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Abstract
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Background: The South West Peninsula (Cornwall, Devon, Somerset) has the highest proportion

of over 65s (24.2%) and is the only English rural population with greater economic deprivation than
in urban areas. Coastal populations have the worst health outcomes in England. Despite innovation
among communities to support those with health and care needs in later life, recruitment to palliative
care research in the region is low and there has been no evaluation of public health palliative

care interventions.

Objectives: A new South West Peninsula Palliative Care Research Partnership was funded for

15 months, bringing together four universities, the voluntary and community sector (including
hospices) and local National Institute for Health and Care Research networks. The aim was to establish
a sustainable multisectoral partnership that would identify community-based support needs for
underserved rural and coastal populations by:

e conducting a literature scoping review on interventions to enable community members to support
the dying;

e delivering a research capacity-building programme;

e co-creating public and patient involvement capacity;

e determining the resources and needs for communities to support dying well;

e integrating findings to develop a framework of community-based support and identify future
research questions;

e establishing a sustainable research network infrastructure for the long-term design and delivery of
palliative care research.

Design: We convened partners to identify research needs and co-designed activities to meet our
objectives. These included a scoping review; a capacity-building programme of training, seminars and a
journal club; forming a patient and public involvement group; a multistranded community engagement
programme using different creative approaches; four focus groups with members of the public and one
with community workers; and producing three ‘storytelling’ audio recordings. Findings were presented
to the partnership at a regional workshop.
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ABSTRACT

Results: The scoping review showed that community-engaged palliative care interventions can
improve outcomes for individuals but provided little evidence about which approaches work for
different communities.

Five online seminars and a quarterly journal club to develop research capacity were regularly attended
by 15 to 25 participants from across the partnership.

While evaluating our engagement methods was beyond the partnership’s scope, levels of participation
suggested that creative methods of engagement show potential to help researchers and practitioners
better understand the needs and priorities of underserved populations. Data showed that rural, coastal
and low-income communities face challenges in accessing end-of-life care and support due to issues
such as transport to and distance from services, erosion of neighbourhood networks, isolation from
family and friends, ‘patchiness’ of palliative care services and a lack of care providers.

Community organisations are well-placed to co-produce and facilitate methodologies for involving
communities in palliative care research.

Limitations: Although activities took place in diverse areas, it was not possible within the available
resources to cover the entire large geographical region, particularly the most isolated rural areas.

Conclusions: Partnerships bringing together voluntary and community sector organisations, palliative
care providers, health and social care providers, individuals with experience and academics have
potential to design future research and public health interventions that better understand local context,
involving and supporting communities to address their needs at end of life.

Funding: This article presents independent research funded by the National Institute for Health and
Care Research (NIHR) Public Health Research programme as award number NIHR135312.
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Plain language summary

What did we want to improve?

England’s South West Peninsula (Cornwall, Devon, Somerset) has high levels of poverty and an ageing
population. There are some community groups which enable individuals to support each other at the
end of life. However there has been little local palliative (i.e. end-of-life) care research to understand
people’s needs in rural and coastal areas.

What did we do?

We created the South West Peninsula Palliative Care Research Partnership including four universities,
voluntary and community organisations (including hospices), health research agencies, and a group of
individuals interested in palliative care. We wanted to build a sustainable partnership that would identify
what communities need to support each other at end of life and help individuals and organisations

to plan and participate in research. We reviewed existing research evidence and ran a programme of
training events and community activities (an interactive display, focus groups, one-to-one conversations
and ‘storytelling’). Finally, we came together to discuss the findings and plan next steps.

What did we find?

Getting support at the end of life can be difficult in the region because of poor transport, distance from
services, isolation from support networks, and patchy palliative and social care services.

We found that using creative ways to involve people, like the interactive display, helped clinicians and
researchers better understand local needs. Our experience of partnership working showed that palliative
care organisations, academics and community organisations working alongside each other can help
services reach these areas, and make it easier for people to be involved in research.

What does this mean?

We hope that continuing this partnership will help communities share and develop expertise in
supporting patients and families with palliative care needs, and help clinical services and universities
involve people in rural, coastal and low-income areas in planning, delivering and participating in research
that addresses their priorities.
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Background and introduction

Health inequalities in the Peninsula

England’s Chief Medical Officer’s (CMO) Annual Report 2021 identified coastal areas as having the worst
health outcomes in England, with low life expectancy and high rates of major diseases.! Contributory
population factors include retired citizens settling in these areas; oversupply of guest housing and
concentrations of deprivation; difficulty in attracting health and social care staff; limited public transport;
and scarce/seasonal employment opportunities. The report identified a ‘coastal excess’ of disease, with
limited research on health in coastal areas.

The South West Peninsula (SWP) (i.e. Devon, Cornwall and Somerset) has an extensive coastline and is
largely rural. The National Institute for Health and Care Research (NIHR) Clinical Research Network SWP
Business Intelligence Unit analysed Office for National Statistics Subnational Population Projections for
England (2018),? the Rural Urban Classification (2018) of Lower Layer Super Output Areas in England
and Wales® and the English Indices of Deprivation 2019.4 Data showed that the SWP had the highest
percentage of population aged 65 and over (24.2%), the second highest predicted population growth
(15.1%) and the highest national average index of multiple deprivation score for rural villages and
dispersed populations (17.7%).

