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Developing palliative and end-of-life care research partnerships and capacity in the 
North West Coast of England 

 
The overarching aim is to build a broad palliative care research partnership across the North 
West Coast region between Universities, palliative care providers, patients, family carers and 
the public, and existing regional infrastructure such as the CRN and ARC. This will be 
underpinned by an exploration of local barriers to such research, how they can be overcome, 
and implementation of a range of capacity building activities. This will enable the delivery of 
high quality, practice-relevant, fundable research grant applications that focus on needs, 
especially those of underserved populations, in North West Coast and beyond.  
 
Background and Scientific Rationale 
 
The need for a focus on the North West Coast region:  The North West Coast region of 
England has high palliative care need (third highest prevalence in England) and historically 
low recorded NIHR research activity (second lowest research recruitment rate in England). 
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 superior1. There is a clear need for more palliative 
and end-of-life care research integrated across this region.  
 
There is a high incidence of life-limiting disease within the region2 3, compounded by high 
levels of socioeconomic deprivation4. 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 communities5. For example, Blackpool, a coastal town in this region, is the most 
deprived local authority area in England, and has the lowest life expectancy in England5. 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 
conditions6 7. In the majority of North West CCGs, a higher proportion of patients are admitted 
within the last 90 days of life with a greater than UK average number of patients dying in 
hospital in the North West8. 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)9. Late referrals will also affect the window of opportunity for people to participate in 
research across the region.  
 
The challenges of 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 nor engaging in research10. Patients are viewed as vulnerable and can 
have complex needs11-13. 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 life14-19. 
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, issues the applicant team have experienced20-29.  
 
Addressing barriers to research in palliative and end-of-life care: Our previous work in 
the North West Coast region, particularly 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 arrangements30. 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 site15 31, training on how to recruit to palliative care studies32 33, and 

improving communication with patients and their families to promote research participation, 
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and within staff teams to address gatekeeping. We want to build and expand on this work 
through this partnership to develop a more active and confident palliative care regional 
research network helping to nurture good research practice and combat barriers to 
recruitment.  
Objectives of the proposed palliative care research partnership 
 
Our vision is 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 aim 
to increase the opportunities for patients and family carers to access high quality, clinically 
relevant research that improves their experiences and outcomes of care.  
 
Objectives: 
i) To develop a sustainable palliative care partnership infrastructure across NWC, 

embedded within existing organisations such as the CRN and ARC, involving strong 

PPI, as a focus for palliative and end-of-life care research in the region.  

ii) 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.  

iii) To build clinical capacity in palliative and end-of-life care research through the 

mentorship of emerging research leaders and share academic expertise across 

organisations. 

iv) To facilitate the development of high-quality research grant applications that address 
important clinical research questions that meet the needs of the NWC population (and 
beyond) focused on the NIHR palliative and end-of-life care calls (NIHR PHR, EME, 
HS&DR and HTA) in 2022.  

 
Partnership Plan  
 
DEVELOP AND EMBED AN ACTIVE PALLIATIVE CARE PARTNERSHIP NETWORK 
ACROSS NORTH WEST COAST (to meet objective i) Activities to embed this will be 
actioned throughout the phased activities below. Building on the wide engagement for 
preparing this bid, we will further develop an ‘umbrella’ partnership across academics, 
clinical care providers, and our PPI network, embedded in current structures (e.g. the 
Clinical Research Network, End of Life Care Network, North West Hospice Group, ARC, and 
academic centres of excellence) to enable sustained work on facilitating palliative and end-
of-life care research. This will include one of the partners hosting a webpage for people to 
understand and engage with the partnership, with regular virtual meetings (including grant 
planning, research seminars etc.) to develop the partnership across all stakeholders, 
separate to the management of this grant.  
 
PHASE ONE (0-6 months): RAPID IDENTIFICATION OF CURRENT LOCAL BARRIERS 
TO RESEARCH AND THEIR SUSTAINABLE SOLUTIONS (to meet objective ii) 
 
We will identify current local barriers to palliative care research, building on and extending 
past work with hospices, and our more general work on research barriers29-31 34. This will 
ensure that our activities are focused on identifying and implementing appropriate solutions 
to contemporary local issues, and which can be embedded into existing infra-structure.   
 
i. Online survey across NWC to identify current local research barriers and suggestions for 

sustainable solutions. This will be circulated online (using Qualtrics™) via stakeholders 
engaged in this partnership including academic centres, hospices, generalist and 
specialist palliative care clinicians and provider organisations, CRN, ARC, End of Life 
Care Network etc. We will endeavour to include those groups that are part of the NHS 
workforce transformation strategy where research is a role descriptor, but where research 
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participation is historically low (e.g. Clinical Nurse Specialists and Advanced Clinical 
Practitioners).  

