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Aligned to your inquiry’s objectives, | have summarised key pieces of evidence below and have
hyperlinked to an open-access version of all research papers and reports. | have indicated where data
collection has been conducted within Northern Ireland (NI).

PUBLIC UNDERSTANDING OF PALLIATIVE CARE
Death Literacy

Death literacy includes the knowledge and skills that people need to gain access to, understand, and
make informed choices about end of life and death care options. | have written a lay explainer on this
for the Conversation.

Death literacy needs to be a key consideration when seeking to improve access to palliative care
services, and overall quality of care. A population with a high level of death literacy will understand what
palliative care is and the options available to them and/or their family, will be better supported to make
proactive and informed decisions around their care, and will be more able to clearly communicate their
wishes to healthcare professionals and others.

Death literacy is an increasingly key area of focus both regionally and nationally. For example, it was
recently discussed as part of the parliamentary debate on assisted-dying where the Health and Social
Care Committee recommended the UK Government establish a national strategy for death literacy.
Death literacy is a core tenant within the new public health model of palliative and end-of-life care which
we need to develop in NI, and is discussed within the Lancet Commission on the Value of Death.

The evidence summarised below suggests that there is significant need to increase death literacy for
our population and suggests the need for a dedicated workstream on enhancing death literacy under a
new palliative care strategy for NI.

Measuring and benchmarking death literacy

Measuring and benchmarking death literacy is important aspect of developing targeted initiatives, which
are aligned to a population’s needs.

The Death Literacy Index (DLI) can be used to determine levels of death literacy across multiple
contexts, including at a community/population level, and to evaluate the outcome of public health
interventions.

The 29-item measure includes the following subscales; Practical Knowledge (8 items) including the (i)
‘Talking Support’ subscale (4 items) and (ii) ‘Doing hands on care’ subscale (4 items), 2. Experiential
Knowledge (5 items), 3. Factual Knowledge (7 items) and 4. Community Knowledge (9 items) including
(i) ‘Accessing Help’ subscale (5 items) and (ii) ‘Support Groups’ subscale (4 items).

This study' validated the measure, so that it can be used within the UK. The research includes a
representative UK sample of n=399 (according to age, gender & ethnicity within Census), including
participants from N.l. Data was collected in late 2020.



Findings show;

The DLI (with one amendment) can be used to benchmark levels of death literacy at a
population level within the UK

Participants scored at the mid-point across the subscales, suggesting an opportunity for
improving all aspects of death literacy for adults across the UK

There was little socio-demographic variation in death literacy scores, evidencing the need for a
life-course approach to increasing death literacy

Some key recommendations within this paper include:

The weakest areas of death literacy to strengthen at a UK population level are around ‘Factual
Knowledge’ and Accessing Help’

o Factual Knowledge refers to people’s knowledge about the death system, particularly
information needed to plan well for dying, caregiving and death. This includes access
to palliative care, completing EOL documents and funeral plans, and decision making
related to dying at home, and body disposal

o Accessing Help refers to knowing where to access equipment, physical and emotional
support, that exists within the community

1 Graham-Wisener, L., Toner, P., Leonard, R., & Groarke, J. M. (2022). Psychometric validation of

the death literacy index and benchmarking of death literacy level in a representative uk

population sample. BMC palliative care, 21(1), 145.

Understanding aspects of death literacy in NI

A second research study, summarised in the report Creating a Death Literate Society?, was conducted
in 2021 in partnership between QUB, Cardiff University and Marie Curie. We analysed a subset of the
data which pertains to 506 adults in NI to understand different aspects of death literacy.

Findings show;

Less than 50% of people in Northern Ireland were familiar with over half (8 out of 15) of key
palliative and end-of-life care terms. Less familiarity with specialist terms like ‘artificial hydration’
and ‘life sustaining treatment’ was to be expected, but more than one in five people were not
familiar with more common terminology like ‘palliative’, ‘end of life’ and ‘hospice care’

73% of people were unfamiliar with the term ‘advance care planning’

23% of people in Northern Ireland said they were uncomfortable talking about death and dying
with their friends and family- this was 5% higher than the UK average and between 5-7% higher
than each individual jurisdiction

30% of people in Northern Ireland don’t know where to find information on advance care
planning.

Over half (55%) of respondents either answered strongly disagree, disagree or don’t know to
the statement ‘| know where to find information on how to plan in advance for my care at the
end of life’

Similarly, 40% of respondents either answered strongly disagree, disagree or don’t know to the
statement “if someone close to me were to die, | know where to find support’

Some key recommendations within this report include;

- That the DoH should commission an action plan for promoting death literacy across NI,
with funding attached. Development of the action plan would ideally be a dedicated
workstream under a new palliative care strategy for NI.



- Death education programmes should be included in relevant parts of the school curriculum
in NI, as part of a life-course approach to teaching children and young people about death,
dying and grief

- Courses on promoting death literacy among patients and families should be part of training
and continuing professional development for relevant health and social care disciplines

- A benchmarking exercise should be carried out to assess the accessibility and quality of
information materials on core death literacy issues in every statutory health and social care
setting in Northern Ireland

- A representative annual survey should be carried out to measure progress and monitor
trends on death literacy levels among the Northern Ireland population

2 Marie Curie (2022). Creating a Death Literate Society: The importance of boosting
understanding and awareness of death, dying and bereavement in Northern Ireland

Public attitudes to death talk and advance care planning in NI

Advance care planning (an aspect of death literacy) is acknowledged to be a continuous process across
the life course, as recognised within the Advance Care Planning: For Now and For the Future policy.

Aligned to the importance of upstreaming and normalising death talk and advance care planning
conversations across the population, this research study?® examined barriers and facilitators to talking
about death and dying. The study was conducted in 2021, with 381 adults in NI.

Findings show;

- Barriers to talking about death and dying included people feeling they lacked the skill to
sensitively navigate these conversations, concern over becoming distressed themselves or
upsetting others, and societal norms and cultural beliefs implying death should not be
discussed (see below)

Theme Subtheme llustrative Quotation

Apprehension at navigating Challenge of sensitively navigating 1 don't want to sound insensitive (Participant 249, F, 25-34 years)
conversations conversations about death

Concern over ability of others to facilitate | Bringing up the topic either makes others uncomfortable or dismiss it with a short "Sorry for your loss” (Participant 847, F,
conversations about death 18-24 years)
Emotional responses to death  Conversations hindered by own emotions | | get upset about it—don't want to make people uncomfortable [Participant 862, F, 18-24 years)
talk
Perceived rigk of arousing challenging Fear of making others uncomfortable or upset (Participant 18, F, 35-44 years)
emations in others

Unacceptance of death talk in | Societal norms sustain lack of integration | it's just not done here, | am not sure why (Participant 333, F, 35-44 years)
different social contexts of death talk

Cultural beliefs can deter openness about | The discomfort of others regarding the topic. [ am viewed as very strange for wanting to discuss “such negative topic”, but
death it’s important to me. | have a different philosophy and spirituality than those | love, which they struggle with (Participant
398, F, 55-64 years)

Perception that known others are My family don’t want to talk about it (Participant 259, F, 70-74 years)
unwilling to engage in death talk

Perception that death should only be I don't like to share my personal feelings with peaple | am ot close to (Participant 494, F, 35-44 years)
discussed with family and close persons

- Facilitators to talking about death and dying included providing education along the life-
course around death and dying, raising awareness of relevance across people and
contexts, and healthcare professionals modelling communication (see below)



Theme

Increasing knowledge of the
‘death system’

Improving interpersonal
communication

Subtheme

Improving information provision

Education along the life course

Experts sharing their experience

Accessible communication from
healthcare providers

Practical support to improve
interpersonal communication skills

Increasing awareness of different

lllustrative Quotation

Provide more information to patients and families on their rights and choices to help quide conversations so that people can
decide and opt for what is best for them/what they want (Participant 36, F. 18-24 years)

Firstly being taught in schools. We learn about birth but not about death.... it's still treated like a taboo subject and as a result
nobady is prepared for it. (Participant 305, F, 35-44 years)

Using similar campaigns which raised awareness of ather sacial issues in the past. Also finding people who are willing to
share stories and the facts...carers and the professionals (Participant 82, . 55-64 years)

Health professionals be more direct when talking about death to paitents and families (Participant 324, F, 45-54 years)
Not sure. peaple don't know what to say. Too much emphasis on being positive when terminally ill (Participant 119, F, 45—
54 years)

Make it less medical so target the whole population on neutral footing. le not based on religion or beliefs but person centred

belief systems and individual (Participant 32, F. 25-34 years)

Acknowledging individual
responsibility in initiating
discussions

By each person talking to families and friends about their own feelings/wishes about dying AND (harder to do | think) asking
others what their views/feelings/wishes are regarding their demise- not in general—specifically about their own case
(Participant 474, F, 55-64 years)

Encouraging acceptance of the
need for death talk

Raising awareness of relevance
across people and contexts

Change attitudes by advertising how easy it can be and the benefit it is when we all know what is to happen at the end of life
(Participant 71, F, 55-64 years)

Addressing fear surrounding
discussion of death and dying

By encouraging people to talk about their experience, take away the superstition that it's bad luck to talk about death!
(Participant 158, F. 35-44 years)

Normalising death as a part of life  If the topic is introduced in schools, with death being treated as a natural part of our lifecycle, a lot of the barriers and fears

can be avercome (Participant 42, F. 55-64 years)

Groups and Individuals with
ability to promote the discussion

More . news pi articles. social media etc. (Participant 6, F, 65-69 years)

- The barriers and facilitators identified were mapped on to behaviour change theory,
suggesting that behaviour change is a useful framework from which to approach
supporting the population in NI to engage with advance care planning (this was later
integrated into the regional policy)

Some key recommendations within this paper include:

- The study identifies several barriers and facilitators to talking about death and dying, which
map to the majority of the behaviour change (COM-B and TDF) components. This suggests
that in attempting to encourage community-dwelling adults to change their behaviour
towards engaging more in death talk, it is likely that multiple complex interventions are
needed, supported by policy level directives.

- Interventions rooted in behavioural economics can be applied to public health policy and
population-level programmes, and typically focus on restructuring social and physical
environments to gently endorse (or ‘nudge’) health-promoting behaviour. Interventions
based on this approach target drivers of behaviour such as emotions and impulses, habits,
and social norms indirectly. Behavioural economics therefore presents a potentially
powerful toolkit to influence decision-making around communication about death and dying
by redesigning the choice architecture.

3 Graham-Wisener, L., Nelson, A., Byrne, A., Islam, |., Harrison, C., Geddis, J., & Berry, E. (2022).
Understanding public attitudes to death talk and advance care planning in Northern Ireland
using health behaviour change theory: a qualitative study. BMC Public Health, 22(1), 906.

ACCESS TO SERVICES
Compassionate Communities

Compassionate communities are a key mechanism through which death literacy is developed and
mobilised. Compassionate communities empower people to support one another through serious
illness, dying, death, and grief, recognising these as shared human experiences rather than solely the
responsibility of health and social care. Compassionate communities complement, rather than replace,
formal services by fostering local networks of care and compassion. Investment in fostering a
compassionate communities approach can help to lessen demand on services by reforming the model
of care, and can also help to address inequalities in access to palliative care.



Internationally, there is evidence of cost-savings to the health service from compassionate communities
initiatives, where initiatives have demonstrated a reduction in unplanned admissions to hospital and
fewer unscheduled visits to primary care and other allied health services (e.g. Librada-Flores et al,
2020).

| have attached a position paper, due to be launched publicly on 14t January 2025. This position paper
is based on outcomes from the Inaugural Compassionate Communities in Palliative and End of Life
Care Conference (9th September 2024, Canal Court Hotel Newry) alongside expert stakeholder
consultation. There were 120 conference attendees representing various sectors, as well as members
of the public and individuals with lived experience of caregiving, dying, death and grief. Participants
came from across the island of Ireland.

Recommendations within this paper include;

In the position paper, we emphasise that caregiving, dying, death and grieving should not be the
responsibility of health and society care. As such, it is our position that a clear mandate for fostering
compassionate communities is needed from local government, with the below recommendations
translated into specific actions and delivered through relevant government departments. There is also
an emphasis on cross-border collaboration, where there has already been commitment in the new ROI
adult palliative care policy to develop a compassionate communities model of care.