Furthermore, Public Health England Health Profiles reveal additional inequalities with differences in life
expectancy of up to 6.2 years between the most and least deprived areas, across Cornwall, Devon and
Somerset.>~” Compared to national data, Cornwall reports significantly lower educational attainment

and excess winter deaths.> Diagnoses of dementia are significantly higher and educational attainment
significantly lower than national averages for both Devon® and Somerset.” In the city of Plymouth,
poverty is higher than the national average,® and there is a 7.5-year difference in average life expectancy
between the least and most deprived wards.?

Challenges in accessing health services in rural and remote areas are exacerbated at the end of life,”
with rural populations and those with a lower socioeconomic status experiencing inequalities in access
to palliative care.'® Populations experiencing inequity in health service access are under-represented
in health research, meaning that the voices of those experiencing the highest burden of illness are
often overlooked.'* Hoekstra et al.'? and Verbeek et al.** acknowledge the importance of researcher/
stakeholder collaboration in exploring and integrating lived experience in research processes. Such
partnerships can centre ‘seldom heard’ voices and improve the relevance and potential impact of
research for underserved populations.

Local innovations

Local innovation in supporting communities to age, die and grieve well include the St Luke’s Hospice-led
initiative in Plymouth to become the first ‘Compassionate City’ in England,*> and Torbay Community
Development Trust’s (TCDT) work to support healthy ageing which was highlighted as a case study in the
CMO’s Annual Report.! The region was noted for its ‘vibrant and an increasingly mature community and
voluntary sector, using an Asset Based Community Development approach to empower communities’.
The CMO called for actionable research into the health needs of coastal communities.
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BACKGROUND AND INTRODUCTION

Forming a cross-sector partnership to build capacity and capability in local
communities

In response to these issues, a new South West Peninsula Palliative Care Research Partnership was
formed in January 2022, with 15 months funding from NIHR. Recognising local strengths as well as
specific challenges, the partnership agreed a theme of community support at the end of life in rural and
coastal populations, including a focus on low-income communities. Internationally, interest in public
health approaches to palliative care has grown, and involving communities in caring for the dying and
bereaved is potentially perceived to be one element of a sustainable solution to these challenges.¢
However, within palliative care research there is little evidence specifically about the needs of rural,
coastal and low-income areas, and how communities might best be supported to respond.

The partnership brought together academics from the Cicely Saunders Institute (King's College London),
with extensive experience in palliative care research, and academics from the University of Exeter

with experience of community-engaged research into health inequalities. It also included Plymouth
University, University College London, the voluntary health sector (all seven regional hospices and
Marie Curie’s night sitting service), the voluntary and community sector (two community development
infrastructure and support organisations, HealthWatch), local NIHR networks (Clinical Research
Network, Research Design Service, Applied Research Collaboration) and the local Clinical Trials Unit
(see Report Supplementary Material 1). A steering group with patient and public involvement (PPI)

met quarterly.
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Aims

he aim was to establish a new, sustainable multisectoral palliative care research partnership that

would identify community support needs for underserved rural and coastal patients and families in
the SWP. Objectives (outlined below) combined primary (objective 4) and secondary (1) research with
activities to build research capacity within the partnership (3, 4), in order to inform and support future
research (5, 6).
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Objectives

1. To conduct a scoping review of the literature on interventions which enable community members to
support the dying.

To deliver a research capacity-building programme and enhance access to existing NIHR resources.
To co-create public and patient engagement and involvement capacity and structures in the region.
To determine the resources and needs for communities to support dying well.

To integrate findings from objectives 1 and 4 with regional stakeholders, developing a conceptual
framework of optimal community support and to identify research questions for future research.

To establish a sustainable research network infrastructure and governance for the longer-term de-
sign and delivery of palliative care research in the region.

vukhown

o

Copyright © 2024 Hansford et al. This work was produced by Hansford et al. under the terms of a commissioning contract issued by the Secretary of State for Health
and Social Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use,
distribution, reproduction and adaptation in any medium and for any purpose provided that it is properly attributed. See: https:/creativecommons.org/licenses/by/4.0/. For
attribution the title, original author(s), the publication source - NIHR Journals Library, and the DOI of the publication must be cited.






DOI: 10.3310/ATFA4287 Public Health Research 2024

Methods

bjectives 1-4 involved understanding existing relevant knowledge, understanding needs within

the SWP and building research capacity; the last two concern collectively using this knowledge to
identify future research priorities and establishing a sustainable research network. We adopted different
methodological approaches to meet the first four objectives.

Scoping review

To understand the current state of knowledge in relation to public health palliative care interventions
that enable communities to support people who are dying and their carers, a scoping review of such
studies which assessed person-centred outcomes was conducted, using the framework developed by
Arksey and O’'Malley."” Following the literature search (September 2022), results were synthesised
using narrative synthesis. Inclusion criteria were studies that included: (1) results of a public health
palliative care intervention targeting community action or personal skills; (2) an intervention aimed at
directly improving the care of adults aged 18 or older at the end of life and/or their carers; (3) outcomes
focused on people at the end of life or their carers; and (4) those written in English language. Detailed
methodology, the search strategy and results are published separately.*®

Capacity-building programme

The programme of activities to raise awareness of resources available to support the planning
and implementation of research and increase confidence in research participation (particularly for
organisations primarily involved in clinical palliative care with limited experience of research) included:

e Funding for two healthcare professionals to attend a Research Methods and Statistics in Palliative
Care module delivered by Kings College London as part of their Palliative Care MSc. Course details
were disseminated to the partnership with an invitation to apply; two candidates with suitable
experience were accepted.

e A quarterly online journal club, with partner organisations co-leading with rotating academic
institutions to select and present a journal paper.

e Five research skills seminars with input from the local NIHR Clinical Research Network, NIHR
Research Design Service and Clinical Trials Units on their purpose, research support available and
opportunities for involvement. A partnership hospice taught how to be a research-active clinical
service and integrate research recruitment into practice. The PPI group presented on involving
community members in research design and delivery.