ii. Working groups, using a nominal group technique35 to explore barriers and facilitators 
in more depth, running in parallel with the survey but drawing from any initial survey 
analysis. Groups (n=4) will be convened for a single meeting (virtual via Teams or in-
person depending on prevailing circumstances) of 2-3 hours. Each working group 
meeting will have 2-3 facilitators from this partnership team, and involve up to 15-20 
participants from single key stakeholder groups. Proposed stakeholder groups include 
research nurses (and other key CRN staff); hospices (with nominated key decision 
makers which may include Chief Executives, clinical or research leads); clinicians (across 
all provider settings including primary and secondary care); and public, patient and 
community representatives (to ideally include known under-served populations including 
those from minority ethnic populations, particular disease groups e.g. head/neck cancer). 
We will work with our PPI lead, PPI group and draw from the public advisor network in the 
ARC to facilitate reaching these groups. Brief 10-minute presentations on the current 
‘state of the science’ will orient attendees to existing knowledge. Nominal group 
techniques will then include the silent, written, generation of ideas, sharing and grouping 
these thematically, and group discussion. This will result in a prioritised list within each 
group of perceived barriers and proposed solutions, which will be further aggregated and 
analysed by this partnership team.  

 
The REC approved protocol for the survey and working groups is appended (Appendix 1).  
 
PHASE TWO (7-12 months). PERSONAL MENTORSHIP AND SUPPORT TO CO-
DESIGN AND PREPARE RESEARCH GRANT APPLICATIONS (to meet objective iii and 
iv) 
 
First, we will focus on individual and group support including interactive workshops, action 
learning sets, peer support and mentorship to build research capabilities and capacity to 
support high quality research grant applications.  
 
i. Peer support and/or action learning sets: We will facilitate the development of 

emerging research leaders in palliative care research across NWC through facilitated 
action learning sets to provide structured sessions which enable 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. Nominations to attend 
can be made by any individual or stakeholder organisation within NWC against clear 
criteria, and will include emerging leaders that are part of this application. Areas of 
interest may include support from senior academics, research support offices, the CRN 
etc. in understanding financial aspects of bid development, building a team, writing a 
clear narrative etc. We will run a maximum of 3 individual sets, each with no more than 5-
6 members, mentored by a senior applicant.   

ii. Mentorship: Providing expert 1:1 mentorship to up to 6 emerging research leaders, 
especially clinicians, including research and advanced practice nurses, so that they can 
be co-principal investigator on bids and/or contribute effectively to their development.  

iii. Time: We will buy time for clinically focused staff named in this bid to have concentrated 
time to contribute to grant development, and ensuring bids are clinically relevant. We 
propose one-two blocks of time for staff to be released at key junctures in the grant 
development process, timing dependent on release of grant calls.  

 
PHASE TWO (7-18 months). IMPLEMENT IDENTIFIED SOLUTIONS TO ENABLING 
BETTER PALLIATIVE AND END-OF-LIFE CARE RESEARCH ACROSS NORTH WEST 
COAST (to meet objectives ii and iv) 
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Second, we will focus on infrastructure developments to facilitate palliative and end-of-life 
care research across NWC. This work will continue to 18 months recognising the complexity 
of embedding and sustaining solutions, but also ensuring that these are in place prior to the 
commencement of any successful funding applications. These activities cannot be fully 
finalised until the results from phase one are known, but we indicate some proposed 
activities and solutions based on existing evidence and local knowledge:  
 
i. Recruitment training. Recruitment to palliative care studies has particular challenges 

and complexities, and the emotional labour of this work has been recognised29. Training 
to acknowledge this, creating and maintaining a community of practice amongst research 
nurses and others, and identifying appropriate approaches and communication patterns 
should facilitate recruitment to these studies. Training will be co-facilitated with our PPI 
group to enable a more powerful shift of perceptions about the acceptability of 
participation in such studies, this has already been piloted in a previous study36.  

ii. Research governance. As (mostly) independent, charitable organisations, hospices and 
care-homes generally do not have an established research governance infrastructure. We 
will form a network of North West Coast ‘research ready’ hospices learning from the CRN 
ENRICH care home model, including facilitating sharing of templates for research 
approval and governance processes, learning from research active hospices, and 
integrating this network within existing infrastructure such as the CRN and existing 
groupings of North West Hospices.  

iii. Public and Patient Involvement. The nature of disease progression and individual 
deterioration means that sustaining an active PPI network in palliative care can be 
challenging. We plan to create a network – facilitated by our PPI lead and PPI group, 
ARC and their public advisor network, drawing from learning from existing PPI groups 
(e.g. Lancaster Partners/CECo37). 

 
PHASE THREE (7-12 months) DEVELOPING AND SUBMITTING HIGH QUALITY 
CLINICALLY RELEVANT RESEARCH PROPOSALS (to meet objective iv) 
 
We have identified indicative contender research ideas that map onto gaps identified in the 
commissioning call, addressing palliative care needs identified above, including reducing 
inequalities in access to services, care integration, and planning and managing end-of-life 
care, although we are very open to supporting new research areas identified in phases one 
and two. These indicative ideas all address research priorities identified as part of the James 
Lind Alliance Priority Setting Partnership38, and build on existing academic expertise to 
enhance competitiveness. These involve emerging research leaders, and will benefit from 
the infrastructure developments in earlier phases. We will make links to other relevant 
funded partnerships from this call to enhance these or other supported ideas where relevant. 
We hope that this partnership will support at least 3 submitted bids to the calls in 2022, but 
we will continue to support those developing all bids to future submission and beyond.  
 