The below recommendations are grounded in the principle that people with lived experience and
communities themselves must be at the heart of delivering on all initiatives.

1. Advocate for the adoption and implementation of this paper’s recommendations by engaging with
local government, government departments, councils and civic leaders

2. Support/establish an organisation with secured funding for at least five years to provide strategic
leadership and act as a knowledge broker for compassionate communities across the island of Ireland

3. Deliver public awareness campaigns around the concept and benefits of compassionate
communities, linked to providing recognition and reward to existing initiatives

4. Commission and complete an asset-mapping exercise to identify compassionate communities
initiatives and community groups with potential to deliver initiatives across the island of Ireland. The
results should be published in a publicly accessible online map and updated every six months

5. Facilitate engagement workshops in communities across the island of Ireland, to identify local need
and establish partnership working between communities and health and social care.

6. Provide seed funding and mentorship for community groups to work in partnership with health and
social care, to develop, deliver and evaluate impact of localised compassionate communities initiatives

7. Support the development of compassionate communities of practice, to share and to mobilise
learning from existing compassionate communities initiatives

8. Establish steering groups for the development and delivery of compassionate civic charters in council
areas both North/South

9. Commission research to support a ‘roadmap’ for fostering compassionate communities across the
island of Ireland, focused on understanding local need, understanding what has worked for whom,
where, and in what circumstances, and embedding best practice internationally




ACCESS TO SERVICES
Access to specialist psychological support

Clinical guidelines (NICE 2004;2008) recommend a stepped model of psychological support, with
individuals with life-limiting illness and their families provided with the level of support which best meets
their needs. Mental health specialists (i.e. psychologists) are referred to in clinical guidelines as having
the requisite training and competencies to support individuals with more complex needs (e.g. psychiatric
or mood disorders, such as anxiety or depression). Evidence-based intervention from psychologists
can help alleviate distress, where it does increase in severity and complexity. There is an increased risk
of severe and complex distress with life-limiting illness. The management of psychosocial aspects of
care (e.g. anxiety, pain, fatigue) are a priority for patients and family carers (e.g. James Lind Alliance),
particularly as people live longer with life-limiting illness.

Recommended model of professional
psychological assessment and support

All health and Recognition of | Effective information
social care psychological | giving,
professionals needs compassionate
communication and
general psychological

Health and social | Screening for Psychological

care professionals | psychological techniques such as
with additional istress problem solving
expertise

Trained and

accredited

professionals istress interventions such as
anxiety management
and solution-focused

psychopathology | therapy, delivered

psychopathology

interventions such as
psychotherapy,
including cognitive

* Self help and informal support

NICE Guidance; Improving Supportive and Palliative Care for Adults with Cancer

As well as evidencing the benefit of specialist psychology input for individual patient/family support, a
recent systematic review evidences the important position psychologists have in supporting and training
staff- who are non-mental health professionals — in providing the best possible care. Psychologists
operate at the highest level in the NICE framework for psychological support, and therefore have a key
leadership role in enhancing psychological care at all levels.

Although it is acknowledged that the burden and complexity of psychological illness is high in palliative
care settings (as further evidenced below with NI data), the psychology workforce in specialist and
generalist palliative care in Nl is significantly lacking. To illustrate, in the UK, 20 per cent of hospices
have no direct access to psychologists (Mclnnerney et al, 2021). This rises to 100 per cent of hospices
in NI with no direct access to psychologists. Specialist palliative care services are required to defer
patients to primary care or to community mental health services for psychological assessment and
intervention. This results in fragmented patient care, or no psychology input at all. Unsurprisingly,
hospices in NI are more likely than hospices in England and Scotland to report that overall care is not
at all adequate (Mclnnerney et al, 2021).

The inadequacy of specialist psychological support, in contravention with NICE clinical guidelines, is
mirrored across generalist palliative care. For example, with the under-resourcing of psychological
services within oncology. Psychological services within the HSC Trusts are not resourced adequately
to allow psychologists to sit on oncology multidisciplinary teams in order to see patients at an earlier
stage in their journey, or for the public to benefit from their contribution to workforce development
through providing consultation, supervision and education to non-mental health specialist colleagues.



There are long waiting lists for psychological services across care settings. This is particularly impactful
for individuals with advanced iliness, who are not able to receive timely support and support in their
place of care. The NI Cancer Strategy (2022-2032) recognises that ‘it is essential that people who are
receiving palliative care are seen before they become too fatigued or unwell, to be able to engage in
psychological assessment or therapy’.

Historically, there has been a lack of core funding for psychologists within specialist and generalist
palliative care. Psychology staffing needs to be addressed as part of workforce planning for palliative
care services in order to align with identified patient/family carer priorities, international guidelines,
evidenced-based care, and therefore best practice. The new ROI adult palliative care policy has taken
its lead from international guidance and provides a recommended WTE of psychology staffing per
population. In NI, we are already starting from a position where even our specialist palliative care
services are under-resourced compared to both the UK and ROI. For example, Our Lady’s Hospice
(Dublin) has staffed a psychology service for a number of years. | would recommend we urgently
consider core funded psychology staffing for palliative care services in NI, in line with WTE per
population recommendations as integrated into ROI and international policies.

Nature and level of psychological distress in NI

We know that the majority of individuals with life-limiting illness referred to specialist palliative care have
unmet psychological needs. A research study we conducted in 20204, involved a case note review of
referrals to five hospices (including one in NI). Documentation relating to 239 new patient referrals to
hospice was reviewed; and focus groups involving 22 healthcare professionals conducted.

Findings show:

- Most patients had two or more needs documented on referral (96%). Psychological needs
were recorded for the majority of patients (59%).
- Psychological needs were often not specified in detail within the referral

Some key recommendations within this paper:

- The frequency with which psychological needs are reported as a reason for referral to
specialist palliative care would indicate a need for greater psychology resource and
training/education within generalist palliative care

- Greater consideration of how non-physical needs of patients is detailed is warranted, within
referral to specialist palliative care. The use of standardised screening tools and
performance measures (e.g. the Distress Thermometer) as a supplement to free-text
information, could provide greater clarity and enable hospices to individualise services and
best meet patient needs

4Finucane, A. M., Swenson, C., MacArtney, J. l., Perry, R., Lamberton, H., Hetherington, L., ... &
Carduff, E. (2021). What makes palliative care needs “complex”? A multisite sequential
explanatory mixed methods study of patients referred for specialist palliative care. BMC
palliative care, 20, 1-11.

| led the British Psychological Society response to the NI Cancer Strategy consultation, where we
emphasised the need for the development of evidenced-based pathways to screen, assess and
manage psychological distress. The consequence of the absence of evidence-based pathways is that
clinically significant distress is under-recognised and therefore, undermanaged. It is also likely that what
little psychology resource there is, may not be properly protected for those who need it most.



Several years ago, we conducted a research study % to validate a one-item distress screening tool (the
‘Distress Thermometer’ for use with individuals receiving specialist palliative care in the UK. This is a
freely available tool, which is quick to administer and is one of the most widely used distress screening
measures internationally. Individuals are asked to report how much distress they have experienced in
the previous week, on a scale from 1-10. This research study was a collaboration between QUB and
Marie Curie Hospice Belfast. We administered the one-item distress screening tool to 139 patients
(admitted to inpatient unit or attending day hospice), alongside a longer distress screening tool.

Findings show;

The number of individuals with advanced cancer experiencing clinically significant levels of
anxiety, depression and overall distress according were 79/139 (43%), 86/139 (62%) and
87/139 (63%), respectively.

Accuracy of the Distress Thermometer in screening for indicative psychological morbidity
is fair to good in relation to sensitivity, but poor in relation to specificity with a number of
false positives.

Some key recommendations within this paper:

Asizeable proportion of individuals with advanced cancer receiving specialist palliative care
experience clinically significant levels of anxiety, depression and distress, which would
warrant further assessment and specialist psychological support. This specialist support is
currently absent, with appropriate resourcing of psychology WTE per population required
The Distress Thermometer performs adequately compared to a longer distress screening
tool, and could be embedded in routine clinical practice with a cut-off of =5 indicating the
need for further assessment and referral. This is a key tool for integration within an
evidenced-base pathway to screen, assess and manage distress.

5Graham-Wisener, L., Dempster, M., Sadler, A., McCann, L., & McCorry, N. K. (2021). Validation

of the Distress Thermometer in patients with advanced cancer receiving specialist palliative

care in a hospice setting. Palliative Medicine, 35(1), 120-129.
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Abstract

Background: Specialist palliative care (SPC) providers tend to use the term ‘complex’ to refer to the needs of
patients who require SPC. However, little is known about complex needs on first referral to a SPC service. We
examined which needs are present and sought the perspectives of healthcare professionals on the complexity of
need on referral to a hospice service.

Methods: Multi-site sequential explanatory mixed method study consisting of a case-note review and focus groups
with healthcare professionals in four UK hospices.

Results: Documentation relating to 239 new patient referrals to hospice was reviewed; and focus groups involving
22 healthcare professionals conducted. Most patients had two or more needs documented on referral (96%); and
needs were recorded across two or more domains for 62%. Physical needs were recorded for 91% of patients;
psychological needs were recorded for 59%. Spiritual needs were rarely documented. Referral forms were
considered limited for capturing complex needs. Referrals were perceived to be influenced by the experience and
confidence of the referrer and the local resource available to meet palliative care needs directly.

Conclusions: Complexity was hard to detail or to objectively define on referral documentation alone. It appeared

to be a term used to describe patients whom primary or secondary care providers felt needed SPC knowledge or

support to meet their needs. Hospices need to provide greater clarity regarding who should be referred, when and

for what purpose. Education and training in palliative care for primary care nurses and doctors and hospital

clinicians could reduce the need for referral and help ensure that hospices are available to those most in need of
SPC input.
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Background

People with advanced illness should be referred to spe-
cialist palliative care (SPC) services if they have needs
that cannot be addressed by usual care. Criteria for spe-
cialist palliative care referral include a diagnosis of ad-
vanced cancer, physical symptoms, low performance
status, psychosocial distress, advance care planning
needs, family concerns and patient request [1]. However
a consensus on referral criteria is lacking, and access to
specialist palliative care is determined by the existence
of any of these criteria, rather than the level of complex-
ity of need [2-4].

In the United Kingdom, palliative care is provided
through both specialist and generalist services. Specialist
palliative care services are those offered by multidiscip-
linary National Health Service (NHS) teams or hospices
employing staff with the requisite qualifications and ex-
pertise to support terminally ill people and their families.
Most inpatient and community specialist palliative care
is provided by hospices [5, 6], which are charity-based
localised services funded mainly through charitable do-
nations [7]. Hospices offer a wide range of services, free-
of-charge, to address the physical, psychological, social
and spiritual needs of people with a terminal illness and
their families. These can be inpatient, community-based
or can involve attending the hospice as an outpatient or
day patient. Hospices are evolving and have shifted their
focus from caring for patients with cancer to the devel-
opment of services for all terminally ill patients; while
also seeking to offer services earlier in the illness trajec-
tory when needed. As hospice services have developed
to suit the needs of their local population and receive
only partial statutory funding through local commission-
ing processes, there is much variability in the services of-
fered [7-9].

The term ‘complex need’ is frequently used to describe
the needs of patients accessing specialist palliative care,
including hospice care. There is no standard definition
of complexity in palliative care, nor a distinct set of
needs that are understood as ‘complex’ [4, 10]. Rather,
qualitative studies have identified potential indictors of
complex needs, including number, severity and changing
nature of need, alongside the interaction of multiple
needs across different domains (physical, psychological,
social and spiritual) [4, 10, 11]. Communication chal-
lenges, learning disabilities and multimorbidity may in-
crease the complexity of need [11].

At a broader systems level, dissonance in relationships
between the patient, their family and/or healthcare profes-
sionals can impact complexity [4, 11]. Lack of engagement
with services, sometimes as a result of potentially stigma-
tising pre-existing mental health issues or diseases, in-
crease ‘invisible’ complexity [4]. Lack of confidence
amongst some primary care professionals in caring for
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patients approaching end-of-life can lead to judgements
that care needs are complex, whereas professionals with
more experience might not consider such needs complex,
highlighting the subjective nature in making judgements
about complexity of need [11].

