the palliative care specific NIHR 
calls

2 £2,101,750 8

Grants submitted to other NIHR funding streams 5 £3,014,475 18

Grants submitted to non-NIHR funding streams 4 £319,742.04 5

Research grant applications submitted between January 2022 and June 2023 by PalCaRe-NWC co-applicants that are not directly associated 
with the partnership but related to palliative care research

Grants submitted to the palliative care specific NIHR 
calls

2 £4,450,661 Five partnership co-applicants

Grants submitted to other NIHR funding streams 2 £3,146,600 Four partnership co-applicants

Grants submitted to non-NIHR funding streams 6 £13,587,836 Six partnership co-applicants

Research grant applications in preparation at the time of this report as a direct result of partnership activities

Grants to be submitted to the palliative care specific 
NIHR calls August–September 2023

2 To be confirmed 5

Grants to be submitted to other NIHR funding streams 1 To be confirmed 2

Grants to be submitted to non-NIHR funding streams 3 To be confirmed 4

a	 A number of people were involved in more than one grant application.

https://doi.org/10.3310/AWLT2995
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through planned mentorship activities and the action 
learning sets, as well as some dedicated time bought out 
for more junior researchers, especially those with clinical 
commitments. All these addressed research priorities 
identified as part of the James Lind Alliance Priority Setting 
Partnership,40 and built on existing academic expertise 
to enhance competitiveness. Additional research ideas 
were also encouraged throughout the time of the funded 
partnership via our action learning sets, networking days 
and reaching out via our social media and website to offer 
appropriate support.

Grant activities
The partnership has supported the submission of high-
quality, clinically relevant, applications to the April/May 
2023 NIHR palliative and end-of-life care calls and other 
NIHR and non-NIHR funding streams. Further grants are 
being actively prepared for the subsequent focused calls.

The partnership and its activities appear to have stimulated 
general grant preparation activity, as well as activity 
directly related to the partnership work. In reporting grant 
activities below, we have identified the work as a direct 
result of the partnership if they met defined criteria. These 
criteria were if the proposed grant was mentioned in the 
original partnership application to the NIHR, if partnership 
funds supported time used in its preparation, if action 
learning set time was used to discuss aspects of bid 
preparation or if applicants reported that the grant activity 
was triggered by discussions and connections made 
because of the network. In the interests of completeness, 
we have also reported other pertinent grant activities of 
PalCaRe-NWC co-applicants that occurred during the 
time funded by the partnership, but which do not meet 
the criteria above (see Table 1).

The outcomes of most grant applications are not yet 
known, but we are delighted that five grants have already 
been awarded totalling £3,112,918. Unfortunately, three 
grants totalling £3,251,389 were not awarded during the 
period of NIHR funding for the partnership.

Patient and public involvement
The partnership aims for PPI to be central to its 
activities and the project proposals developed from it. 
PPI involvement was layered across the partnership. 
First, a PPI lead (AP) was identified, who was a named 
co-applicant on the original bid to the NIHR and a member 
of the projects steering committee. In this way, there was 
a PPI voice involved in all the project planning. Second, the 
PPI lead was supported both by the project coordinator 
(LD) and by a partnership PPI group who met regularly. 
The project PPI group were involved in activities relating 

to the overarching project. There was PPI input into the 
Integrated Research Application System application, study 
protocol, supporting documentation and study findings  
for the survey and working groups. They were also involved 
in aspects of data interpretation. They developed a user 
involvement page for the project website. Third, there  
was separate PPI involvement facilitated for each of 
the grant applications developed as a result of the 
partnership. PPI representation, separate to the PPI group 
that was involved in the overarching partnership project, 
was included in all the bids that were developed and  
submitted to the NIHR Palliative and End of Life Call 
in April/May 2023 and other NIHR and non-NIHR 
funding streams.

Unfortunately, the PPI lead had to leave her role during 
the project as her substantive NHS post ended due to lack 
of funding. The trust were unable to find a replacement, 
but AP continues to support the project informally as 
a PPI representative. AP has been involved in various 
dissemination activities, including a partnership net
working event, the Royal Society Medicine Palliative Care 
section webinar on ‘Innovations in diverse and inclusive  
public involvement in research on palliative care; learning 
from the NIHR Palliative and End of Life Care Research 
Partnerships’ on 18 April 2023, which other members 
of the PPI group attended, and a co-author on the 
journal publications.

Key learning from this project included the need for 
someone to lead and facilitate PPI activities across 
the partnership. The challenges of PPI involvement in 
palliative care, where patients may become too ill either 
intermittently or on an ongoing basis to contribute, 
highlights the need for a co-ordinated PPI infrastructure 
on an ongoing basis for palliative care research across the 
region. While developing this was not a specific aim of the 
funded partnership, this is something we hope to achieve 
with ongoing funding.