Dissemination, Outputs and anticipated Impact: We expect to support submission of high 
quality, clinically relevant, applications to the forthcoming palliative and end-of-life care calls. 
These will be underpinned by a sustainable infrastructure to facilitate and enable high quality 
research. This will include a visible, virtual, network embedded in existing infrastructure with 
a web-presence so that people within and outside North West Coast are aware of research 
capacity and interest in this field. There will be greater capacity to engage in palliative and 
end-of-life care research at all levels from the development of research leaders, research 
active clinicians, through all levels of the research process.  
 
Project / research timetable: The 18 months of this study (from January 2022) is carefully 

chosen to overlap with the anticipated research calls to facilitate both partnership project 

work specifically focused on high quality bids, but also the development of underpinning 
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sustainable infrastructure that will be in place whenever a project may start. There are no 

key-interdependencies in terms of continuance of employment for any partnership members. 
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Online survey                   

Workshop preparation                   

Workshops                   

Workshop analysis                   

Phase 2: Personal                   

Bid preparation                   
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Emerging research leader 

time 

                  

Phase 2: Infrastructure                   

e.g. research nurse training                   

e.g. hospice research policy                   

e.g. governance 

developments  

                  

e.g. PPI network                   

 

Project management and governance: The project will be led and managed by 

Professor Catherine Walshe, with Lancaster University as the lead institution, and with a 

partnership co-ordinator co-applicant (Dunleavy). A partnership steering committee will be 

set up for the duration of the project involving all named co-applicants, including PPI co-

applicant. This committee will meet virtually monthly for the first six months of the project, 

and 6-8 weekly after this, recognising the time-commitment of steering committee 

members to developing individuals and research bids integral to this partnership. The 

steering committee will co-opt partners as determined by stage two of the project, but this 

is likely to include representation from the group of North West Coast Hospices, the North 

West Coast Palliative and End-of-Life Care Clinical Network, and other relevant charities 

(e.g. Marie Curie, Macmillan).  

Ethics / Regulatory Approvals: Not required for capacity development work, but NHS 

REC approval will be sought for the survey and workshops.  

Success criteria  

i. Submission of at least 3 full applications on palliative and end-of-life care topics to 

NIHR funding streams in 2022. 
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ii. Formal capacity development programme for clinicians and emerging research 

leaders to build capacity as co-leads or co-applicants to NIHR bids.   

iii. 70% of CRN research nurses attend additional training on recruitment to palliative 

care studies, (training course now embedded in CRN programme in NW) 

iv. Research ethics and governance for hospices template agreed by CEOs of most 

hospices in NWC 

v. New NWC regional PPI network in palliative care linked to ARC 

 

Risks and mitigation 

i. Future waves of COVID-19 may impact upon clinician’s time and therefore 

opportunities for capacity building.  However, we have excellent online mentorship 

skills and have costed some ‘buy-out’ funding for promising research-active 

clinicians. 

ii. Lack of engagement from key stakeholders such as hospice CEOs.  We are aware of 
competing pressures on many of our stakeholders and will endeavour to work flexibly 
through existing networks to ensure ‘buy-in’, but their initial high engagement in these 
ideas should mitigate this risk.  
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Appendix One. Protocol.  
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Developing palliative and end-of-life care research partnerships and capacity 

in the North West Coast of England 
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Glossary 
 
Specialist palliative care: Services/practitioners who provide specialist palliative care to adults/and or 

children in hospices. They may also provide specialist advice and support in the hospital and/or in the 

community setting.  

Generalist palliative care: Generalist palliative care is provided to adults/and or children by the patient’s 

usual care team in hospital, primary care and nursing/care homes (e.g. district nurse, GP, physio).  

Research staff: Research focused staff (e.g. research nurses, researchers, R&D staff). 

NIHR: National Institute for Health Research 

CRN: Clinical Research Network 

ARC: Applied Research Collaborative 

PPI: Patient and public involvement 
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2.0 Study summary 
 

Study Title Developing palliative and end-of-life care research partnerships and capacity in 

the North West Coast of England 

Short title Palliative care research capacity and partnership building in the North West  

Study Design Online survey and working groups, using nominal group techniques 

Study Participants Stakeholders (palliative care providers and research staff) and patient, family 

carer/members and community representatives across North West Coast.  

Planned Size of Sample Each of the working groups will involve around 10-15 participants if online or 

15-20 participants if in person (total sample n=40-80) purposively sampled from 

single key stakeholder groups. 

For the survey we plan to recruit as many participants as possible of those 

working in palliative and end of life care and research across North West Coast. 

We do not have a definitive population count, but estimate a response rate of 

around 30-40% of those to whom it is circulated.  