Researching complexity-informed approaches needs to
account for the dynamic contexts, unpredictable process,
and self-organizing objects (such as continuous adapta-
tions initiated by frontline staff to allow them to
complete tasks, given local demands), that disrupt the
linear pathways of traditional medical care and research
[12, 13]. As a practice-based starting point to inform our
understanding of complex needs in the ecology of hos-
pice referral processes, and to inform the development
of guidance, we sought to describe the documented
needs of patients referred by primary and secondary care
professionals to a hospice service. As referrals of com-
plex needs are emergent and dynamic “events in sys-
tems”, [14] we then looked to explore staff perspectives
on this process.

Methods

Design

We conducted a mixed methods study consisting of a
retrospective case note review and qualitative data col-
lection via focus groups. We adopted an explanatory se-
quential mixed methods design. This type of mixed
methods design occurs in two distinct phases, starting
with the collection and analysis of quantitative data,
followed by the collection and analyses of qualitative
data to expand on quantitative results collected in the
first phase [15].

Setting

Data were collected in four hospices across three UK na-
tions — Scotland (2 sites), Northern Ireland (1 site), and
England (1 site). All offered hospice inpatient services
and day therapies; three offered community palliative
care Clinical Nurse Specialist (CNS) services (Hospices
1, 2 and 4); and two offered outpatient clinics (Hospices
2 and 4). There was variability in how services were or-
ganized within each hospice. For instance, in one hos-
pice, day therapies were part of the overall community
nursing service, whereas in others day therapies was a
separate service. The interventions offered within day
therapies also varied as has been described elsewhere

[8].

Retrospective case note review

Participants

An automated list of all consecutive new referrals be-
tween June and December 2017 was generated at each
hospice. All referrals were eligible for inclusion unless
the referral forms and related correspondence was
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missing or incomplete. A sample of approximately 240
was deemed feasible and appropriate to allow descriptive
analysis across sites, in line with previous studies [16].

Data collection

We reviewed referral documentation, including referral
forms and documented phone or written correspond-
ence with the referrer, which occurred prior to contact
with the patient. The format of referral forms varied
across settings. Data from referral documentation were
abstracted using a standardised form, developed specific-
ally for this study, which listed indicators of complex
need identified from the research literature (Supplemen-
tary material 1). Four clinicians (CS, RP, LH, HL) with
experience of local referral processes undertook data
collection and abstraction at their respective site (target
of approximately 60 records at each site). Training in
data abstraction was provided by CS and regular discus-
sion with the wider team ensured consistency across
sites. Data were abstracted directly from the referral
documentation to the standardised form and recorded in
Microsoft Excel. To ensure the quality of data, we imple-
mented the strategies proposed by Gilbert et al. [17] for
case note review: training of data abstractors, explicit
case selection, precise definition of variables, use of stan-
dardised abstraction forms, routine meetings to review
progress, and monitoring performance of data abstrac-
tors. It was not possible to blind abstractors to the aim
of the study; nor for inter-rater agreement to be tested
on all data collected due to resource constraints which
allowed for only one abstractor per site. However, this
was done on a subset where ambiguity existed.

Variables

Key variables included whether the referral form docu-
mented physical needs (e.g. pain, shortness of breath,
confusion, fatigue); psychological needs, spiritual needs,
functional care needs, social care needs, planning and
end of life care or communication needs (Yes/No). We
also extracted data on patient characteristics, primary
diagnosis, source of referral and service first referred to.

Bias

To minimize the risk of selection bias, random numbers
were assigned to each referral and the first 60 referrals,
in numeric order, were analysed at each site. Referrals
containing too few data for analyses were excluded.
Measurement bias was managed by selecting data ab-
stractors at three sites who were separate to those in-
volved in data analysis.

Data analysis
Data were analyzed descriptively using EXCEL and SPSS
version 24. Variables were compared across all sites.
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Focus groups

Participants

We conducted four focus groups — one at each site. A
purposive sample of staff from each hospice was invited
to participate, to include representatives from the med-
ical, nursing, allied health professional and administra-
tion teams. All received a participant information sheet
and signed a consent form in advance of participation.

Data collection

A member of the research team (CS; LGW; JM; LH) with
qualitative research training facilitated the focus group at
each site. Two facilitators were hospice doctors working at
the focus group sites (CS and LH). Two were academic re-
searchers known to participants (LGW and JM). During
each focus group, the facilitator presented key findings
from the case note review (e.g. source of referrals, number
and type of needs documented on referral forms) and fa-
cilitated the discussion using a semi-structured interview
schedule (Supplementary material 2). Focus groups lasted
1 to 1.5 h, were audio-recorded and transcribed.

Data analysis

Transcriptions were analysed using a constant compari-
son approach by one member of the research team (JM)
[18], reviewed by three others (AF, CS, RP) and then
verified by the wider team. The research team agreed
the data contained sufficient “information power” -
which takes into account (a) the aim of the study, (b)
sample specificity, (c) the evolving nature of complexity
science and theory to which the study will contribute,
(d) the descriptively rich quality of dialogue, and (e) ana-
lysis strategy — for the purposes of this study [19].

Public and patient involvement (PPI)

A member of the Marie Curie Voices group, a group of
patient and carer representatives with experience of pal-
liative care, provided feedback on the findings, which in
turn informed the discussion.

Ethical and governance considerations

The South East Scotland Research Ethics Committee con-
firmed that this study was a service evaluation as opposed
to research study, and thus external ethics approval was
not required. We obtained approval from the Research
Governance Committee at each hospice site. The study is
reported according the Good Reporting of a Mixed
Methods Study (GRAMMS) reporting guidance for mixed
method studies (Supplementary material 3) [20].

Results

Retrospective case note review

Documentation for 239 referrals across four hospice
sites was examined (49% female; 51% male). Mean age of
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patients was 72 years (range: 22-97 years) and the ma-
jority had a primary diagnosis of cancer (87%).

Source of referral varied by hospice (Table 1). Across all
hospices, most referrals came from hospital, with a third
coming from general hospital teams (1 = 78, 33%), and just
under a third from hospital SPC teams (n =70, 29%). Just
under a third were from GPs (1 =71, 30%). New referrals
were most frequently received by the community clinical
nurse specialist (CNS) hospice team where such a service
existed (56% of all referrals). 23% of all new referrals were
for the inpatient unit and 19% for day services. Hospice 3
did not run a community specialist palliative care CNS
service, so most referrals were for day therapies. At Hos-
pice 1, day therapies are provided by the community team,
so most referrals were initially directed there. Across all
hospices, 89% of all referrals were accepted. Largely, a re-
ferral was not accepted because the patient declined the
service or died prior to assessment.

Patient needs documented at the time of referral

Overall, 230 patients (96%) had two or more needs docu-
mented on referral (Fig. 1). This included 59% who had six
or more distinct needs documented. For 149 (62%) of pa-
tients, needs were documented across two or more broad
domains of need — physical, social, psychological, or spirit-
ual (Fig. 2). Eight patients were referred with needs consid-
ered separate from the four domains (e.g. end of life care or
functional care needs).

Table 1 Overview of patient referrals by hospice site
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Physical needs were nearly always documented (Fig. 3).
Pain was most frequent (n = 144, 60%) followed by fatigue
(n =85, 36%) (Fig. 4). Complex pain was specifically men-
tioned for 57 patients (24%). Psychological needs were
noted for 140 patients (59%) but were not generally speci-
fied further. Social needs were documented on 50 referral
forms (n =21%), and included needs associated with car-
ing responsibilities (n = 20), social isolation (n=15) and
housing concerns (n =8). Spiritual needs were noted in
only 8% of referral forms. Other needs documented in-
cluded: rapidly changing needs (67%); family or carer sup-
port needs (52%) and functional care needs (44%) (Fig. 5).

Variation in documentation of needs by site

Across all locations, the same overall patterns existed,
with physical needs most often documented, followed by
psychological, social and spiritual needs in that order.
However, variation was also evident (Fig. 3). Most not-
ably, psychological needs were documented on referral
for 37% of patients referred to Hospice 2, but 75% of pa-
tients referred to Hospice 3. Overall, spiritual needs were
documented for 8% of all newly referred patients, but
this varied from 0% in Hospice 1 to 21% in Hospice 2.

Qualitative findings
Twenty-two participants took part in focus groups
across the four sites (Table 2).

Hospice Number of Source of referral® Hospice service referred to Cancer as Male Female Age
referrals primary % % Mean (range)
analysed diagnosis %

1 60 48% Hospital 83% Community 88% 48% 52% 72

42% GP 15% Inpatient (48-93 yrs)
5% Hospital SPC 2% Day therapies
5% Hospital and GP
2 62 39% Hospital 89% Community 90% 55% 45% 74
29% GP 10% Inpatient (37-93 yrs)
31% Hospital SPC 2% Day therapies
2% Hospital SPC and GP
3 60 5% Hospital 0% Community 95% 48% 52% 69
20% GP 48% Inpatient (30-94 yrs)
57% Hospital SPC 52% Day therapies
18% Community SPC
4 57 39% Hospital 51% Community 74% 54% 46% 74
28% GP 21% Inpatient (22-97 yrs)
25% Hospital SPC 21% Day therapies
2% Hospital SPC & GP 7% Unknown
2% Community SPC
5% Hospital and GP

All sites 239 33% Hospital 56% Community 87% 51% 49% 72

combined 30% GP 23% Inpatient (22-97 yrs)

29% Hospital SPC

1% Hospital SPC & GP
5% Community SPC
3% Hospital and GP

19% Day therapies
2% Unknown

“Notes: ‘Hospital’ excludes the hospital specialist palliative care team. Hospital SPC means referral from the hospital specialist palliative care team. Percentages

may not add to 100% due to rounding
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Six themes were identified across the focus
groups: i) Prioritisation of physical needs; ii) Refer-
ral forms as limited tool; iii) Referrals associated
with resource constraints, iv) Interpreting a referral
form; v) Tension in accepting early versus later re-
ferrals vi) Referrals of people with cancer
predominate.

Prioritization of physical needs

Participants reported that physical needs were generally
prioritized on referral documentation, because these
symptoms were most readily recognized, quantifiable or
perceived as most likely to result in referral. Psycho-
logical, social, and other care needs were less likely to be
documented.

‘some doctors.. just focus on pain ... and don’t see
the rest of the symptoms’ (FG Site 1).

‘often the GP, like you say, will put something down,
pain, but that might not be their major problem it
could be something you know social, family’ (FG Site 4).
“Physical symptoms are much.. more quantifiable
than maybe psychological distress or psychological
symptoms or care needs.. ...so that’s it’s easier to get

across in a referral.” (FG Site 2).

Referral forms as limited tools

Referral forms were perceived as limited in capturing pa-
tient needs and associated complexity. While referrals
were generally perceived as appropriate — in the sense
that those referred benefited from the referral - often
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Fig. 2 Number of broad domains of need (physical, psychological, social or spiritual) documented by referrer (n = 239)




Finucane et al. BMC Palliative Care (2021) 20:18

Page 6 of 11

100% 8%

91% 92%
| | |

Physical

88%

mAll

90%

80% 75%

70% 68%

60% 59%
50%
40% 37%

30%

% of patient referral forms

20%
10%

0%
Psychological

W Hospice1 m Hospice 2

\

54%

Fig. 3 Broad domains of need documented in referral documentation (n =

27%
2% 21% [0 1oy

I17%I I

Social

21%

8%

7%
m-N=m

Spiritual
Hospice 3 m Hospice 4
239)

the needs documented on the referral form did not align
with those identified on first assessment.

“I think with a lot of our patients you can’t capture
them on paper” (FG Site 4)

Referral forms were considered the first step to further
assessment where patient’s needs could be captured
fully.