Patient and public involvement

Expertise included a dedicated PPl worker from the Cicely Saunders Institute, an Exeter University
researcher with a professional background in community work, and TCDT. The PPl and community
engagement strands of work ran closely in parallel, with PPl members involved in planning and delivering
engagement activities.

Partnership members were asked to speak with public contacts (service users, volunteers) and eight
individuals were nominated to the new, regional PPI group, all with experience of accessing palliative
care services or supporting someone at the end of life. Six individuals from across the SWP regularly
took part in PPI activities including the steering group’s discussions, planning and decision-making. PPI
members attended an initial face-to-face introductory meeting to get to know each other, learn about
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METHODS

the partnership aims and plan their involvement. Members were invited to all (online) Steering Group
meetings, and also chose to hold their own separate meetings in person (with an online option), as the
group felt this was important to help build relationships. Five dedicated PPI meetings were held, and
members also participated in, and helped facilitate, other partnership activities. Members received a
payment of £25 per hour for their involvement.

Community engagement to understand needs

To better understand community needs and existing resources that might support living, dying and
grieving well, we completed a programme of community engagement from January to October 2022.
We aimed to engage with individuals not currently in contact with, or not even necessarily aware

of, palliative care services, as well as those with experience of accessing support at end of life or in
bereavement. The programme design was pragmatically tailored to available resources (such as the
Departure Lounge kit, see below), staffing (one researcher, LH, for 1 day per week), project timescale,
and relationships with, and knowledge of, community organisations within the partnership. The
programme was planned in two phases: creative, informal engagement activities designed to widen
participation, followed by a storytelling project to provide more in-depth illustrations of people’s
experiences, and a more traditional research method (focus groups) to further explore issues raised. The
inclusion of creative and oral activities (e.g. Community Conversations, storytelling) aimed to broaden
participation, and increase accessibility for participants for whom literacy or language may be a barrier.

Strand 1: January-August 2022

The Departure Lounge

The ‘Departure Lounge’ is a pop-up installation produced by the Academy of Medical Science?’ to
provoke conversations and impart information about death and dying, using the metaphor of an airport
departure lounge. We used the display in a range of settings suggested by partnership members,
purposively including rural, urban, coastal, inland and low-income neighbourhoods. Four visits were held
at specific events (a bereavement open day, a Dying Matters Awareness Week event in a health centre, a
family fun day and a PPl meeting), and at five other events the display was available within a community
setting while usual activities took place (e.g. community cafes, charity shops). LH made (anonymised)
field notes after each session.

Community Conversations

Community Conversations aimed to draw reflections from participants with lived experience of end-of-
life care and their carers. As it was not feasible to carry out this workstream across the SWP, Torbay was
chosen, as a local authority ranked 48th most deprived district in England (out of 317),* and an area in
which TCDT has strong links within the community. TCDT employs a network of Community Builders
(CBs) with established networks in their local neighbourhoods. TCDT commissioned Filament, a local
creative producing house that works with communities, to create an engagement tool that CBs could
use with people in their own homes to facilitate these conversations.

Filament created a ‘suitcase’ of activities (see Report Supplementary Material 2) - this was a kit comprising
a vintage suitcase containing materials for a series of creative activities, to facilitate discussions about
individual identity, experiences of end-of-life care, support networks, support needs, the impact of
location and neighbourhood, and the essential elements for good connections and support at end of

life. Participants could choose not to discuss any of the topics or to answer without engaging with the
activities. The initial design was tested with three participants and refined in response to feedback. CBs
attended a training session to trial using the suitcase and recording conversations.

Six CBs carried out Community Conversations, using existing contacts to identify potential participants,
approach them to explain the project and invite them to take part. Twenty-six individuals participated;
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see Report Supplementary Material 3 for age, gender and ethnicity demographics. Informed consent was
obtained for the notes from the conversation to be used as research data. Most conversations lasted
between 90 and 120 minutes, though one ran over three meetings taking a total of 5 hours. Responses
from the activities were captured (in text) by the CBs. Notes were pseudonymised and entered onto a
database. LH then made summary notes for each ‘case’ under five headings aligned with the research
questions: context, key issues, what helped, what could be better and essential elements for supporting
end-of-life care within communities.

After completing the Community Conversations, all six CBs were invited to, and attended, a focus group
facilitated by the researcher (LH) to elicit their views on the key issues discussed, and to reflect on their
experience of facilitating the conversations.