Follow up duration  No follow up 

Planned Study Period March 2022-September 2022 

Survey: March 2022- May 2022 

Working groups, using nominal group techniques: April 2022- July 2022 

Research Question/Aim(s) 

 

To explore local barriers to palliative and end-of-life care research within North 

West Coast and to identify how they can be overcome.  
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3.0 Background 
 

 
The need for a focus on the North West Coast region  
 
The North West Coast region of England has high palliative care need (third highest prevalence in England) 
and historically low recorded NIHR research activity (second lowest research recruitment rate in England). 
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(1). There is a clear need for more palliative and end-of-life care research integrated across this 
region.  
 
There is a high incidence of life-limiting disease within the region(2, 3), compounded by high levels of 
socioeconomic deprivation(4). 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(5). For example, Blackpool, 
a coastal town in this region, is the most deprived local authority area in England, and has the lowest life 
expectancy in England(5). 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 (6, 7). In the majority of North West CCGs, a higher proportion of patients are admitted within the 
last 90 days of life with a greater than UK average number of patients dying in hospital in the North West(8). 
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)(9). Late referrals will also affect the window of opportunity 
for people to participate in research across the region.  
 
The challenges of 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 nor engaging in research(10). Patients are viewed as vulnerable and can have complex needs (11-
13). 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 (14-19). 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, issues the applicant team have experienced(20-29).  
 
Addressing barriers to research in palliative and end-of-life care 

Our previous work in the North West Coast region, particularly 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(30). 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(15, 31), training on how to recruit to palliative care 
studies(32, 33), and improving communication with patients and their families to promote research 
participation, and within staff teams to address gatekeeping. We want to build and expand on this work 
through this partnership to develop a more active and confident palliative care regional research network 
helping to nurture good research practice and combat barriers to recruitment.  
 

4.0 Project plan 
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4.1  Aims:  

The overarching aim of this project is to build a broad palliative care research partnership across the North 

West Coast region between Universities, palliative care providers, patients, family carers and the public, and 

existing regional infrastructure such as the Clinical Research Network (CRN) and Applied Research 

Collaborative (ARC). This will be underpinned by an exploration of local barriers to such research, how they 

can be overcome, and implementation of a range of capacity building activities. This will enable the delivery 

of high quality, practice-relevant, fundable research grant applications that focus on needs, especially those 

of underserved populations, in North West Coast and beyond.  

The research outlined in this protocol aims to explore local barriers to palliative and end-of-life care research 

within North West Coast and to identify how they can be overcome. 

 

4.2  Objectives:  

 
The project has a number of objectives but this protocol specifically outlines how objective ii) will be met: 
 
Objectives: 
 
v) To develop a sustainable palliative care partnership infrastructure across North West Coast, embedded 

within existing organisations such as the CRN and ARC, involving strong PPI, as a focus for palliative 

and end-of-life care research in the region.  

vi) 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.  

vii) To build clinical capacity in palliative and end-of-life care research through the mentorship of emerging 

research leaders and share academic expertise across organisations. 

viii) To 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 calls (NIHR PHR, EME, HS&DR and HTA) in 2022.  

 

4.3 Research design 

 

Two approaches to data collection are proposed. First, an online survey and second, working groups, using 
nominal group technique (34). Both will be used to rapidly identify current local barriers to research and 
their sustainable solutions. This activity builds on and extends previous work with hospices, and our more 
general work on research barriers (29-31, 35). This will ensure that our activities are focused on identifying 
and implementing appropriate solutions to contemporary local issues, and which can be embedded into 
existing infra-structure.   
 

4.3.1 Online survey  

 

An online cross-sectional survey will be circulated to stakeholders (palliative care providers and research 

staff) across North West Coast to identify “research readiness” amongst staff and current local research 

barriers and suggestions for sustainable solutions.  
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4.3.2 Working groups, using a nominal group technique 

 

Working groups, using nominal group technique (n=4-8 approximately, depending on whether online or in 

person) will be held with stakeholders (palliative care providers and research staff) and patient, family 

carer/member and community representatives to explore barriers and facilitators in more depth. These will 

run in parallel with the survey but draw from any initial survey analysis.  

4.4 Setting 

 

Data will be collected from academic centres, hospices, tertiary, secondary and primary care, nursing 

homes/care homes, Clinical Research Network, Applied Research Collaborative and End of Life Care Network.  

4.5 Participants 

 

Participants in both the survey and working groups will be stakeholders (palliative care providers and research 

staff). Additionally, patient, family carer/members and community representatives will be invited to 

participate in working groups.  

 

Stakeholders’ (palliative care providers and research staff) inclusion and exclusion criteria 

 

Inclusion criteria Exclusion criteria 

Provide health and/or social care for patients 

and carers with palliative/end of life care needs.  