“l think because of the complexity of it, the only
thing we could have done was go out and actually
go on the ground and see what [the situation] was”
(FG Site 2)

“«

. when you go out it’s [the referral] absolutely ap-
propriate, but not appropriate because of the reason
that the GP or any referrer thought it was appropri-
ate for. It's because you've gone out, you've spent that
time and you’ve uncovered a lot more than actually
what was in the referral” (FG Site 1)

Comparisons were made between different referral
forms used, including the use of free text and tick boxes,
but no consensus was reached as to which was preferred.
Participants agreed that forms should capture essential
information (although not what this should be), be sim-
ple to complete and not be expected to capture every-
thing about a patient.
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“The thing I don’t like about ours [referral form]..there’s
so many little boxes to tick and there’s not enough room
just for free-text. Ticking the boxes doesn’t always give
you what you need to know.” (FG Site 3)

Referrals associated with resource constraints

Participants acknowledged the subjective nature of the
judgement that a patient needs to be referred for hospice
care. Sometimes this is due to a lack of resources or a
referrers lack of confidence in addressing palliative care
issues in their own setting:

“Whatever form you use, the complexity that goes on
the form will be the perception of complexity from
the person writing the form ... so if you've got
somebody who doesn’t like [palliative care], finds it
really uncomfortable and doesn’t want to talk about
DNACPR that will probably come through on the
form that actually they’re [the patient] really tricky
and they dont want to discuss advance care
planning”. (FG Site 4)

Table 2 Focus Group Participants

Lack of resources and time pressures locally may also re-
sult in a referral to specialist palliative care:

“..the pressures that they’re [GPs] getting, I think
they’re under increasing demand and I think they
see the specialist palliative care service as a
resource.” (FG Site 1)

Interpreting a referral form

Referral forms were perceived by hospice clinicians as a
limited tool, of variable quality, beset by multiple tensions
inherent in providing services for patients with complex
needs. Thus interpreting the form became an important
skill. For example, some participants reflected that the in-
formation referrers provided was influenced both by a
referrer's lack of knowledge about specific hospice services
and by a desire for the referral to be accepted.

“the referrer is trying to essentially sell you a patient
so that you take them on and if they don’t, you
know, if they don’t use the right buzzwords or use

Site Total participants Doctors  Clinical Nurse Specialist Nurses (inpatient units) Allied health professionals Administrators Medical Students
1 4 1 2 1 0 0 0
2 7 2 1 2 1 0 1
3 4 1 0 2 1 0 0
4 7 4 1 0 1 1 0
Total 22 8 4 5 3 1 1
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the right kind of things and you know, they know
that we’re going to say no” (FG Site 2)

Referrers were sometimes thought to emphasise certain
traits (e.g. physical symptoms) they thought would result
in successful referral, as well as downplay other issues (e.g.
social or family problems). Staff involved in triaging
needed to decipher what service was most appropriate.

“ .. that [is the] complexity of the triaging process
and the skill of the triage person . . . you're triaging
calls because you're getting referrals from everybody
wanting beds on an inpatient unit and you're trying
to prise out ‘well what is it for and is it appropri-
ate?” (FG Site 1)

Tension in accepting early versus later referrals

Tensions were experienced when considering early referrals
of patients with potentially complex needs. Participants de-
scribed difficulties managing finite resources, balancing
early intervention with focusing on complex needs, and the
evolving expectations of hospices (e.g. to care for more
people with non-malignant disease and offer specialist pal-
liative care earlier). One tension was a recognition that hos-
pice services could benefit most patients but was a finite
resource that had to be allocated effectively.

“We still haven’t worked it out [balancing resource
and demand], 1 still don’t think palliative care have
worked out how we’re going to manage” (FG Site 4)

Similarly, participants described the tension between
prioritising more patients with complex needs and being
involved with patients earlier to prevent or lessen future
complexity.

“[We] advised that we come, so that we get to know
you for later on down the line, which isn’t a bad idea
either” (FG Site 3)

Referrals of people with cancer predominate

Hospice referral is still generally perceived as appropri-
ate for anyone with advanced cancer, irrespective of
their symptoms control needs:

“I don’t think it’s based on need, I think it’s probably
a perception, still a perception, that palliative care is
for people with cancer because often people are
referred with cancer before they have any symptoms
at all, but they’ve been given a diagnosis of terminal
cancer.” (FG Site 2).

People with a non-cancer diagnosis were perceived to
be less likely to be referred, possibly as their physical
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symptoms tend to be managed by other services. If
they are referred for specialist palliative care, this is
often for psychosocial support over a longer period of
time:

“I think that often the non-cancer referrals are more to
do with psychological stress and carer stress and
anxiety as opposed to physical symptoms” (FG Site 2).

Participants acknowledged that hospice models of care

for those with advanced disease other than cancer were
still developing, and presented a challenge:
“ non-malignant patients, they are normally
longer-term patients so they need less intense [in-
volvement]| maybe over a period of time, so we've got
to change our model and we’re still struggling with
that ... ” (FG Site 4).

Discussion

Previously described markers of complex need were evi-
dent in the referral documents of nearly all new patients
referred to four hospice services. The vast majority had
two or more needs documented; and for most, needs
were recorded across two or more domains (physical, so-
cial, psychological, or spiritual). Changing dynamic
needs were noted for over two-thirds of patients, and
family or carer support needs recorded for half. How-
ever, complexity was hard to detail or objectively define
based on referral documentation alone. Hospice staff
perceived referral documents as limited tools, often pri-
oritizing information on physical symptoms over other
concerns. Referrals were viewed as influenced by the ex-
perience and confidence of the referrer and the re-
sources available to them to directly meet the patients’
needs and diagnosis. Referrals of those with non-
malignant disease were far less frequent compared to re-
ferrals of those with cancer, and hospice models of spe-
cialist palliative care for support for this group still
present challenges.

It was evident that for hospice staff, the care of pa-
tients with complex needs was intrinsic to their job but
was not something easily described or understood. Al-
though referral documentation indicated complex needs
for most patients, staff perceived standardised referral
forms as limited, containing information of variable
quality that needed skilled interpretation to ensure pa-
tients' needs could be met. The reliability of the referrer
and completeness of referral information has previously
been described as a source of uncertainty or bias; and
lack of knowledge or experience may over or underesti-
mate actual palliative care need [21]. Language and lack
of clear terminology is also a barrier, for instance ‘dying’
can indicate a person recently diagnosed with a terminal
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illness, or someone approaching end of life [21, 22]. Our
study found that language was sometimes used select-
ively to make a case for referral, whereby the referrer
chose words or documented symptoms to make a stron-
ger case for referral, and omitted others as less influen-
tial. Participants recognised the initial referral as only
the start of a process, requiring further communication
between the referrer and provider, culminating in the
first assessment.

Physical needs were noted in 91% of referrals, and psy-
chological needs in 59%. Physical needs were generally
specified, with pain and fatigue most often documented.
These symptoms are typical amongst those approaching
end of life [23]; though other common symptoms such
as constipation [24] appeared less frequently. Psycho-
logical symptoms were typically unspecified and lacked
detail. This was because some referral forms provided
structured YES/NO boxes to indicate ‘psychological sup-
port’. There is a clear need to go beyond the use of gen-
eric terms such as ‘psychological support’ and ‘emotional
support’ when describing psychological needs of people
with a terminal illness. Specific needs relating to anxiety,
depression, anger, avoidance, collusion, and anticipatory
grief alongside pre-existing mental health disorders are
common and should be identified to enable appropriate
support. Adding the results of screening tools for psy-
chological problems (e.g. anxiety and depression), could
further improve the quality of the referral. Social needs
relating to social isolation, caring responsibilities, hous-
ing concerns or ‘other’ were noted for one-fifth of pa-
tients newly referred; however when patient and family
support needs are added, nearly two-thirds of all newly
referred patients had social needs documented. Tools
such as the Carer Support Needs Assessment Tool
(CSNAT) can be used to identify specific carer support
needs [25-27], and could enrich the quality of informa-
tion on referral. Spiritual needs, in the broadest sense,
were rarely documented, despite being important for pa-
tients and their families [28—31]. This may be due partly
to the inclusion of an explicit section about spiritual
support needs on some but not all referral form tem-
plates. Including an open section on spiritual support
needs on referral forms would allow an indication of the
importance of spiritual support for the terminally ill per-
son and would help ensure that the person is directed
towards the hospice service(s) most aligned with their
needs. Our PPI representative noted that the term ‘spir-
itual need’ should also be defined on referral forms, so
that professionals, patients and families have a shared
reference point.

Resource or capacity constraints in primary or second-
ary care settings were perceived to influence whether a
SPC referral was made — with less capacity increasing
the likelihood of referral. Where there is a discrepancy
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between the care needs of the patient and the capacity
of their care providers to meet their needs (e.g. due to
lack of experience, skills or time), patient needs may in-
crease, leading to a referral to SPC services [4, 21]. Cu-
mulative needs [4], which we show are common
amongst people with a terminal illness, can be difficult
to address within the short space of time available for a
primary or secondary care consultation. Lack of confi-
dence or experience in providing palliative care support,
for instance prescribing or advance care planning [32],
may increase perceived complexity and referral for SPC
[11].

Our study highlighted ambivalences or tensions re-
garding the timeliness of hospice intervention alongside
dilemmas about who was best placed to assess and re-
spond. Palliative care is an approach applicable early in
the course of a life-threatening illness or severe illness
[33, 34]. However, referral for SPC including hospice
care tends to occur in the late stage of advanced illness
[5, 35]. Staff recognised that complex needs could occur
earlier, or could be prevented with earlier intervention,
though the capacity implications of offering services at
an earlier stage was a concern. Research shows that
quality of life of people with a terminal illness oscillates
over time, and for some, distress peaks on diagnosis or
recurrence [36]. Models of early hospice support need to
be developed and evaluated so that people can access
SPC when their needs are greatest, irrespective of their
prognosis.

Implications

Uncertainty around what complex needs are and am-
bivalence regarding the hospice services available are
features of the current system. Despite this, we found
that “complex needs,” specifically multiple needs within
and across domains, are recorded in hospice referrals,
though detail is often lacking. Several steps could be
taken to improve the consistency of referrals. Referrers
may have a history with patients, and could draw more
on this knowledge when documenting the reasons for
referral to ensure that the patient and their family is di-
rected to the service that best meets their needs. Greater
consideration of the non-physical needs of patients is
warranted. Across all domains, where appropriate, the
use of standardised screening tools and performance
measures (e.g. Karnofsky Performance Status; Phase of
Illness; Distress Thermometer) as a supplement to free-
text information, could provide greater clarity and en-
able hospices to individualize services early on. Hospices
could improve the referral process by ensuring that re-
ferrers are aware of the needs addressed by each avail-
able service. Palliative care specialists could offer
training and support to GPs, community nurses, care-
home nurses and other staff to reach all patients in need,
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especially those with non-malignant disease. Structured
referral forms — now normal practice in all other special-
ties - could contain a section on palliative care provided
prior to referral, clarifying what palliative care has
already been offered, when and why the person is now
being referred for hospice care.

Hospices are increasingly under pressure to show their
‘worth’ to commissioning groups through tangible out-
puts and impacts, which may contribute to a greater em-
phasis on more medical aspects of palliative care, which
downplays the psychological, social and spiritual care
provided. This may partly explain the emphasis on phys-
ical symptoms found in referral documentation. Clear
communication on the interventions offered by hospices
to address non-physical care needs is needed to ensure
that referrers and commissioners understand the range
of SPC services available, and how SPC can significantly
improve quality of life for those with greatest need.

Further research is needed to develop and evaluate re-
ferral documentation that is useful and informative to
both referrers and hospice service providers. We only
analysed needs of those referred to hospice; future work
might usefully compare the needs of those referred and
those who were not referred, so that care trajectories are
better understood. The ID-Pall tool has recently been
developed to distinguish between needs that can be pro-
vided by non-SPC providers versus SPC [37], further val-
idation and testing in diverse settings is now required.

Strengths and limitations

These findings relate specifically to the hospices involved
in the study, and the results are not generalizable. How-
ever, this study highlights the variation in hospice service
structure and the documented needs of patients referred
to each hospice. The inclusion of four sites, in three re-
gions of the UK allowed exploration of variation. Focus
groups consisted of participants from hospice settings,
not primary or secondary care settings, though their in-
clusion in future related studies is recommended.

Conclusion

Complexity was hard to detail or to objectively define
based on referral documentation alone. Given increased
complexity of need [38], longevity in prognosis and evi-
dence that early interventions may ameliorate long terms
problems, hospices need to provide greater clarity re-
garding who should be referred, when and for what rea-
son. In the meantime, hospices can improve the referral
process by specifying what hospice services are available
to meet which needs; communicating regularly with re-
ferrers; and providing education and training to support
referrers to meet more palliative care needs directly.
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Abstract

Background: Death literacy includes the knowledge and skills that people need to gain access to, understand,

and make informed choices about end of life and death care options. The Death Literacy Index (DLI) can be used to
determine levels of death literacy across multiple contexts, including at a community/national level, and to evaluate
the outcome of public health interventions. As the first measure of death literacy, the DLI has potential to significantly
advance public health approaches to palliative care. The current study aimed to provide the first assessment of the
psychometric properties of the DLI in the UK, alongside population-level benchmarks.