Strand 2: July-October 2022

Focus groups

To explore experiences of end-of-life and bereavement in more depth beyond the Torbay area and
reach different cohorts, a convenience sampling approach was used to recruit participants to four focus
groups. Community organisations with whom the partnership had existing links or knowledge were
approached. Focus groups settings included different geographical areas and included residents from
different socioeconomic backgrounds:

e a community group in a coastal town supporting people living on a low income;
e a care organisation in a small market town serving a rural inland area;

e a carers’ organisation in a coastal city;

e a community café in a low-income neighbourhood in a coastal town.

The focus groups were advertised by the host agencies to their networks and on social media.
Interested individuals were invited to contact either the host organisation or researcher and then

sent an information sheet. Informed consent was obtained at the beginning of the focus groups.
Twenty-two individuals participated; see Report Supplementary Material 3 for age, gender and ethnicity
demographics. The groups’ durations ranged from 66 to 116 minutes. Discussions were audio-recorded
and transcribed. Participants received a £25 payment.

Storytelling

Filament were commissioned to work with three Community Conversation participants in more
depth to create narrative stories about their experiences of living with, or caring for someone with, a
life-limiting illness. Recruitment proved difficult, partly because CBs felt that many of the participants
had already told their stories, and as there was a significant emotional element to this interaction,
they didn't feel it was appropriate in some cases to ask individuals to repeat their story. Therefore,
the stories were created with one previous participant and two new individuals known to TCDT to
have supported someone receiving palliative care. Each individual worked with a storyteller and a
poet, who after listening to their experiences created narrative scripts. Participants commented on
the scripts and, after adaptations, audio materials were recorded. Informed consent was obtained for
participation in the project and for the anonymised stories to be disseminated for teaching, training and
awareness-raising purposes.

Analysis of community engagement data

Field notes from the Departure Lounge sessions, notes from the Community Conversations and focus
group transcripts were all coded by LH using QSR International’s NVivo 11 software. Coding frameworks
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METHODS

were devised using both a deductive approach informed by the research questions and topic guides (e.g.
codes such as ‘role of community’) and an inductive approach whereby codes were derived from the
data (e.g. ‘valuing outdoors’). The resulting coding frameworks from the three sets of data was compared
and found to be similar, and the data was assimilated, creating overarching themes and subthemes.

Sense-making workshop

Academics and PPl members co-facilitated an in-person workshop (October 2022) for partnership
members and interested local organisations. Early findings from the community engagement activities
and the scoping review were presented and discussed. Twenty-seven individuals participated, including
11 staff from 5 hospices, 5 PPl members, 7 academics from the 4 universities, 2 individuals representing
community organisations and 2 from end-of-life care charities.

Ethics

Ethics permission for the community engagement work was granted by the University of Exeter College
of Humanities Ethics Committee (ID: 493439) in January 2022.
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Results

Scoping review

Full details of the scoping review have been published separately® and summarised briefly here.
Eighteen studies of community-based interventions met the inclusion criteria: 10 targeted carers of
patients with a life-limiting illness, 3 targeted patients only and 5 targeted dyads. Report Supplementary
Material 4 provides a table describing the studies’ key components. There was a marked heterogeneity
in the studies’ design, methods and outcomes of interest. Analysis showed that community-engaged
palliative care interventions can generate appreciable changes in individual outcomes, though it was
difficult to make inferences about which types of approaches work for different communities and

why due to differences in outcomes measures and lack of reported contextual information. Of the
included studies, nine were conducted in North America, six in Europe (four in the UK), one in Africa,
one in Australia and one in Asia. Most focused on urban communities and there was little detail
regarding the economic status or rurality of the subject populations. Hence, there was little evidence
specifically related to public health approaches to palliative care in rural and coastal areas, and in
low-income communities.

Capacity building

Our programme of activities was well-received by organisations within the partnership and beyond, as
demonstrated by high levels of participation. Four journal club and five seminar sessions were attended
by 15 to 25 partnership participants. Two healthcare professionals successfully completed the Research
Methods module. High levels of engagement were sustained throughout the 15-month funded period
and are indicative of the value attributed by partners/participants to these opportunities to develop
research skills and knowledge.

Building a sustainable partnership

Membership of the partnership grew via word of mouth, with participating organisations sharing
information about events and opportunities within their own networks, and through contacts made, for
example, with interested health and social care organisations during the engagement events. A mailing
list of interested individuals/organisations was generated, with agencies such as the police, the NHS
and local care organisations added, and a newsletter was produced and distributed via e-mail to share
information more strategically.

One strength of the partnership was to create new relationships between clinical services and research
support services. As NIHR funding for the partnership ended in March 2023, arrangements are
underway for the SW Peninsula Clinical Research Network to take over the facilitation of the network,
creating a ‘Community of Practice’ to ensure its continuation.

Patient and public involvement

Our PPI co-applicant, SM, met with the researcher (LH) before each PPI session to co-create agendas,
attended steering group meetings, reported on PPl work and inputted into partnership planning and
decision-making.
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RESULTS

Patient and public involvement members were involved in planning engagement events and co-creating,
for example, the topic guides for focus groups. They ran a partnership training session to input their
views on key issues for those needing to access support at end of life. SM jointly chaired the sense-
making workshop, and four other PPl members co-facilitated small group discussions. The PPl members
remain keen to be involved in palliative care research in the region.