 

and/or  

 

Involved or would wish to be involved in 

palliative/end of life care research  

 

 

Aged 18+, no maximum age Under 18 years of age 

Working within the North West Coast 

geography 

Working outside the North West Coast 

geography 

 

Patient, family carer/member, and community representatives’ inclusion and exclusion criteria  

 

Inclusion criteria Exclusion criteria 

Any patient, family carer/member or community 

representative who self identifies as a person who 

has relevant experience related to the provision of 

general or specialist palliative care services. 

Lack capacity to consent to participate in the 

research. 

Aged ≥16 years, no maximum age Unable to participate in a working group using 

English. 
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and the primary service user is accessing care 

within the North West Coast geography 

 

 

4.6 Sample 

 

4.6.1 Online survey 

 

We aim to recruit stakeholders (health and social care providers and research staff) from multiple settings 

across North West Coast. This will include those groups that are part of the NHS workforce transformation 

strategy where research forms part of a role descriptor, but where research participation is historically low 

(e.g. Clinical Nurse Specialists and Advanced Clinical Practitioners). For the survey we plan to recruit a diverse 

sample as possible of those working in palliative and end of life care and research across North West Coast. 

We do not have a definitive population count, but estimate a response rate of around 30-40% of those to 

whom it is circulated. There are 37 NHS Trusts/Hospices, and one private care provider, providing palliative 

care within the North West Coast region and of whom 32 indicated they would be happy to circulate the 

survey to eligible participants. North West Coast Clinical Research Network have agreed to circulate the 

survey to their primary care contacts.    We do not have a population count within each NHS Trust/hospice 

organisation/primary care provider. 

 

4.6.2 Working groups, using nominal group techniques 

 

We plan a number of working groups, the size of which may vary depending on whether they are run in-

person or online, as experience shows that online working groups are easier to manage when there are 

fewer participants than the equivalent in person groups. Working groups will be constituted with similar 

participants which may include; research nurses (and other key CRN staff); hospices (with nominated key 

decision makers which may include Chief Executives, clinical or research leads); practitioners (across all 

provider settings including primary and secondary care); and patient, family carer/members and 

community representatives (to ideally include known under-served populations including those from 

minority ethnic populations, particular disease groups e.g. head/neck cancer, stroke). Each of the working 

groups will involve around 10-15 participants if online or 15-20 participants if in person (total sample n=40-

80) purposively sampled from single key stakeholder groups. We are not striving for a representative 

sample but aim to be inclusive by ensuring particularly hard to reach to groups are targeted for 

recruitment. 

 

 

 

4.7 Recruitment 
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4.7.1 Recruitment to the online survey 

 

An email with a link to an electronic survey will be sent, via a local collaborator in participating organisations 

(e.g. R&D staff, clinical lead), to eligible stakeholders. The survey may also be advertised in participating 

organisations via additional communication channels (e.g. newsletter, poster in staff areas, institutional 

website). A recruitment flyer/poster for this purpose is included in this application for ethical approval. We 

will also disseminate information on the survey through our institutional websites, social media and 

personal networks. An online recruitment flyer for this purpose is included in this application for ethical 

approval.  

 

4.7.2 Recruitment to working groups, using nominal group techniques 

 

 

4.7.2.1 Recruitment of stakeholders 

 

Stakeholders will be provided with invitation packs by the research team to enable them to consider 

participation in the working groups. A local collaborator (e.g. clinical lead, head of department, R&D staff) will 

be asked to suggest eligible stakeholders in their locality to whom packs could be sent. Invitations will be sent 

out by a local collaborator to their known contacts, not by the research team. The packs will be sent with an 

email invitation, and will include a copy of the consent form, and a participant information sheet. Participants 

can indicate their interest in participating by responding by email or telephone directly to the researchers 

responsible for conducting the working groups. Participants who express an interest but have not confirmed 

participation one week after contacting the research team will be sent a reminder. 

 

Additional recruitment methods 

Stakeholders who took part in the survey and who expressed an interest in taking part in further research 

will be contacted by a member of the research team and sent information (invitation letter, participant 

information sheet and consent form) about the working group. Participants can respond to the invitation 

by email if they are interested in taking part. If no response is made within one week, then a reminder will 

be sent. Additionally, we may advertise for stakeholders to participate via social media channels 

(potentially Twitter, Facebook and Instagram). An online recruitment flyer for this purpose is included in 

this application for ethical approval. People volunteering to participate via this channel will be asked to 

contact the research team to indicate an interest in participating and request a study information pack. The 

packs will be sent with an email invitation, and will include a copy of the consent form, and a participant 

information sheet. Participants can respond to the invitation by email. If no response is made within one 

week, then a reminder will be sent. 

 

4.7.2.1 Recruitment of patient, family carer/member and community representatives 

 

We will work with our PPI lead, PPI group and draw from the public advisor network in the ARC to facilitate 

reaching these groups, including using their existing social media channels. We will attempt to recruit people 

that represent the population served across North West Coast paying attention to reaching underserved 

communities. People will be asked to contact the research team to indicate an interest in the project, and to 

request an information pack about the project. The packs will be sent with an email invitation, and will include 

a copy of the consent form, and a participant information sheet. Participants can indicate their interest in 

participating by responding by email or telephone directly to the researchers responsible for conducting the 
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working groups. Participants who express an interest but have not confirmed participation one week after 

contacting the research team will be sent a reminder. 