Methods: A large nationally representative sample of 399 participants, stratified by age, gender and ethnicity, were
prospectively recruited via an online panel. The factor structure of the 29-item DLI was investigated using confirma-
tory factor analysis. Internal consistency of subscales was assessed alongside interpretability. Hypothesised associa-

tions with theoretically related/unrelated constructs were examined to assess convergent and discriminant validity.

Descriptive statistics were used to provide scaled mean scores on the DLI

Results: Confirmatory factor analysis supported the original higher-order 8 factor structure, with the best fitting
model including one substituted item developed specifically for UK respondents. The subscales reported high internal
consistency. Good convergent and discriminant validity was evidenced in relation to objective knowledge of the
death system, death competency, actions relating to death and dying in the community and loneliness. Good known-
groups validity was achieved with respondents with professional/lived experience of end-of-life care reporting higher
levels of death literacy. There was little socio-demographic variability in DLI scores. Scaled population-level mean
scores were near the mid-point of DLI subscale/total, with comparatively high levels of experiential knowledge and
the ability to talk about death and dying.

Conclusions: Psychometric evaluations suggest the DLI is a reliable and valid measure of death literacy for use in the
UK, with population level benchmarks suggesting the UK population could strengthen capacity in factual knowledge
and accessing help. International validation of the DLI represents a significant advancement in outcome measure-
ment for public health approaches to palliative care.
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Background

The global death rate and demand for palliative care is
projected to increase substantially over the next two
decades [1], with an estimated 42 per cent increase in
demand for palliative care in the UK by 2040 [2]. The
‘new public health approach’ to end-of-life care (EoLC)
is concerned with the potential for increased scarcity of
statutory palliative care provision as demand rises [3],
but also questions the value of a model of care focused
solely on institutionalised services, underpinned by
the Biomedical Model. Public health approaches such
as the Health Promoting Palliative Care model or
‘Compassionate Communities’ [4], advocate for a shift
towards a social model of EoLC, where each social
actor is empowered to contribute [3]. A core principle
of new public health approaches to EoLC are around
fostering community participation and agency with
recognition of the substantial burden of informal carers
in providing EoLC and the need for entire communities
rather than professional service providers to support
individuals at the end-of-life [5, 6].

Extensive qualitative research with individuals with
lived experience of caring for someone dying at home
by researchers in Australia [7-9] suggested that over
time those in informal caring networks develop skills
and abilities for providing EoLC. The capacity which
is developed by individuals has been termed ‘death lit-
eracy’ and is defined by the authors as; ‘the knowledge
and skills that people need to make it possible to gain
access to, understand, and make informed choices about
end of life and death care options. People and communi-
ties with high levels of death literacy have context spe-
cific knowledge about the death system and the ability
to put that knowledge into practice’ [10]. Four theo-
retical facets of death literacy are proposed, described
as knowledge, skills, experiential learning, and social
action [11].

Although there is indication of a range of commu-
nity-based new public health EoLC initiatives in prac-
tice, few are formally evaluated [12] which means
there is little available evidence on the impact of such
an approach. One identified challenge to evaluating
community-based initiatives is the lack of an outcome
measure which meaningfully captures the multi-dimen-
sional impact of ‘Compassionate Communities’ inter-
vention [12]. Existing tools largely measure individual
constructs such as clinical concerns or knowledge, and
do not include a focus on community support [13].

The recently developed Death Literacy Index (DLI;
[13]) addresses this important gap. This is a 29-item
measure designed to assess levels of death literacy
across multiple contexts, including at a community/
national level, and to evaluate the outcome of public
health interventions. The development of the DLI was
informed by an existing theoretical conceptualisation
of death literacy [11] and relevant measures, and was
refined with input from professionals with experience
in the EoLC sector. The measure has previously been
validated by the original authors [10, 13] who adminis-
tered the measure to 1200 participants from the general
population in Australia, with analysis involving explor-
atory and confirmatory factor analyses. This confirmed
a structure with four subscales, two of which have two
subscales. The DLI subscales reported high reliability
and good internal consistency. Convergent validity was
evidenced between scores on the DLI and items meas-
uring objective knowledge of the death system, end-of-
life actions and attitudes, and with a measure of death
competence (Coping with Death Scale; [14]). The meas-
ure has also been piloted in several Australian commu-
nity samples [10], and in one UK community sample (St
Nicholas Hospice).

The DLI is the first rigorously developed measure
of the construct of death literacy, which is a key out-
come for public health interventions in palliative care
(a priority public health area). Although the meas-
ure evidences good psychometric properties in an
Australian context, it has not been validated in other
international contexts so it is unclear how it performs
cross-culturally. The current study will provide the first
international validation of the DLI, in a representative
UK population sample, and a benchmark of DLI and
subscale scores for the UK. If the measure performs
well, this will allow UK researchers, practitioners, and
policymakers to evaluate community/organisation and
national level strategies and interventions to increase
death literacy.

Aim

The primary aim of this study was to examine the psy-
chometric properties of the Death Literacy Index (DLI,
Version 1.0) in a UK population-level sample. The sec-
ondary aim was to provide a benchmark of DLI and
subscale scores for the UK, and to examine demo-
graphic variability in scores.
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The objectives were:

I. To determine the psychometric properties of the
DLI in a UK population level sample, in relation to
structural, construct validity, internal consistency,
and interpretability

II. To provide a benchmark (scaled mean score) on
the DLI and subscales in a UK population-level
sample

III. To examine the demographic variability in the DLI
in a UK population-level sample

Methods

Study design

A cross-sectional online survey, with validation of the
Death Literacy Index informed and reported according to
the COSMIN Study Design checklist for patient-reported
outcome measurement instruments [15]. The study pro-
tocol was pre-registered on the Open Science Framework
(https://osf.io/fwxkh/).

Population and settings

Participants were prospectively recruited via an online
crowdsourcing platform managed by Prolific Academic
Ltd (http://www.prolific.co). A nationally representative
sample of participants representing the target population
was recruited from the estimated 41,000 UK residents on
the panel, stratified across age, sex and ethnicity in align-
ment with the proportions reported in the UK Office
of National Statistics Census data [16]. Prolific estab-
lishes the population strata, with a predetermined num-
ber of open slots into which eligible participants in the
panel can enrol on a first-come basis. Inclusion criteria
included: adults (> 18 years of age) currently living in the
UK, and with capacity to express their opinion. Partici-
pants read a participant information sheet and provided
explicit informed consent before completing the survey
via Qualtrics online platform [17]. Responses were col-
lected between 19™ October and 3™ November 2020.
Median completion time was approximately 10 min.
A small financial incentive was offered for completion,
equivalent to £9.51/hour.

Measures

Measures included the Death Literacy Index (DLIL; [13])
alongside several measures to assess construct valid-
ity. Death literacy was expected to be positively asso-
ciated with death competency, with the Coping with
Death Scale [14] included to assess convergent validity,
alongside items to assess i) objective knowledge and ii)
actions regarding discussion of death and dying. A nega-
tive association was expected between death literacy
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and loneliness, with the Short Revised UCLA Loneli-
ness Scale [18] included to assess discriminant validity.
Lastly, information on socio-demographic characteristics
were collected, including individual experiences of death,
dying and loss (e.g. working, volunteering or lived experi-
ence) to assess known group validity.

The death literacy index (DLI, version 1.0; [13])

A 29-item self-report measure of the construct of death
literacy, with a higher-order factor structure composed
of four subscales, two of which have two subscales; 1.
Practical Knowledge (8 items) including the (i) ‘Talk-
ing Support’ subscale (4 items) and (ii) ‘Doing hands on
care’ subscale (4 items), 2. Experiential Knowledge (5
items), 3. Factual Knowledge (7 items) and 4. Commu-
nity Knowledge (9 items) including (i) ‘Accessing Help’
subscale (5 items) and (ii) ‘Support Groups’ subscale (4
items). Responses are on a 5-point Likert scale (from 1 to
5). Subscale scores are computed by summing items and
scaling per number of items in subscale (with a range of
scores between 0 and 10). Emerging evidence on the psy-
chometric properties of the DLI in a community-based
population in Australia is good [13], confirming struc-
tural, cross-cultural and construct validity, internal con-
sistency, and interpretability. The measure has also been
piloted in one UK community sample (Mildenhall, Eng-
land as facilitated by St Nicholas Hospice). Leonard and
colleagues in correspondence confirmed that in the UK
community sample there were no items which partici-
pants found difficult or omitted. The scaled mean scores
on the subscales/DLI total score ranged from 4.6- 7.5
with evidence of ceiling effects, and with good internal
consistency (Cronbach’s alpha for the scale was 0.927 and
sub-scales ranged from 0.794 to 0.904).

Coping with death scale [14]

A 30-item self-report measure of the construct of death
competency. The scale assesses both one’s sense of com-
petence in handling death and concrete knowledge con-
cerning preparation for death. Participants are instructed
to indicate the extent to which they agree with 30 state-
ments using a 7-point Likert scale. Items are summed,
with a range of scores between 30 and 210. The scale has
shown good internal consistency and stability with vari-
ous samples, as well as some evidence of construct valid-
ity in distinguishing hospice volunteers from controls
and predicting death preparation behaviours [19]. Cron-
bach’s alpha in the current sample indicates good internal
consistency (30 items, a =0.94).

Short revised UCLA loneliness scale [18]
A 3-item self-report measure of the construct of lone-
liness. The scale measures three different aspects of
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loneliness, (social connectedness, relational connected-
ness, and self-perceived connectedness). Participants are
instructed to indicate how often they feel that way with
three statements, using a 3-point Likert scale (from 1 to
3). The items are summed. This is a widely used meas-
ure of loneliness, developed for large online surveys, and
demonstrates good psychometric properties in relation
to the full UCLA scale [20]. Good internal consistency (3
items, a=0.86) was reported for the current sample.

Objective knowledge items

Developed by the original DLI authors [13], this includes
four items to measure the objective knowledge of the
death system. An example includes “What is palliative
care? (response options; Care received only by people in
the last few weeks or days of life, Care for people aged
over 85, Care that aims to improve the quality of life of
people with a life-threatening illness). Participants pro-
vide categorical answers, and correct items are summed.

Actions regarding discussion of death & dying items
Developed by the original DLI authors [13], this includes
two items to measure the attitudes and actions to discus-
sion of death and dying. The items are ‘In my community
we discuss death and dying’ and ‘In my family we discuss
death and dying! Participants provide answers using a
5-point Likert scale (from 1 to 5).

Data analysis

Sample size calculation

The sample size estimation was calculated on the basis
of the factor analysis. Where factor structure is known a
sample size of>200 is recommended [21]. A sample size
of =399 meets multiple criteria, with some researchers
recommending a sample size of at least 300 [22, 23] and
others recommending participant to item ratios ranging
from 5 to 10 participants per item [24], with any less than
3 participants per item deemed inadequate [25].

Ethics

Research ethics approval was provided by the Queen’s
University Belfast Engineering and Physical Sciences Fac-
ulty Research Ethics Committee (Reference; EPS 20_218)
on 111" September 2020. The study was conducted in
accordance with the Declaration of Helsinki [26] and par-
ticipants completed an informed consent statement prior
to completion of the survey.

Analysis

Data were exported from Qualtrics [17], and analysed
using the Statistical Package for Social Science for Win-
dows, Version 25 (SPSS Inc., Chicago, IL, USA), an alpha
level of p<0.05 was considered statistically significant.
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The ordinal responses of the DLI were treated as continu-
ous data. There were no missing data as forced responses
were used in the survey. The scaled mean of the subscales
is used throughout as recommended by the measure’s
authors for benchmarking of population level scores,
with raw scores used for assessment of interpretability.

Objective 1

The psychometric properties of the DLI were evaluated
according to standard methodology as outlined by COS-
MIN [15, 27].