Community engagement

Storytelling

The timescale for this activity was extended, due to the difficulty in recruitment and sensitivity and
flexibility needed to work at the pace and availability of the participants. At the time of submission

of this paper, Filament were editing the three audio plays, each telling one person’s story, with an
accompanying original poem based on a song that was significant for each participant. Steering group
meetings are scheduled to discuss how the audio will be used, and to plan next steps for dissemination.
Our aspiration is that the audio material can be used for training purposes, and we are exploring how
the recordings may be used within and beyond the partnership.

Data from the Community Conversations, Departure Lounge visits and focus groups

Themes from the analysis of the community engagement data are shown in the table below. The data
were presented in depth, including local case examples from the Community Conversations, in an
unpublished report that was distributed within the region, available on request.

Themes related to creating the conditions for better community support at end of life, including
examples of current community assets and ideas for building community capacity, are reported in depth
elsewhere, alongside our reflections on the process of engaging with communities about death and
dying, and some of the barriers and facilitators to engagement.?® This paper provides an overview of our
findings in relation to the themes ‘experiences’ and ‘needs and aspiration’.

To understand community needs to support dying and grieving well, we listened to what people told us,
from their experiences, about current gaps; these are described within the themes ‘what’s hard at end
of life’, ‘what’s hard in bereavement’, ‘the impact of living in rural and coastal areas’, and ‘low-income
individuals and families’. We also describe the services and support that communities told us were
important to them in end of life and bereavement.
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Accessing health and social care at home
Connectedness and accessibility of services
Lack of communication and information

Care homes
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What'’s hard at end of life

Accessing health and social care for someone at home

The ability to access appropriate health and social care for a patient with a life-limiting illness living

at home was a key issue, with mixed experiences reported. Some people discussed the difficulty they
experienced in trying to set up a care package that met the needs of their family member, with one
participant describing her ‘tears of frustration’. Often people talked of having to ‘fight’ for support

when someone was dying at home, including visits from GPs, district nurses and palliative care teams,
accessing medical supplies and equipment, and arranging social care. Some people felt they were ‘left to
get on with it’ after a family member received a palliative diagnosis.

Some people were concerned about the quality of care their relative had received at home. One person
described the lack of consistency and personalisation as ‘like a shopping centre at the till, in, out, in,
out’. Others commented on how little time visiting carers and nurses could give, a lack of training or
expertise in end-of-life care, and what was perceived as a lack of compassion. The quality of available
care sometimes affected whether families chose to continue accessing support.

Knowing what support is available and how to access it was described as very difficult. This lack of
clarity related to who would provide care, the role of each agency/professional, what kind of support
they would provide and at what stage.

In a more positive example, one bereaved widow described two elements of the care her husband
received that were important - both related to continuity of care: (1) having one link person for the
palliative care team who knew and understood the family (‘she was the one that sat in the kitchen’) and
(2) the availability of a palliative care out-of-hours helpline whose staff were familiar with the patient or
could access their notes (‘you don’t have to spend half an hour answering basic questions’).

Several people described negative experiences of using hospital services when a terminally ill family
member needed emergency care. As a result, some family carers worried about being in a situation
where they needed medical help, particularly in relation to ambulance and Accident and Emergency
waiting times. This fear was a commonly shared source of anxiety in the carers’ focus group.

Connectedness and accessibility of statutory, NHS and VCSE (voluntary,
community and social enterprise) services

The confusion felt by individuals about what support might be available at end of life was echoed by
some professionals who were part of the system. Available hospice support differs by area, as does the
provision of other specialist nurses, but these were just some of many differences. Generally, provision
was perceived to be inadequate to meet need. Practitioners were aware of the disparity between areas,
including the availability of local charities offering support in some areas, fragility of services due to
funding cuts or staff recruitment issues, and often a lack of communication between healthcare services.

This frustration and confusion was also felt by some non-specialist community organisations supporting
individuals navigating end-of-life systems or bereavement. One community worker described how she, and her
organisation, felt overwhelmed when trying to support an older woman after the death of a family member:

It was a lot of admin she needed help with, it was a lot of forms she couldn’t fill out. And it’s just a lot
of stuff and it felt like there was no obvious procedure for what needed to happen at that point. We did
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WHAT’S HARD AT END OF LIFE

get her some help with a befriending organisation, but | mean | was guilty of it as well, thinking | don’t
know what to do, | don’t know how to deal with this. | don’t know where to go for support. The bigger
organisations didn’t want to touch it. So it was a bit like where do we go from there?

(Focus group participant)

Care homes

Perhaps surprisingly, data related to care homes were limited, with only a small number of participants
discussing their experiences of family members living in residential care. Some people expressed fears
about the costs and availability of care home placements, and implications for their own or a family
member’s potential future needs.

Experiences of caring for someone at end of life at home

Many people had mixed feelings about their experience of caring for someone at home; while some
people were pleased to have enabled their family member to live at home, many also found it a difficult
experience. Issues included the following.

Responsibility and decision-making

Many family carers talked about feeling a heavy burden of responsibility, especially in relation to
managing medication and trying to ensure that the person was pain-free. One family member recalled ‘I
was asked “are you a nurse?” because she had learnt so much medical terminology, and she explained
that ‘it feels like you are the only person holding all the information’. Having to make decisions about
the person’s care and treatment also weighed heavily. Some people explained that despite knowing that
they were carrying out the person’s wishes, it was hard to feel sure that they were doing the right thing,
for example if someone didn’t want to go into hospital, and that they would have liked support and
reassurance, during and afterwards.