 

4.8 Informed consent 
 

Informed consent will be sought from participants prior to taking part in the study. We will take    written 

consent wherever possible, but if this is not possible because of COVID restrictions we will take and 

document verbal consent (see section 4.8.2 for further details). Returning consent forms in a stamped 

addressed envelope is not a feasible option currently because of unpredictable infection control measures 

necessary due to the COVID-19 pandemic.  

 

4.8.1 Online survey 

 

Interested participants will be instructed to follow the link to the online survey where they will be able to 

read the study information and consent statement. Participants will be informed that participation in the 

survey is voluntary. Participants will be asked to ‘click’ on to the next page after the home page to indicate 

and confirm that they consent to take part in the survey.   

 

4.8.2 Working groups, using nominal group techniques 

 

All potential working group participants (who have expressed an interest in taking part) will be sent an 

invitation letter, participant information sheet and copy of the consent form in advance of the scheduled 

working group. They can therefore read about the study and understand what their participation involves. 

Informed consent will then be taken in either of three different ways, depending on the prevailing COVID 

situation, manner in which the working group is being run, and preferences of the participants. All potential 

participants will be given the opportunity to discuss the study, and any concerns, beforehand.  

i) Written consent taken in person prior to the commencement of the working group. 
ii) Electronic consent taken prior to the commencement of the working groups indicated by the 

return of an electronically completed consent form or photograph/scan of a completed form 
returned via email or post.  

iii) Verbal consent taken via Teams/telephone prior to the commencement of the working group. 
In this instance the elements of the consent form will be discussed with the participant and 
documented by the research team on the consent form.  

  

4.9 Data collection  

 

Data collection will be via an online survey (using Qualtrics™) and working groups, using a nominal group 

technique(34). 

 

4.9.1 Online Survey 
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The online survey will be circulated to stakeholders (palliative care providers and research staff) across 

North West Coast (using Qualtrics™). The survey will identify current and desired levels of palliative care 

research involvement, current local research barriers, suggestions for sustainable solutions and research 

training needs. The survey was developed from the IPOS survey (a survey of the research barriers and 

training needs within the International Psycho-Oncology Society)(35) and literature on barriers and 

facilitators to palliative care research (15). Survey development followed an iterative approach, with 

members of the project steering committee reviewing survey questions to ensure the survey was 

appropriate.  

 

The survey includes sections covering; basic demographic information (e.g. role, palliative care experience), 

current and desired level of palliative care research involvement, barriers to participating in palliative care 

research within North West Coast, activities that would facilitate participation in palliative care research 

within North West Coast and research training needs. Open-ended questions are also included to allow 

participants to express needs and preferences that are not covered in the set survey options. 

 

4.9.2 Working groups, using a nominal group technique  

 
Groups (n=4-8 approximately) will be convened for a single meeting (virtual via Teams or in-person 

depending on prevailing circumstances) of 2 hours. The number of groups will be dependent on whether 

they take place online or in person. Each working group meeting will have 2-3 facilitators from this 

partnership team, and involve around 10-15 participants if online or 15-20 participants if in person (total 

sample n=40-80) from single key stakeholder groups. The nominal group technique meeting starts by 

welcoming the participants and setting the ground rules that acknowledge that all ideas are important. 

Participant’s questions are answered and their informed consent will be obtained (see section 4.8.2 for 

further information). The participants will introduce themselves and the ‘facilitators’ of the meeting will 

present the overall research question to orientate people to the topic. A brief 10-minute presentation on 

the current ‘state of the science’ will orient attendees to existing knowledge. Next, during 5-10 minutes of 

silence each participant will individually think about the research question and his/her ideas. Afterwards 

each participant in turn will list their ideas, with no evaluative comments among participants. The ideas will 

be listed on a board or flip chart (or in the Chat function/secure online documentation if online). Following 

this, there will be a discussion of the listed ideas to fully understand them and add more ideas as necessary 

(20-30 minutes). This is done with the intention of paying each idea full attention and not to discard ideas 

prematurely. The more quantitative part of the process will start by asking participants to rank their top ten 

ideas. This will be done using a personal priority sheet; each participant selects and ranks the top ten ideas 

from the list. These are shared in the group and a collective ranking of ideas is achieved. Participants will 

vote on the top ten ideas. They will be asked to rank with a weighing of ten for most preferred and one for 

least preferred. This open discussion of voting on the top ten ideas may involve several revisions, re-ranking 

and voting until reaching an acceptable conclusion. The meeting will end by thanking participants for their 

contribution and reminding them of the confidentiality requirements. The meeting will take not more than 

2 hours. The working group will be recorded using secure digital video conferencing software (Microsoft 

Teams) if it takes place on line. If the working group takes place in person it will be digitally audio recorded. 