Dimensionality 'The validity of the factor structure
identified in the original scale development study [13]
was examined in the current study by confirmatory fac-
tor analysis (CFA) using Structural Equation Model-
ling (SEM) in Amos version 23 (SPSS Inc., Chicago, IL,
USA). Preliminary analysis to confirm the suitability of
the data for factor analysis included inspecting the cor-
relation matrix for at least several moderate-strong inter-
item correlations (>0.3) and for no perfect multicollin-
earity (<0.9). Sampling adequacy was also assessed by
the Kaiser—-Meyer—Olkin (KMO) value (threshold>0.6)
and Barlett’s Test of Sphericity (significance at<0.05).
Preliminary analyses evidenced sampling adequacy for
factor analysis with largely moderate inter-item correla-
tions but no perfect multicollinearity with all inter-item
correlations <0.83. A KMO value of 0.92 and a significant
Barlett’s Test of Sphericity, x2 (435)=8150.66, p<0.001
indicated suitability for factor analysis. Variance—covari-
ance matrix with maximum likelihood (ML) estima-
tion procedure was used for SEM, which is appropri-
ate if there are more than three ordinal categories [28].
Assumptions for ML include multivariate normality. The
univariate normality of the variables was assessed by kur-
tosis and skewness values, with recommended thresholds
of moderate non-normality of <2 for kurtosis and <8 for
skewness [29]. All the univariate skewness and kurtosis
values were smaller than the recommended thresholds of
moderate non-normality. At the multivariate level, multi-
variate kurtosis = 148.37 with a significant Mardia’s coef-
ficient of 34.95, with threshold of <5 indicating multivari-
ate normality [30]. This suggested univariate normality
and a multivariate departure from normality. The data
was inspected for multivariate outliers by Mahalanobis
distance value. Removing five true outliers (substantial
distances from other cases) reduced the multivariate kur-
tosis to 127.20 and Mardia coefficient to 29.772. In all
subsequent analyses, 394 participants are the focus. The
initial model specified was the 29 items of the DLI, load-
ing onto a hierarchical structure with 8 factors. A second
model with a new item developed for the UK context
(under Factual Knowledge scale) was tested, as specified
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a priori in the study pre-registration. This item asks about
the contribution of ‘funeral home staff; in place of an
item referring to the contribution of ‘cemetery staff’

Model fit was assessed using a series of indices, according
to best practice [31]. A non-significant chi square good-
ness of fit test is indicative of a well-fitting model and was
considered but is sensitive to sample size [28]. Additional
model fit indices used are the normed chi square (Q),
the comparative fit index (CFI), the root mean square
of approximation (RMSEA), and the standardised root
mean square residual (SRMR). Cut-offs of fit indices
include; Q; acceptable criteria vary from under 2 [32] to
less than 5 [33]; CF1:>0.90 and 0.95 reflect acceptable
and excellent fit to the data, respectively [34]. RMSEA
and SRMR; values between 0.05 and 0.09 indicating ade-
quate model fit and values <0.05 indicating a very good
fit [35]. Modification indices available in CFA have been
used to identify misspecification in the model. Deci-
sions regarding modifications were based on theoretical
in addition to psychometric considerations of item and
scale content. We planned to eliminate items if they had
low factor loadings (i.e., standardized regression coeffi-
cients) (<0.40), or if modification indices suggested they
had significant loadings (>0.30) with unintended latent
factors [28].

Internal consistency After determining dimensionality
based on theoretical assumptions and model fit accord-
ing to standard criteria outlined above, items were evalu-
ated for their psychometric properties. This involved
examining the reliability of the unidimensional subscales
separately by Cronbach’s alpha and coefficient omega.
Item to total correlations (r>0.30 as a minimum criterion
[36]. A Cronbach’s alpha coefficient between 0.70 and
0.95 indicates good internal consistency without homo-
geneity [37].

Construct validity s the extent to which scores on an
instrument relate to other measures (convergent validity/
discriminant validity) or produce expected differences in
scores between ‘known’ groups (known-groups validity).
It is given a positive rating if at least 75% of the results are
consistent with predefined hypotheses. Construct valid-
ity of the DLI was tested against items measuring peo-
ple’s knowledge of the death system, a measure of death
competence and for respondents identifying as having
professional or lived experience of death, dying and loss.
Pearson’s correlation coefficients or ANOVA were under-
taken according to predefined hypotheses of convergent/
discriminant validity. We define the strength of the corre-
lation as strong (0.7-1.0), moderate (0.4—0.7), weak (0.2—
0.4) and absent (0.0-0.2) [38]. We define the strength of
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the ANOVA as small (Eta sq=0.01), medium (0.06) or
large (0.14) [38].

Convergent validity H1: Moderate positive association
expected between an individual’s objective knowledge of
the death system and the DLI and subscale scores.

H2: Moderate positive association expected between
items of individual’s scores on the Coping with Death
Scale [14] and the DLI and subscale scores.

H3: Moderate positive association expected between
items of individual’'s actions in relation to discussing
death and dying and the DLI and subscale scores.

Known-groups validity H4: Moderate positive associa-
tion expected for individuals with experience working/
volunteering or with prior lived experience of death,
dying and loss and the DLI and subscale scores.

Discriminant validity H5: Moderate negative associa-
tions expected between items of individual’s scores on
the Short Revised UCLA Loneliness Scale [18] and the
DLI and subscale scores.

Interpretability Was determined by analysing the distri-
bution of participants’ total scores (median, range, inter-
quartile range), with floor and ceiling effect indicated if
15% of respondents achieved the lowest or highest pos-
sible score, respectively.

Objectives 2 & 3: Descriptive statistics were used to
provide a scaled mean score on the DLI and subscales.
ANOVA were used to examine the relationship between
demographic variables and DLI/subscale scores.

Results

There were 417 responses to the survey. Responses
were screened for data quality including for potential
duplicate responses and lack of engagement, with 18
responses removed for incomplete data or having a com-
pletion time less than half the median completion time.
Responses were forced, so there were no missing data.
After inspecting the included data (n=399) for multivar-
iate normality, five outliers were removed. The included
sample (n=394) were a mean age of 45.8 years old (SD
15.73). The majority of participants reported to not have
any personal or professional end-of-life care experience
(n=243, 61.7%). A minority reported to have personal
end-of-life care experience, considering themselves
(n=10, 2.5%) or a close person (n=37, 9.4%) to be in the
last few years of life, or reporting to have been bereaved
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in the last two years (n=67, 17%). A minority reported to
have professional end-of-life experience, either working
or volunteering with people at end of life (n=41, 10.4%)
or individuals experiencing grief or bereavement (n=27,
6.9%) or having attended training on helping people with
dying, grief or bereavement (n =29, 7.4%). Table 1 shows
the other medical and socio-demographic information
for this sample.

Dimensionality
ML estimation method with bootstrapping was used to
provide a more accurate estimation of standard errors in
relation to p values and confidence intervals. The Bollen-
Stine bootstrap p was used as an alternative to x2 [39].
The bootstrapping sample was 250, with 95% confidence
interval as recommended by Nevitt and Hancock [40].
The first model specified was the 29 items loading on
to their 8 respective factors as per the original model
reported in the initial development of the DLI [13]. This
refers to 4 subscales, two of which have their own 2 sub-
scales; 1. Practical Knowledge including the (i) ‘Talking
Support’ subscale and (ii) ‘Doing hands on care’ subscale,
2. Experiential Knowledge, 3. Factual Knowledge and 4.
Community Knowledge including (i) ‘Accessing Help’
subscale and (ii) ‘Support Groups’ subscale. This model
was a good fit of the data; x* (369) =822.12, p<0.001,
Bollen-Stine bootstrap p=0.004, Q=2.23, CFI=0.94,
RMSEA=0.07 (90% CI, 0.050-0.061), SRMR=0.07.
There were no items with low factor loadings (<0.40),
and no modification indices suggesting significant
cross-loadings (>0.30). A second model was specified to
test whether the inclusion of a new item in the Factual
Knowledge subscale (‘I know the contribution the funeral
home staff can make at end of life’) impacted model fit.
This replaced an original item (‘I know about the contri-
bution the cemetery staff can make at end of life’) as it was
deemed more culturally appropriate for UK respond-
ents. There was a slight reduction in terms of the model
fit for this second model but this model was still a good
fit on the majority of indices; x* (369) =871.69, p <0.001,
Bollen-Stine bootstrap p=0.004, Q=2.36, CFI=0.93,
RMSEA=0.07 (90% CI, 0.054-0.064), SRMR=0.07.
Nonetheless, the factor loading of the new item (Q24)
was greater (0.71) than the original item (0.63), with the
reliability and factor loading of the Factual Knowledge
subscale on the death literacy latent variable remain-
ing largely consistent. Modification indices, however,
showed a degree of variance shared between the new
item and another item on the same subscale (‘I know
how to navigate funeral services and options’). In a third
model, the new replacement item was retained (‘I know
about the contribution the cemetery staff can make at end
of lif¢) and its error term was co-varied with the item
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Table 1 Medical and socio-demographic characteristics of

sample (n=394)

N %
Gender
Male 193 49.0
Female 200 508
Other 1 03
Ethnicity
White 313 794
Asian ethnic group 38 9.6
African ethnic group 19 4.8
Arab ethnic group 2 0.5
Latino or Hispanic ethnic group 2 0.5
Other 9 23
Mixed/multiple 11 28
Language spoken at home
English 354 89.8
Mainly English 23 58
Other language 17 43
Relationship Status
Single 87 221
Partnered but not living together 33 84
Married or living with a partner 239 60.7
Divorced 26 6.6
Separated but not divorced 5 1.3
Widowed 3 0.8
Other 1 03
Highest Level of Education
Lower secondary level 48 12.2
Upper secondary level 84 21.3
Post-secondary non-tertiary general education 59 15.0
Undergraduate degree 121 30.7
Postgraduate qualification 71 180
Doctoral degree 7 1.8
Other 4 1.0
Employment Status
Employed full-time 162 411
Employed part-time 60 15.2
Casual 11 2.8
Not working 31 7.9
Retired 57 14.5
Actively seeking work 18 4.6
Student 31 79
Other 24 6.1
Annual household income (pre-tax)
<£12,500 53 135
£12,501 to £50,000 239 60.7
£50,001 to £150,000 96 24.4
Over £150,000 6 15
Dependents
Children 208 528
Dependent adults 44 11.2
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Table 1 (continued)

N %

Religious or spiritual background

Yes 116 294

No 278 70.6
Belief in an afterlife

Yes 98 249
No 133 338

| don’'t know or am unsure 163 414
Location

Rural- isolated dwelling, hamlet or village 71 18.0

Town- small or large town 196 49.7

City 127 322
Chronic Health Conditions

Chronic Physical lliness 66 16.8

Chronic Mental lliness 22 56

Terminal lliness 1 03

(‘I know how to navigate funeral services and options’).
This resulted in overall model fit indices superior to
the initial specified model; x> (368)=812.83, p<0.001,
Bollen-Stine bootstrap p=0.004, Q=0.2.21, CFI=0.94,
RMSEA =0.07 (90% CI, 0.050-0.061), SRMR=0.07. The
path diagram for this final model is presented in Fig. 1.
The final 29 items of the DLI measure validated for UK
context, their beta weights (B), that is their factor load-
ings, as well as, the proportion of variance in the latent
construct explained by that item (r?) are reported in
Table 2.

Internal consistency

The Cronbach’s alpha for each subscale were between
a=0.76 and a=0.93, with the Omega coefficient
between »=0.78 and v =0.93 (see Table 2), evidencing
good internal consistency without homogeneity. All item
to total correlations met the minimum criteria of r>0.30.

Construct validity

Convergent validity

Convergent validity can be evidenced with significant
moderate positive associations between the subscales/
DLI total score and objective knowledge of the death
system, between the DLI and death competence (Coping
with Death Scale; [14]), and between the DLI and actions
relating to death and dying in the family and community
(see Table 3) as hypothesised. Overall, more than 75% of
the results are consistent with the predefined hypotheses
in terms of direction of the effect (H1, H2 & H3). How-
ever, the strength of the correlation was not as expected
and was weak for the subscales/DLI total score for the
majority of constructs, apart from death competency
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where moderate correlations as hypothesised were
observed.

Known groups validity

Known groups validity was assessed for individuals iden-
tifying as having professional expertise in end-of-life care
or bereavement, professional training, or lived experi-
ence. Due to a low number of participants identifying
as being in the last years of life (#=10), this subgroup
was not assessed. Table 4 shows that all roles, apart from
being a carer of someone who is at the end of life, are
related to higher mean scores on all the DLI subscales in
comparison to individuals identifying with none of the
‘expert’ roles in line with hypothesised findings (H4). The
eta-square statistics show that the strength of these rela-
tionships was either medium to large on the subscales,
and large for the DLI total score. Individuals identifying
as a carer of someone at the end of life report signifi-
cantly higher levels of death literacy on the majority of
subscales and the DLI total score, however all effect sizes
were small.