Identity, roles and relationships
Some family members discussed their changed role when caring for someone. One daughter described
the relief she felt when her parent decided to go into a hospice, as ‘I could be a daughter again’.

Some also talked about the physical and emotional pressure that they felt when caring for someone who
was denying the level of help that they needed or didn’t want to have carers or make arrangements.
Some focus group participants also talked about how this affected their relationships. One wife
described her experience of caring for her husband who has a progressive illness:

Through the years, I'm becoming emotionally exhausted, mentally exhausted, physically exhausted. The
love sometimes turning into hate.

Isolation

Caring for someone at home was commonly experienced as isolating, and described as ‘a lonely process,
carrying a lot’. For family carers, finding time, or respite care, to see friends was ‘not easy as you are
always on call>. While many found supportive friends invaluable, carers often felt their responsibilities
put a strain on other relationships. One CB reflected on the loneliness felt by one Community
Conversation participant when caring for her husband:

She said what was really hard is when she was at home with him, he had carers coming in and out at the
end, but it would have been really nice for somebody to just sit with her for half an hour. Because she
was really, really lonely and she just didn’t know what to [...] When the husband was being put to bed -
because they put them to bed, the carers, don’t they, about half past six, and that’s another thing, isn’t
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it - that somebody could have just sat there so she could just reflect or just talk or just get stuff off her
chest, instead of sitting there brewing over it. Like maybe a volunteer helper or | don’t know, it could be a

nurse, but maybe a volunteer.
Focus group participant

‘A difficult job’

Many family carers described the experience as physically and emotionally exhausting. Two people
discussed experiencing ‘burnout’ and the negative impact on their mental health. Self-care was difficult;
one participant commented ‘I haven't bothered to think about myself’; another described their own

emotional needs as ‘the least of my worries’.

One person had contacted the Samaritans and was having counselling, but more commonly people felt
that it was hard to access mental health support when caring for someone who is dying, and that there
are specific issues that are not well understood or provided for, such as the stress of providing constant
care and anticipated grief. Carers also described feeling guilt or a sense of shame around finding

caring difficult.
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What's hard in bereavement?

Impact of their experiences on the bereaved

Some people talked about the way that their experiences of the death of a loved one were affecting
them emotionally, particularly when there had been difficult or traumatic circumstances. Some felt guilty
because someone had not received the care that they would have liked them to. Feelings of regret and
loss due to COVID restrictions were discussed by some people who had not been allowed to visit a loved
one in hospital or a care home, and felt that they had missed opportunities to spend time with them.

Accessing support and/or information after someone dies

Understanding grief

Some people reflected that they hadn’t known what to expect when grieving, or what was ‘normal’, or
how to support others. One person commented that they found it difficult to differentiate between the
effects of bereavement and mental health issues. Several people had found it difficult to access advice
on how to support bereaved children in the family. One community worker talked about their experience
of supporting bereaved people in grief cafes:

Another big part of it is that the death of someone was a trauma and part of that is that lack of
preparation, lack of expectation, lack of support at the time. What'’s involved in caring for and just
experiencing death, is a trauma, because we're not prepared for it. So all these people coming out the
other side, are traumatised, and there’s nothing there.

(Focus group participant)

Lack of ‘aftercare’ for carers

Several people felt that immediately after a death there was an absence of both practical help (e.g.
dealing with administration, removing equipment) and emotional support; or they didn’t know where to
find it. People also discussed how difficult it can be to ask for help. A few people commented that they
had received one phone call after a bereavement to ask how they were (e.g. from a hospice) but that it
didn’t happen at a time when they felt like talking, and they felt like they had then been ‘ticked off the
list’ Although they had then been told to ‘ring any time’ it was hard to make the call, or reach the right
person, and they would have preferred more check-ins.

In one rural focus group, a community worker reflected that some people who have not received positive
support from services in the past can particularly find it difficult to seek help in bereavement:

| think sometimes people have been so let down that it’s actually easier for them not to ask for help than
to manage the sense of being disappointed [...] If you haven't had that experience of being able to form
relationships which are supportive, to suddenly find that you have got one, can be unbearably painful as
well. So | think it's a complicated relationship, that you're asking someone to reach out for help. Because
you're inviting rejection as well, aren’t you? Particularly when they're feeling vulnerable.
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The impact of living in rural and coastal areas

Issues related to living in rural and coastal areas included the accessibility and availability of services,
and isolation.

Accessing health, social care and other support services

Limited transport options were cited as a key factor affecting both access to, and provision of, support
services. In one coastal town, for example, people discussed how difficult it is to get to hospital
appointments, or the local hospice, on public transport. One participant commented:

We've got one of the lowest car ownerships in Devon and one of the worst bus services, so how do you get
to visit someone at [nearest hospital] when you've got work?

Arranging social care at home was commonly described as very hard. Some rural areas were described
as a ‘care desert’ not covered by any agencies, citing long travel times and lack of parking in coastal
areas. It was also noted that people often don't realise how difficult it is to get care (either at home or in
a hospice) until they are in a crisis situation. Getting hospice support at end of life was described as the
‘golden ticket’.