All participants will be asked to fill in a brief sociodemographic questionnaire in which no name will be 

included prior to the start of the meeting.  

 

In preparation for the meeting, it will be suggested participants pre-test the microphone and cameras on their 

electronic devices, and Wi-Fi/Internet connection where they will participate. Instruction guides/brief videos 

will be circulated regarding the use of the online interactive elements (e.g. chat function, shared secure online 

documentation method such as teams or one drive) before the meeting to prepare participants. Time will 
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also be built within the meeting to practice using the online interactive elements. It will be suggested that 

participants use a tablet/laptop/personal computer, and avoid using mobile phones if possible (36).  

 

 

In case of connectivity issues 

Data collected using online methods described above rely on stable internet connections. Any participants 

whose participation in working groups is hindered by poor connectivity will be offered options to improve 

their connectivity, such as turning off their video or participating to the discussion by writing contributions 

using the chat function/ shared secure online documentation method. Any data contributed via the chat 

function/shared secure online documentation method will be stored following the procedure for saving 

audio and video recordings. Those whose connectivity means they cannot contribute to the discussion 

online will be followed up with afterwards and asked if they would like to participate in a separate session, 

if feasible. 

 

4.10 Data analysis activities 

 

4.10.1 Online survey 

 

Descriptive analysis of basic demographic information (e.g. role, palliative care experience), current and 

desired level of palliative care research involvement, barriers to participating in palliative care research within 

North West Coast, activities that would facilitate participation in palliative care research within North West 

Coast and research training needs. Responses to open-ended questions will be analysed using open coding, 

in which similar responses are grouped together into meaningful categories. Categories will then be grouped 

into clusters to identify broader themes. Consensus of themes will be achieved through discussion among the 

research team. 

 

4.10.2 Working groups, using a nominal group technique 

 

Content analysis of the recorded data will be conducted. The recordings/transcript of the recordings will be 

listened to/read and the key issues will be coded. The units of significance will be coded to describe all aspects 

of the content. The list of codes will be reviewed and grouped together under similar categories, removing 

repetitious or very similar headings. The results will be both qualitative content categories and themes, and 

ranking of priorities for perceived barriers and proposed solutions, and compared across groups. This process 

will lead to a further understanding of local barriers and facilitators to palliative and end-of-life care research, 

and what solutions need to be developed and implemented to address these identified barriers. 

 

4.11 Risks and Benefits 

 

4.11.1 Participants 

 

Participants taking part in the online survey or working groups are likely to experience few risks. For the 

survey, participants are asked to contact the research team if they wish to withdraw their responses, up to 2 
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weeks following completion. In the working groups, they may potentially feel uncomfortable discussing their 

experiences and thoughts in the presence of others. This will be mitigated by full information being available 

to potential participants, with no coercion to participate. The option is available to withdraw from the group 

or take breaks. Ground rules will be agreed within the groups ahead of discussions beginning (e.g. what 

happens in the group, stays in the group, issues of respect, no right or wrong answers, the importance of 

capturing a range of views). We have a robust distress protocol to be followed which is included in this 

application for ethical review.  

There is also the possibility that participants may disclose information about care that reveals risk or poor 

practice. If they do, this situation will be discussed with the participant and their views on sharing this 

information with a senior member of staff sought. Where possible their views will be respected, but if a 

situation is revealed which severely compromises their own or others health or wellbeing, the researcher will 

inform the participant that the researchers have a duty to disclose this information to the most relevant 

person. 

 

5.0 Regulatory requirements 
 

5.1 Research Ethics Committee (REC) and other Regulatory review & reports 

 

Before the start of the study, a favourable opinion will be sought from NHSREC for the study protocol, and 

other relevant documents. Substantial amendments that require review by NHSREC will not be implemented 

until that review is in place and other mechanisms are in place to implement at site.  All correspondence with 

the REC will be retained.  

 

5.2 Regulatory Review & Compliance  

 

Before any site can inform potential participants about the study, the Chief Investigator/Principal Investigator 

or designee will ensure that appropriate approvals from participating organisations are in place.   

 

5.3 Amendments  

 

If a substantial amendment is required to the REC application or the supporting documents, we will submit 

a valid notice of amendment to the REC for consideration. Amended documentation or the protocol will be 

sequentially numbered and dated. The requirements for amendments may be identified by the research 

team, or participating sites.  

 

5.4 Protocol compliance 
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Accidental protocol deviations can happen at any time. They will be adequately documented and reported 

to the Chief Investigator immediately. Deviations from the protocol which are found to frequently recur are 

not acceptable, will require immediate action and could potentially be classified as a serious breach. 

 

6.0 Data protection and patient confidentiality  
 

All investigators and study site staff will comply with the requirements of GDPR and the Data  Protection Act 

2018 with regards to the collection, storage, processing and disclosure of personal information and will 

uphold the Act’s core principles. Further information about how Lancaster University processes personal data 

for research purposes and addresses data rights is on our webpage: www.lancaster.ac.uk/research/data-

protection.  