Discriminant validity

There was a significant negative association between the
majority of the DLI subscales/DLI total score and lone-
liness (Short Revised UCLA Loneliness Scale; [18]) (see
Table 3) in line with what was predicted (H5). However,
the eta-square statistics show the strength of these rela-
tionships were weak overall and not the moderate asso-
ciations expected.

Interpretability

Interpretability was assessed using the individual raw
data for each subscale, i.e. the item totals of participants’
scores. The participant’s total score on each subscale rep-
resented the total possible range for all subscales (see
Table 5). There was no evidence of floor or ceiling effects
on DLI total score, or the majority of subscales except
for ‘Factual Knowledge. Using the criterion of>15% of
respondents achieving the lowest possible score, there is
some evidence of a floor effect for this subscale.

UK population DLI benchmarks

The scaled mean scores for each of the subscales and the
DLI total score is reported for the UK population (see
Table 6). Individuals from the UK appear to have high
levels of experiential knowledge and the ability to talk
about death and dying, relative to other subscales.

Relationship between DLI and demographic variables

In relation to demographic variability in the DLI, the
majority of demographic variables were either non-
significant or reported weak effect sizes (see Table 7),
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Table 2 The Death Literacy Index, internal consistency, and descriptive statistics of 8 subscales, and psychometric properties of 29

final scale items

Subscales and items B (95% CI) p F aw M (SD)’
Practical Knowledge 0.824 (0.676,0.949) 020 68 .791/.784 5.35(1.91)
Doing hands on care 0.698 (0.595,0.850) .005 49 .763/.776 4.73(243)
Q1. Feeding a person or assisting them to eat 0.856 (0.807,0.907) 006 .73

Q2. Bathing a person 0.848 (0.797,0910) .006 .72

Q3. Lifting a person or assisting to transfer them 0.598 (0.511,0.680) .008 .36

Q4. Administering injections 0415(0.320,0.517) .005 .17

Talking support 0679 (0.552,0.823) .008 46 .780/.784 5.96 (2.16)
Q5. Talk about death, dying or grieving to a close friend 0.705(0618,0.782) 006 .50

Q6. Talk about death, dying or grieving to a child 0.585(0.494,0.675) 011 .34

Q7.Talk to a newly bereaved person about their loss 0.677 (0.594,0.740) 0.12 46

Q8.Talk to a GP about support at home or in their place of care for a dying person 0.788(0.714,0.840) .005 .61

Community Knowledge 0.863(0.764,0.948) .008 .74 .922/922 448(2.29)
Support groups 0.608 (0.514,0.683) .022 .37 .923/923 5.06(243)
Q9. People with life threatening illnesses 0.883(0.843,0913) .015 .78

Q10. People who are dying 0.935(0.903,0954) 012 .87

Q11. Carers for people who are dying 0.847(0.790,0.879) .021 .72

Q12. People who are grieving 0.801(0.739,0.846) 011 .64

Accessing help 0.965 (0.886,1.073) .005 .93 .927/.928 3.91(2.77)
Q13. Access community support 0.851(0.799,0.885) .013 .73

Q14. Provide day to day care for the dying person 0.889 (0.852,0.917) .006 .79

Q15. Access equipment required for care 0.897 (0.862,0.929) .006 .81

Q16. Access culturally appropriate support 0.853(0.816,0.891) .009 .73

Q17. Access emotional support for myself 0.751(0.670,0.804) .021 .56

Factual knowledge 0.809 (0.721,0.872) .004 65 .924/.925 3.05(2.60)
Q18.1 know the law regarding dying at home 0.711(0.641,0.783) .005 .51

Q19. 1 feel confident in knowing what documents you need to complete in planning for death  0.835 (0.789,0.873) .012 .70

Q20. 1 know how to navigate the health care system to support a dying person to receive care  0.907 (0.870,0.935) .010 .82

Q21.1 know how to navigate funeral services and options 0.741(0671,0.791) 013 .55

Q22.1 know how to access palliative care in my area 0.872(0.838,0.897) 011 .76

Q23. 1 have sufficient understanding of illness trajectories to make informed decisions around  0.786 (0.740,0.831) .003 .62

medical treatments available and how that will shape quality of end of life

Q24. 1 know about the contribution the funeral home staff can make at end of life 0.707 (0.650,0.771) .008 .50

Experiential Knowledge 0.623(0467,0.743) 014 39 .868/871 6.26(2.12)

Q25. Increased my emotional strength to help others with death and dying processes

Q26. Led me to re-evaluate what is important and not important in life
Q27. Developed my wisdom and understanding
Q28. Made me more compassionate toward myself

Q29. Provided me with skills and strategies when facing similar challenges in the future

( )

( )

0.710(0.634,0.780) .008 .50
0.676(0.575,0.746) .006 .46
0.843(0.776,0.887) 013 71
0.731(0.654,0.785) .008 .53
0.829(0.769,0.872) 011 .69

' Range is from 0-10, 8 standardised regression coefficient. r squared regression coefficient. CI bootstrapped confidence interval. A Cronbach’s alpha

Q Coefficient omega

demonstrating little variability in DLI to be explained
by demographics. The following demographic variables
were not significantly associated with the DLI at the
0.05 significance level; gender, highest level of education,
employment status, annual household income, relation-
ship status, caring for dependent adults, having a chronic
mental illness, and belief in an afterlife. Due to small

subgroup size, associations could not be explored for
individuals with terminal illness.

The eta-square statistic for age reports a moderate
effect size. Post hoc analysis using the Games-Howell
criterion for significance indicated a positive relationship
with age, with the DLI mean score higher for>58 year
olds (M=3.11, SD=0.77) than in 38-47 year olds
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Table 3 Convergent validity and discriminant validity of the Death Literacy Index (r)

Subscales Objective Coping with  Actions relating to discussing ~ Actions relating to UCLA
knowledge of death Death Scale  death and dying - community  discussing death and dying- Loneliness
system family Scale

Practical Knowledge 197 631 342%% A17** -.104*

Doing hands on care 134%* A403** 2425 257%* -038

Talking support 195%% 657%% 331 A45¥* - 147

Community Knowledge  .209** 538** 348** 302%* -165%*

Support groups 167 A416%% 292%% 237%% -166%*

Accessing help 199** 525** 321 292%* -128%*

Factual knowledge 234%* 630%* 247%% 305%* -122%%

Experiential Knowledge  .132** 520%* 302%* AQ1** -050

DLI Total 2517 746%* .394%* AST** -.144%*

Correlation is significant at the 0.05 level (1-tailed).*, Correlation is significant at the 0.01 level (1-tailed).**

(M=2.76, SD=0.69) or 28-37 year olds (M=2.61,
SD=0.52), and the DLI mean score higher in 48—57 year
olds than 28-37 year olds. The relationship with age
was however not linear, with 28—37 year olds reporting
a lower DLI mean score than 18-27 year olds (M =2.90,
SD=0.61).

Discussion

This is the first study to validate the Death Literacy Index
(DL [13]) in the UK, with evidence suggesting that the
DLI is a reliable and valid measure of death literacy in
this population. In addition to providing the psycho-
metric evaluation needed for this measure to be used in
the UK, this study is one of the first to validate the DLI
in an international context. This suggests that the meas-
ure performs well outside of Australia where it was origi-
nally developed [13]. The authors are aware of ongoing
efforts to validate the DLI in Sweden, Belgium and the
Netherlands.

The original higher-order factor structure was a good
fit for the UK data. Model fit was improved with the
addition of a substituted item for the UK context on the
contribution of ‘funeral home staftf’ (replacing ‘cemetery
staft’) which loaded more strongly on to the ‘factual
knowledge’ subscale. The authors would therefore rec-
ommend use of this substituted item when administering
the DLI in the UK. All other items loaded well on to their
respective subscales. The lowest loading items referred
to administering injections, lifting a person or assisting
to transfer them, and talking to a child about bereave-
ment. The item relating to administering injections
would not be applicable across all EoLC situations and
so may be expected to not explain a high degree of vari-
ance. The other two items not loading as strongly is more
unexpected and may reflect a lack of direct involvement
in EoLC within the sample. This is worthy of further

investigation, and a cognitive interviewing study is being
undertaken by the lead author to assess the content valid-
ity of the DLI in the UK.

The DLI subscales possess good reliability (i.e., internal
consistency), with the original DLI authors suggesting
that individual subscales could be used alone if reliable
[13]. Interpretability is also good, however floor effects
were observed on the ‘factual knowledge’ subscale.
Indeed, this was the subscale with the lowest scaled mean
score for the UK sample. However, as the floor effects
only just meet the threshold, this is unlikely to be a major
cause for concern, with the DLI capable of measuring
high and low death literacy. The DLI is also valid having
demonstrated the expected positive and negative associa-
tions with related constructs, evidencing convergent and
discriminant validity. Reassuringly, the DLI was moder-
ately associated with the Coping with Death Scale [14],
demonstrating that death literacy and death competency
are related but distinct constructs. Effect sizes for the
correlations with objective knowledge of the death sys-
tem and actions regarding death and dying were smaller
than expected and may reflect measurement error as val-
idated measures were not used in order to restrict sur-
vey length. Although it does not measure understanding
of the death system as a whole, future validation studies
may consider using the Palliative Care Knowledge Scale
(PaCKS; [41]) to assess objective knowledge. Effect sizes
for the negative correlations between the DLI and loneli-
ness were also smaller than expected. A consideration is
that a construct such as perceived functional social sup-
port may be expected to be more highly correlated with
death literacy than loneliness and could be explored in
future research.

Known groups validity was demonstrated with indi-
viduals with professional or lived experience of EoLC
reporting higher levels of death literacy as expected.
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Table 5 Median, range, interquartile range and floor and ceiling effects of the Death Literacy Index

Subscales Mdn Range IQR Floor & Ceiling effects

Practical Knowledge 25.0 8-40 (possible range is 8-40) 8.0 3 participants (0.3%) had the lowest possible total score, and 2 participants
(0.5%) had the highest possible total score

Doing hands on care 12.0  4-20 (possible range is 4-20) 50 12 participants (3.0%) had the lowest possible total score, and 9 partici-
pants (2.3%) had the highest possible total score

Talking support 14.0 4-20 (possible range is 4-20) 4.0 5 participants (1.3%) had the lowest possible total score, and 16 partici-
pants (4.1%) had the highest possible total score

Community Knowledge 250 9-45 (possible range is 9-45) 13.0 13 participants (3.3%) had the lowest possible total score, and 5 partici-
pants (1.3%) had the highest possible score

Support groups 120 4-20 (possible range is 4-20) 6.0 19 participants (4.8%) had the lowest possible total score, and 17 partici-
pants (4.3%) had the highest possible total score

Accessing help 120 5-25 (possible range is 5-25) 9.0 57 participants (14.5%) had the lowest possible total score, and 8 partici-
pants (2%) had the highest possible total score

Factual Knowledge 140 7-35 (possible range is 7-35) 11.0 61 participants (15.5%) had the lowest possible total score, and 4 partici-
pants (1%) had the highest possible score

Experiential Knowledge 180 5-25 (possible range is 5-25) 50 5 participants (1.3%) had the lowest possible total score, and 17 partici-
pants (4.3%) had the highest possible total score

DLI Total 840 40-143 (possible range is 29-145) 29.0 No participants had the lowest or highest possible total score

Table 6 Scaled mean scores for the UK on DLI and its subscales

Subscales UK Population

(n=394)Scaled

Mean
Practical Knowing (TOTAL 8 items) 535(1.91)
Hands on support (4 items) 473 (243)
Talking support (4 items) 5.96 (2.16)
Community Knowledege (TOTAL 9 items) 448 (2.29)
Community support groups (4 items) 5.06 (2.43)
Accessing help (5 items) 3.91(2.77)
Factual Knowledge (7 items) 3.05 (2.60)
Experiential Knowledge (5 items) 6.16 (2.12)
DLITOTAL 476 (1.73)

" Range is from 0-10

However, for the subgroup identifying as a ‘carer/fam-
ily member/partner/spouse/friend of someone who is
thought to be in the last few years of their life’ scores
were not higher on all of the DLI subscales. This may
be due to how this group were defined, introducing

significant heterogeneity. For example, the group may
reflect individuals who are not directly involved in pro-
viding support for an individual at end-of-life. The group
may also reflect individuals who are at the start of their
caring journey, which raises an important question
around when death literacy is developed along the car-
egiving trajectory. Using the DLI in research with carers
could help inform our theoretical understanding of how
and when death literacy develops, and the subsequent
impact. There is increasing interest in the risk and pro-
tective factors for complicated grief [42], with greater
preparedness for death, for example, shown to be a pro-
tective factor [43, 44]. With the DLI shown to be a valid
and reliable measure of death literacy within the UK,
there is an opportunity to develop robust evidence on
how components of death literacy may improve end-of-
life experiences both for individuals with life-limiting
diagnoses and their close persons.