Isolation

Some participants expressed concern about digital, online or remote information, advice and support
replacing face-to-face services, as this can increase exclusion particularly for people in rural areas, older
people and those without digital access.

Distance from healthcare services was also found to separate a patient from their family and community.
In one focus group in a small coastal town, members of a local community group explained that before
the closure of the local community hospital, they would organise a rota to visit a neighbour admitted to
hospital, but that now this was not possible:

When it comes to that time for people, it becomes an outside thing and the community, they're taken
away from the community which doesn’t do them any good, and it doesn’t do us any good because of
[town] ... and how hard it is to get anywhere, and ferries and all the rest of it, they become detached from
their community. [...] we used to make rotas to visit them, because some have no family [...], and we know
that from when [name] was ill the next time and our hospital had gone, she was in hospital a long time,
she wasn’t getting better, because it was [market town] and we couldn’t get to her, with jobs, and people
who wanted to visit her didn’t have cars and there are no bus routes so it detaches people in their time

of crisis.

As the SWP is a popular retirement area, a common scenario was described where couples retire away
from friends and family, then one person becomes ill or dies and the bereaved partner/carer becomes
isolated. The proportion of holiday homes in some areas was also mentioned as contributing to the
erosion of neighbourhood networks that would previously have supported older residents towards the
end of life.
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THE IMPACT OF LIVING IN RURAL AND COASTAL AREAS

Access to nature

People mentioned valuing their local environment, often referring to being outdoors as an important
positive coping mechanism when living with illness or caring responsibilities. Although some of the
frequently mentioned activities (e.g. dog walking, gardening) may have been a common response in any
environment, it was noticeable that a number of people referred to the value they placed on being close
to coastal or rural areas for their well-being.

Low-income individuals and families

A number of people mentioned the extra costs when someone is dying, such as heating bills, medical
supplies or even feeding visitors, as a concern. Several people commented that ‘nobody tells you’ about
support that might be available (such as attendance allowance or a bereavement grant) and that they
tended to find out through word of mouth, rather than being informed by health or social services.

Being on a restricted income was also mentioned as a contributing factor for people concerned about

preparing for end of life - this was in relation to the costs of care homes and funerals, and also worries
about how family members will manage after someone dies.
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What’s important to people at end of life and
in bereavement

Community Conversation participants were asked to identify up to five elements essential for good
end-of-life care within the wider community. From these and from relevant Departure Lounge and
focus group conversations, we drew out components that people commonly felt were key to better
connected support at end of life and in bereavement.

Advice and information
Easier access to information was felt to be key, including:

e knowing what to expect after a diagnosis;

e knowing what you are entitled to and how to access it (including benefits), before and after death;

e understanding healthcare services, roles, who will do what (hospitals, hospice, nurses, GP, carers) and
navigating health and social care systems;

e practical advice about caring for someone, including what will happen when someone dies;

e help and advice to make dying ‘the best possible way it can be’, ‘tailoring it to the person’ and ‘making
the most of the end of life’;

e individualised social/emotional advice and support, which is there when people need it.

Other sources of support
Other aspects of support that some participants identified as ‘essential elements’ included:

e enabling carers to take time out for their well-being;

emotional support for carers;

emotional support for relatives when someone goes into residential care;

feeling able to talk to others about loss;

finding comfort in finding their own ways of remembering someone, for example through music or
visiting special places.

Advocacy and co-ordination

People also recognised that information itself was not always enough - having someone who could
advocate for them was also key. This was described as having someone to ‘put it all together’, navigate
systems, ‘check you know what you need to know’, co-ordinate between services, help with practical
tasks such as form-filling and help ‘fight’ for support. Some also expressed a need for more expert help,
such as legal or welfare rights advice in relation to issues such as claiming benefits or organising a power
of attorney.
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What do people value from community
support?

indings regarding characteristics of good community support for the dying, their families and the
bereaved are reported in a forthcoming article;?° key elements of community support that people
valued are summarised here.

Connection

Making connections with others reduced feelings of isolation. Some people found relief and comfort
from talking to others in a similar situation, whether in person or online. Others appreciated face-to-face
interaction and social activities with others in their neighbourhood.

Importantly though, some people talked about needing to feel comfortable and welcome within a

group or by an organisation. Some people mentioned support services or charities which hadn't felt
helpful, perhaps because they didn't share a common background or experience. One young woman,

for instance, talked about not feeling able to make a connection with an older volunteer from a
bereavement charity after losing her partner. In another example, a community group discussed their
feelings about a local care charity, which they perceived to be geared towards residents able to make
donations to the charity. Although the organisation did have provision for those unable to pay, the group
reported that many people on a low income felt uncomfortable using the service and were unlikely to
ask for help as ‘you don't feel as though your face fits’.

Peer support

Continuing the theme, this group described their own approach as one of mutual support, which also
helped them to build resilience as a community. This model was also espoused by others in community
groups, often those run by local staff or volunteers in low-income areas, who stressed the importance
of people informally supporting each other, rather than professional support. Peer support was felt to
be of a different quality because of its voluntary nature, and because people didn't feel judged, and
consequently felt less wary about seeking support. Some described this informal support as being like
‘family’ for those who don’t have one, or don't feel supported by their own family.