 

6.1 Confidentiality, data handling and security 

 

6.1.1 Data handling 

 

Data storage and handling will comply with Lancaster University policies, with files stored on university 

approved secure encrypted cloud storage under password protection. Data at Lancaster University will be 

stored in study specific files on university approved secure cloud servers, accessible only by authorised 

members of the research team. Data collected by all members of the research team, including those 

external to Lancaster, will be saved in study specific files on university approved secure cloud servers. Paper 

data will be stored in locked filing cabinets within a locked room. The study CI Professor Catherine Walshe 

has overall responsibility for the collection and management of data generated by this research. External 

members of the research team involved in data collection and analysis will be provided access to the 

project specific files stored on university approved secure encrypted cloud storage under password 

protection. All study investigators will be responsible for completing relevant data and information security 

training. 

Online survey 

Qualtrics, a Lancaster University approved online tool for distributing and managing electronic surveys will 

be used for the practitioner survey. Survey data will be downloaded from Qualtrics for analysis purposes and 

saved in the research study’s specific files on university approved secure cloud servers, accessible only by 

authorised members of the research team. The survey will be deleted from the Qualtrics main server on 

publication of findings.   

 

Working groups, using nominal group technique 

Working groups will be digitally recorded (video and audio) on Microsoft Teams, with recordings 

automatically saved to an area of an encrypted secure server accessible only to the member of the research 

team who initiated the working group meeting. Any data contributed via the chat function/shared secure 

online documentation method during the recording will be saved in the same way. All recordings will be 

labelled only with the working group alphanumeric code. Recordings will be moved immediately to the 

study specific files on university approved secure cloud servers, accessible only by authorised members of 

http://www.lancaster.ac.uk/research/data-protection
http://www.lancaster.ac.uk/research/data-protection
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the research team. Combined video and audio recordings (where video and audio are recorded at the same 

time) will be converted for the purposes of analysis to audio recording only (eg mp4 to mp3) using 

approved conversion software supported by Lancaster University (e.g. VLC).  If the working group takes 

place in person, the digital recordings will be transferred as soon as possible online to the to the study 

specific files on university approved secure cloud servers, accessible only by authorised members of the 

research team. Audio files will be uploaded to the study specific files on university approved secure cloud 

servers accessible only to authorised member of the research team. Once this has been done, the audio 

recording of participants’ voices on the portable recording device will be deleted. In the meantime, the 

digital recorder will be handled and stored securely. All participants will be named using alphanumeric 

codes and if direct quotations from respondents are used, they will only be used in such a way as to ensure 

individual and organisational anonymity. 

 

6.1.2 Confidentiality and anonymity  

 

The names of files of recordings and survey responses will be alphanumeric codes and participants and 

identifiable organisations mentioned will be provided pseudonyms; direct quotations from respondents 

used in publications will only be used in such a way as to ensure anonymity. The key to pseudonymisation 

will be kept in a separate location in a password-protected study file in university approved secure 

encrypted cloud storage under password protection. There is a limit to confidentiality when participating in 

working groups as the nature of participation means that other participants will hear what has been said. 

However, participants will be told that all discussions taking place in the working group should not be 

discussed outside that working group. Participants will be told that any contributions made in the working 

groups will treated confidentially as far as possible, and told about the steps taken to protect their 

anonymity and how data they provide including quotes may be used in published materials. Participants 

will also be told before taking part that, while participating in an online video working group using 

Microsoft Teams is secure, the internet cannot be completely guaranteed as a secure means of 

communication (participants will subsequently be given the opportunity to withdraw from the study before 

recording begins). 

 

6.1.3 Data archiving, preservation and destruction  

 

Working group data and survey data will be archived for 10 years following the end of the project. Audio 

and video recordings will be kept until findings from the research project have been published. Any 

personal contact data will be destroyed at the end of the study period, once any requirement to contact 

participants (e.g. to disseminate findings) has passed. At the end of the default retention period (10 years) 

all working group data and survey data will be confidentially destroyed by a secure method, along with 

anything relating to the identification of participants.    

 

6.2 Indemnity 

 

The study is indemnified by Lancaster University.  
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6.3 Data sharing 

 

The full data set will be held by Lancaster University. Anonymised data will be shared with external members 

of the research team involved in data collection and analysis via study specific files stored on university 

approved secure cloud servers under password protection. These data will be destroyed after 10 years. All 

publications will include a data access statement that will clarify which data was used and provide details 

about the availability of data.  

 

7 Dissemination policy 
 

Dissemination is planned at professional and academic conferences and in peer-reviewed journals, as well as 

in applications for further funding. Dissemination may also occur in the form of online content, including via 

websites, blogs, media, and social media. We will also share findings with the organisations who participated 

or have shown an interest in the study. A results summary written for a lay audience will be made available 

to research participants and the communities and sites from which they are drawn. Oral presentation of the 

results to the relevant local professional and health and social care communities will be offered. Any lay 

participant requesting results of the research will be included in the circulation of the summary. 
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