Equality, diversity and inclusion
The PalCaRe-NWC project steering committee comprised 
a diverse group of professionals with varying levels of 
expertise in palliative research from medicine, nursing, 
pharmacy, psychology and included representation from 
the North West Coast CRN and PPI.

Active clinicians being mentored by the partnership 
included RB (clinically active consultant medical oncologist), 
AG, SC and AN (senior clinical lecturers and consultants in 
palliative care) and AD (consultant pharmacist). Five out of 
the 15 participants who took part in the action learning 
sets were from a nursing background.
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The role and benefits of PPI involvement in the project 
are described in the previous section. The PPI lead had 
lived experience of cancer and end-of-life care and 
had PPI experience in the NHS, voluntary sector and 
academia within and outside the region. The four other 
PPI representatives who were engaged in the partnership 
were based outside the North West Coast region and had 
lived experience of caring for someone with cancer and/
or non-cancer, and all had previous PPI experience. There 
was representation from minoritised ethnic communities. 
Organising payment for PPI representative’s time such as 
attending meetings and reading materials was challenging. 
It involved engagement contracts being in place with 
Lancaster University that included ‘right to work’ checks. 
This process creates additional complexity and delays and 
may put some individuals off from being involved in a 
research project.

Recruiting patient or family carers to the working group as 
research participants to explore their views of local barriers 
and facilitators to palliative and end-of-life care research 
was challenging in this study. This was despite working 
with the PPI lead, PPI group and public advisor network in 
the ARC to facilitate reaching these groups, including using 
their existing social media channels. Significant delays with 
the Disclosure and Barring Service (DBS) and occupational 
health process at Lancaster University Human Resources 
department meant there were approval delays in the NHS 
trust where we planned to recruit participants. Three 
members of our PPI group reviewed and provided input 
into our staff working group findings, and our PPI lead was 
involved in the data analysis process.

Recruiting to the staff working groups was also challenging 
due to potential participants’ clinical pressures and 
workload. The working groups took place online rather 
than in person for flexibility, but a small number of 
participants who consented to take part still had to cancel 
at short notice because of clinical commitments.

Dissemination
The partnership has used several dissemination strategies 
to ensure that its work and the opportunities it creates 
are visible and accessible to those interested in palliative 
care research both within and beyond the North West 
Coast region. A project website was set up at the start 
of the project and has been maintained and added to as 
the partnership develops (https://sites.google.com/nihr.
ac.uk/palcarenwc/home). Research training, support and 
funding opportunities were advertised on the project 
website. Social media (Twitter @PalCaReNWC) has been 
used to disseminate the work of the partnership alongside 
existing channels such as the ARC, CRN and palliative 

care clinical network mailing lists. Mailing lists have also 
been created from the networking events. PalCaRe-NWC 
was shortlisted for an award at the North West Coast 
Research and Innovation Awards 2023 in the ‘Research 
Collaboration of the Year’ category.

Discussion

Sustainability and next steps
Our survey and working group findings highlighted how 
organisational barriers need to be addressed to enhance 
palliative care research capacity and collaborative 
opportunities across clinical and research settings 
need to be created.37 This supports previous research 
identifying similar barriers and making comparable 
recommendations.31,41–44 These include the need to 
focus on collaboration, sharing best practice, developing 
a research culture and facilitating research within 
organisations, enhancing staff capacity and expertise, 
and providing guidance on research processes and 
procedures.31,41,43,44

Working collaboratively in partnerships has proven 
important in generating high-quality palliative care research 
in other countries.45,46 Partnerships between academic 
centres, NHS organisations and hospices may help address 
structural barriers such as indemnity, sponsorship and 
gaining research ethics committee approval. Being actively 
involved in a research study may lead to an improvement 
in an organisation’s research culture.47

There has been previous time-limited funding in the UK to 
establish palliative care research collaboratives,48,49 similar 
to the current short-term investment by the NIHR.50 A 
major challenge for palliative and end-of-life care research 
is that funding to sustain partnerships and collaborative 
working can be fragile or time limited. We are delighted 
that the North West Coast CRN has agreed to provide 
additional short-term funding (July 2023–March 2024) 
to enable the expansion and continuation of this initial 
partnership. This has demonstrated that while embedding 
the partnership activities within existing infrastructure 
facilitated ongoing collaboration, a relatively modest 
amount of funding is important to support activities (such 
as networking events and the co-ordination of grant 
submissions) that can sustain and grow the partnership.

Palliative Care Research Partnership North West Coast 
has already had major achievements, working effectively 
to understand barriers to, and stimulate, palliative care 
research activity, but there is a need to build on these initial 
successes. It is important that further development of a 
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sustainable network embedded in existing infrastructure 
continues, to improve palliative care research capacity and 
quality within the region. Additional funding is essential to 
further strengthen high-quality partnerships and extend 
engagement with stakeholders, including non-traditional 
stakeholders such as hospices and social care providers. 
In particular, social care is a core provider of care to 
those with palliative care needs, but the partnership has 
struggled to meaningfully engage with this sector, despite 
active attempts to do so with a range of stakeholders.