Feeling able to express emotions without feeling judged was highly valued by some carers. In some
Community Conversations and focus groups, participants observed that these events had been the
first time that they had talked about their experiences of caring or bereavement, and carers particularly
welcomed what for some was a rare opportunity to talk ‘openly’.
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Discussion

uring our sense-making workshop, partners discussed findings and considered ways in which

they, as individual organisations and collectively, could respond. Work to develop a conceptual
framework of optimal community support is ongoing, as are partnership meetings to identify future
research priorities.

Lessons learnt

Findings from our scoping review showed there was no one approach for engaging communities to
support end-of-life care, with little evidence regarding community engagement interventions in rural,
coastal and low-income areas. In common with the findings, it is clear that in developing capacity within
local communities to support the dying and bereaved, careful attention must be paid to understanding
contextual factors related to geography and infrastructure (e.g. rural or urban, availability of transport,
location of services) and neighbourhood demographics (e.g. proportion of holiday homes, age of
population), and also to existing community assets and strengths. While important, this is not only
about drawing on existing resources within communities to support palliative care, but also about
co-creating responses to local need with those who are experts within their own communities. The
example of some residents feeling uncomfortable seeking support from a local care charity illustrates
the ways in which socioeconomic inequalities in a small coastal town are reflected in access to care
and support. Discussing a lack of awareness within their community about palliative care support,

the community group reflected that developing a link with their local hospice, for example through

a hospice volunteer regularly visiting to promote a better understanding of, and familiarity with,

their services, would be helpful. As in this example, the findings from our community engagement
supported the recommendation from our scoping review that future research should be grounded in
appropriate theory, should describe contextual differences within communities, and should examine
how demographics, resource availability and the relational fabric of the area might impact the design,
implementation and results of public health palliative care interventions.

Future research and sustainability

To address the final objective of establishing a sustainable research network, the NIHR SWP Clinical
Research Network is planning to facilitate a ‘Community of Practice’ for the region, which current
member organisations, PPl members, and others with an interest in palliative care will be invited to
join. Ongoing discussions to develop research bids are also underway. However, it is important to
acknowledge that sustaining the partnership at the same level of activity has not been feasible beyond
the funded period due to a lack of capacity to provide the necessary administrative infrastructure. In
our scoping review,'® we found that the long-term sustainability of interventions was rarely reported.
Interestingly, in 13 of 18 included studies, community members acted as agents to deliver the
intervention and in 7 these were paid members of the research team. This clearly has implications for
future viability. The experience of our partnership echoes the finding from our scoping review that
future research should address the need to expand community capacity and develop interventions that
can continue after the resource and workforce that research teams offer end.

Limitations

Although efforts were made to ensure that the community engagement programme activities took
place in different settings (coastal, rural inland, small towns and cities), within the limited resources
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DISCUSSION

available it was not possible to cover the large SWP geography, and Cornwall and Somerset were under-
represented. There were however PPl members from these counties.

Many people receiving palliative care live in care homes and may benefit from community interventions.
Our attempts to involve residential care settings in our engagement programme received no response,
and while some participants discussed their relatives’ experiences in care homes, we were unable to
elicit the views of care home residents or staff about the potential role of community in supporting

end of life. Future research could co-design more tailored community engagement methods to better
facilitate the involvement of care home residents and staff in research into this topic.

It was also difficult within the time and resource constraints to engage residents in the most isolated
rural areas. Future research to understand needs could consider using resources such as the ‘Community
Conversation’ in such areas, but may need a longer time frame to establish contacts in areas where
community workers do not have existing links.

We were advised by experienced community workers to limit the amount of demographic data we
collected to reduce form-filling/questioning and increase the accessibility of our activities. For the
focus group and Conversation participants, we collected age, gender and ethnicity; however, it was not
feasible to collect this information for informal interactions such as the Departure Lounge. This limits
our ability to evaluate the diversity of individuals reached through engagement activities, and an aim of
future research would be to actively target a diverse range of community organisations in terms of age,
ethnicity and other cultural factors.

Membership of the PPI group was limited in diversity, in that the individuals who chose to participate
were all female and of white UK origin. Recruitment to this group was conducted pragmatically based on
partner contacts, due to the need for the project to begin quickly once funding was confirmed, and our
desire for PPl involvement from the outset. Any future research network should look to further broaden
the range of experience and demographic background of its PPI group.
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Conclusions

his study adds to the body of evidence supporting public health approaches to palliative care
and demonstrates:

e That populations in rural and coastal areas, and low-income communities within those populations,
face particular challenges in accessing care and support at end of life. These include transport issues
and distance from services, the erosion of neighbourhood networks, isolation from family and
friends, the ‘patchiness’ of palliative care services and a lack of social care provision.

e The potential for creative methods of engagement to help researchers and practitioners understand
the experiences, needs and priorities of underserved populations, particularly when discussing
sensitive issues.

e That existing community organisations are often best placed, because of their trusted position within
communities, to co-produce such methodologies for involving underserved populations in research.

e The potential for successful partnerships between voluntary and community sector organisations,
specialist palliative care providers, health and social care providers and academics to design future
research and public health interventions taking into local contextual factors and the needs and
priorities of local communities.

e The need to develop an evidence base for approaches which enable communities to form
partnerships with health and social care providers to support people at the end of life and those
caring for them.

e The need for system-level measures to assess how we capture the effectiveness of such approaches
in changing health and social care systems.
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