The partnership plans to continue to advocate for, 
develop and implement sustainable and realistic solutions 
to prioritised, amendable, barriers. This will involve 
collaborating with palliative care providers (including 
across NHS, ambulance service, social care, nursing care 
homes and the hospice sector), patients and the public, 
and research staff to embed an improved research culture 
and encourage relevant system wide changes. This will 
increase opportunities for organisations, staff, patients 
and family carers to access high-quality, clinically relevant 
research that improves their experiences and outcomes 
of care.

Funded by the CRN, the partnership plans to deliver at 
least two further networking events to include participants 
from NHS, non-NHS and non-traditional research settings 
together with researchers. An additional action learning set 
will be run for up to six emerging research leaders, with a 
focus on developing organisational research participation 
within non-traditional settings. The website will be 
developed further to function as a hub to disseminate 
information about opportunities for organisations to 
participate in relevant portfolio studies. High-quality, 
clinically relevant research grant applications will be 
submitted to the NIHR palliative care commissioned call in 
August–September 2023. User-friendly guides to research 
in palliative care outside the NHS and in non-traditional 
settings are starting to be produced in partnership with 
a range of national partners, with wide dissemination 
planned. A new steering committee will be set up that 
will have identified representation from across the North 
West Coast to include the CRN, clinical network, acute, 
ambulance and primary care NHS trusts, universities, 
hospices, other voluntary and social care organisations, 
and PPI.

Lessons learnt
Three-quarters of staff who responded to our survey 
wanted to increase their involvement in palliative care 
research, despite most of the respondents not being 

currently research active.37 In order to achieve this there 
needs to be investment in, and prioritisation of, research 
time and roles for staff working within clinical practice,51–53 
an issue not unique to palliative care.54 Funding is required 
to facilitate and sustain collaborative partnership working 
between universities, health and social care organisations 
and professional groups. On a practical level, we learnt 
that systemic barriers can negatively influence public 
involvement in palliative care research. These include 
overly bureaucratic payment processes for PPI involvement 
and research passport delays for university staff carrying 
out research with patients and family carers in the NHS. 
To improve PPI reach, there needs to be modes and 
lines of communication that facilitate a rapid and flexible 
response. An additional barrier we experienced was the 
complexity of obtaining organisational approval for a 
low-risk staff study taking place across multiple NHS and 
non-NHS sites.55

Limitations

While we ensured PPI was included in the planning and 
activities of the PalCaRe-NWC partnership, there was 
limited representation from patients, family members 
and the public as research participants in the survey 
and working group findings. The partnership aimed to 
recruit the public to our working groups, but recruitment 
challenges and organisational approval delays meant this 
planned aspect of the study did not go ahead.37 Staff from 
across different sectors and professional backgrounds 
responded to the survey, including a strong response from 
nurses, but it was more challenging to recruit those who 
did not provide specialist palliative care or who worked 
in care homes. This may have been because staff did not 
identify themselves as providing palliative care despite 
caring for patients with palliative care needs. The survey 
and working group findings and the activities that resulted 
from this work represent the views and needs of people 
from across a particular area within the UK. It may be 
that this does not represent wider views of the barriers 
to palliative care research and the activities that can help 
address them, but this is unlikely given the comparisons 
with other published research.

Staff may have been discouraged from applying to take part 
in the action learning sets because of clinical workload. 
Clinical pressures may also account for the number of 
people who registered for the networking event but who 
could not attend on the day. Further attention is needed to 
actively engage those working in social care roles.
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Conclusions

Improving access to palliative care research within North 
West Coast, and beyond, can only be achieved by universities, 
health and social care organisations, and professional groups 
working in partnership. The PalCaRe-NWC partnership 
has had many achievements since its inception, including 
a survey and working groups, to understand local barriers 
and facilitators to palliative care research. It has stimulated 
palliative care research activity and interest within the 
region and beyond through its website, action learning 
sets, networking events and the development of resources 
to support hospice research in partnership with national 
stakeholders. Eleven research grant applications totalling 
£5,435,967 were submitted as a direct result of partnership 
activities between January 2022 and June 2023.

The survey and working groups findings, as in previous 
research, highlight how a shift in organisational culture is 
needed to enhance palliative care research capacity and 
collaborative opportunities across clinical and research 
settings and how little progress has been made over 
time. There is a need to embed, sustain and build on the 
initial successes of the PalCaRe-NWC partnership. This 
means continued funding is essential to maintain and 
further strengthen high-quality partnerships, and extend 
engagement with other stakeholders such as hospices and 
social care providers to nurture good research practice 
and combat barriers to recruitment.
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