The current study provides, for the first time, UK popu-
lation level benchmarks for the DLI total score and the
various subscales. These benchmarks can be used to
inform which components of death literacy may be most

Table 7 Summary of significant relationships between demographic variables and the death literacy index

Direction of relationship Welch F statistic and significance level Eta Sqr
Age Positive 8397 0.071
Rural location Positive 341 0.017
Having children Positive 13.14%%% 0.032
Chronic physical health condition Positive 4.15% 0.012
Religious background Positive 8.16** 0.022

" Significant at the p < 0.05 level, ** Significant at the p <0.01 level, ***Significant at the p <0.001 level. Eta Sq. interpreted as .01 “small”; .06 “medium”; .14 “large”

(Cohen, 1988)
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valuable to target at a population level through public
health interventions and will be useful for researchers
and practitioners to use as population baselines to com-
pare scores within their own communities. Individuals
from the UK appear to have, relative to other subscales,
high levels of experiential knowledge and the ability to
talk about death and dying. It must however be recog-
nised that all population level benchmarks are near the
mid-point of each subscale, and there is considerable
opportunity to strengthen capacity in all areas of death
literacy. For example, a recent survey in Northern Ireland
[45] reported significant barriers to individuals talking
about death and dying, such as fear of upsetting self or
others and apprehension at navigating sensitive conver-
sations. Key areas to strengthen capacity at a population
level are around factual knowledge and accessing help.
This is supported by recent UK research reporting a lack
of familiarity with EoLC terminology and processes, and
a lack of awareness on how to access support [46]. There
is a lack of formally evaluated community-based EoLC
interventions [12]. In addition to informing best value
targets for novel interventions, the validation of the DLI
in a UK context also provides a useful measure to evalu-
ate the impact of such initiatives.

The population level benchmarks established in the
current UK study are similar to the levels of death liter-
acy reported in the Australian population [13]. However,
the timing of both studies is a key contextual difference
with the Australian data collected pre-pandemic, and the
UK data mid-pandemic. Within the context of a mass-
bereavement event, it is reasonable to assume that there
would be greater opportunity for experiential learn-
ing, with the experiential knowledge subscale reporting
the highest scaled mean score for the UK sample. This
underscores the value of using the DLI to measure popu-
lation trends in death literacy over time, with measure-
ment of death literacy a key recommendation in a recent
policy report [47]. It is an open-question as to whether
the COVID-19 pandemic has contributed positively to
communities’ capacity to provide EoLC, and indeed the
extent to which death literacy can be sustained over time
within communities. There is a desire from the general
public to learn from those with professional and lived
experience of EoLC [45], with the challenge being how to
translate this into community-based interventions with-
out increasing the recognised burden on informal carers.

As with the validation of the DLI in the original Aus-
tralian sample [13], there was little socio-demographic
variability in the current study implying the measure is
applicable across social contexts. Although having a reli-
gious background and a chronic physical health condi-
tion report a significant relationship with higher levels
of death literacy, the effect size is small. This is perhaps
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surprising given the opportunity to support individuals
to develop death literacy in faith communities and health
and social care settings. Only age reported a moderate
effect size which may be expected, given that death lit-
eracy is suggested to develop from personal experience
[10], with exposure to death, dying and loss accumulat-
ing over time. However, young adults have previously
described experiencing exclusion from conversations
relating to care decisions, serious illness and death, lead-
ing to a feeling of being ill-prepared [48]. This empha-
sises the importance of a life-course approach to death
literacy, with respondents in our previous research sug-
gesting that death literacy should be provided equal sta-
tus to sexual health education in school settings [45]. The
relationship between age and death literacy is not strictly
linear in the current study, 28-37 year olds reporting a
lower DLI mean score than 18-27 year olds, and there
is a significant relationship between having children
and higher levels of death literacy. Optimistically, this
may reflect public health approaches to EoLC becoming
more embedded for younger generations. The major-
ity of research on public health approaches to EoLC has
however focused on older adults [12] or solely on under-
standing of palliative and end of life care [48]. A more
in-depth understanding of death literacy across the life-
course would be a valuable focus for future research.

The current study has a number of strengths. The use
of a population sample representative of age, gender
and ethnicity provides confidence in the benchmarks,
and addresses a limitation with the previous validation
study [13], and the validation of death and dying meas-
ures more broadly [49]. The study followed best practice
COSMIN guidelines [15] for assessment of structural,
construct validity, internal consistency, and interpretabil-
ity. However, the sample size in two subgroups for assess-
ment of known groups validity was inadequate according
to COSMIN recommendations. We also were not able to
assess cross-cultural validity as planned in our pre-reg-
istered protocol, due to sample size within subgroups.
Future research should focus on ascertaining the perfor-
mance of the measure across different populations, in dif-
ferent age groups for example. The content validity of the
measure was not assessed prior to the current study (the
replacement item was developed by the research team),
and ongoing research will address this important gap.
The method of recruitment (via a panel) must also be
considered, where self-selection of interested individuals
may have led to an over-estimation of the levels of death
literacy. The responsiveness of the DLI is still uncertain
and given the potential use of the measure in evaluat-
ing public health interventions, this will be a priority
to ascertain going forward. Future research with infor-
mal carers in particular is recommended, to ensure the
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measure performs well in this important context. Lastly,
it must be recognised that the aim of this study was to
establish the psychometric properties of the DLI at a
population-level.

Conclusion

The DLI is a valid and reliable measure of death literacy
for use by researchers and practitioners in a UK context.
Developing public health approaches to palliative care is
a priority for the majority of palliative care service pro-
viders in the UK [50], yet the evidence base for public
health approaches to palliative care is lacking with few
formal evaluations [12]. The current study makes a novel
contribution to these efforts by providing population-
level benchmarks for the UK of the various components
of death literacy to guide intervention development, and
by evidencing the validity and reliability of the DLI as a
measure of death literacy to be used to evaluate public
health initiatives.
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Abstract

Objectives: Advance care planning is a key preparatory step in ensuring high-quality palliative and end of life care,
and should be considered as a process, beginning with community-level conversations among lay persons. There

is, however, indication that death talk among community-dwelling adults is not occurring, and there is a dearth of
research examining why this is the case. This study aims to provide the first examination of barriers and facilitators

to talking about death and dying among the general population in a UK region (Northern Ireland), and to provide a
novel application of health behaviour change theory towards developing a theoretical understanding of the sources
of this behaviour.

Methods: The study involved qualitative analysis of responses (n =381 participants) to two open-ended questions
within a cross-sectional online survey, with recruitment via social media of adults currently living in Northern Ireland.
Reflexive thematic analysis was conducted on open text responses per question, with the barriers and facilitators
mapped on to health behaviour change models (the Behaviour Change Wheel COM-B and the Theoretical Domains
Framework).

Results: The findings evidence a myriad of barriers and facilitators to engaging in death talk, with themes aligning to
areas such as lack of acceptance of death in social contexts and fear of upsetting self or others, and a need to improve
interpersonal communication skills for facilitating conversations and improve knowledge of the existing services
around death and dying. A theoretical understanding of the drivers of death talk is presented with findings mapped
across most components of the COM-B Behaviour Change Model and the Theoretical Domains Framework.

Conclusions: This study contributes to a small but emergent research area examining barriers and facilitators to talk-
ing about death and dying. Findings from this study can be used to inform new public health programmes towards
empowering adults to have these conversations with others in their community towards upstreaming advance care
planning.

Keywords: Palliative care, Public health, Death and dying, Behaviour change, Advance care planning, ACP

Background

In the UK, death rate and complexity of need for pal-
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is reflective of international trends [3] representing
increased provision of PEOLC as a global public health
need. A key preparatory step in delivering high-quality
PEOLC is advance care planning (ACP), cited across
UK strategy documents and within quality indicators
for good quality PEOLC [4-7]. ACP is an ongoing pro-
cess that supports adults of any age in sharing their val-
ues, goals and preferences regarding future medical care
during serious and chronic illness [8], and is evidenced
to positively impact the quality of PEOLC [9]. There are
however reports that indicate only a minority of adults in
the UK have engaged in an ACP conversation [10, 11]. In
acknowledging ACP as a continuous process across the
life course [8] where an individual’s readiness for engage-
ment may vary [12], there is value in considering how to
“upstream” and “normalize” community-led conversa-
tions around death and dying more broadly [13].

The shift towards considering discussion of death and
dying in the community aligns to the ‘new public health
approach’ within palliative care [14]. The Health Pro-
moting Palliative Care model (HPPC; [15]) advocates for
movement towards a sustainable social model of end-of-
life care, where death and dying are considered within the
community context of everyday life and where each social
actor is empowered to contribute. Advocates of HPPC
recommend that at present building community capacity
should be prioritized over further mainstream palliative
care provision [16, 17]. A key principle of building com-
munity capacity includes normalizing death and prepar-
ing communities for end of life [17]. The mechanism
for achieving this is through developing death literacy,
defined as a set of knowledge and skills that make it pos-
sible to gain access to, understand and act upon end-of-
life and death care options [18]. This includes the ability
of individuals to provide talking support to a close friend,
or child about death and dying [19], increasing readiness
and providing a supportive context for community-based
ACP conversations.

A significant proportion of UK adults report not being
comfortable discussing death and dying with family and
friends [20]. Most of the existing research on barriers
to talking about death and dying has been conducted
within the context of ACP with healthcare professionals
(e.g. [21-23]), clinical populations of adults with a life-
threatening illness (e.g. [24-26]), or with older adults
(e.g. [27-29]). A recent call for future HPPC research
resonates with the need to focus more “upstream’, stating
the importance of approaching issues with the full popu-
lation of interest, including ‘hidden publics’ and younger
adults [14]. The authors recommend the use of surveys
to evaluate the perceptions and experiences of the wider
community, rather than only those defined as terminally
ill [14]. Although there is an emergent evidence-base for
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the impact of new public health approaches to end-of-life
care [14], a lack of observational research hampers capac-
ity to address the dearth of high-quality interventions
seeking early engagement with the general population.

In developing the evidence-base on which to inform
interventions to increase talking about death and dying at
a population level, it is important to develop a theoreti-
cally informed understanding of the target behaviour and
associated change processes [30]. Authors have previ-
ously acknowledged the dearth of theoretically-informed
interventions in PEOLC [31, 32]. Prominent within pub-
lic health, health behaviour change theory including the
Behaviour Change Wheel (BCW, [33]) and Theoretical
Domains Framework (TDEF, [34]) provide a systematic
and theoretical basis for understanding and changing
behaviour. In comparison to individual theoretical mod-
els, they enable a more comprehensive examination of a
range of modifiable constructs, including internal factors
and those pertaining to the external physical and social
environment. The TDF and the inner part of the BCW,
the Capability Opportunity Motivation-Behaviour model
(COM-B), can be used to understand the Capability,
Opportunity, and Motivational sources of any behaviour
which can then inform the development of evidence and
theory-based interventions. Behaviour change theory is
increasing in use within PEOLC research (e.g. [35, 32,
36]) including application within a systematic review on
implementation of ACP [37].

The question of how best to support listening to and
incorporating individuals’ preferences around end-of-life
aligns to unanswered research questions prioritised by
people likely to be within the last few years of life, current
and bereaved carers and healthcare professionals [38,
39]. With exception (e.g., [40]), there is limited research
examining barriers and facilitators to talking about death
and dying in general population samples in the UK. There
is however recognition of the importance of building
community capacity in providing PEOLC, including from
the perspective of specialist palliative care providers [41]
and general practitioners [42]. This study aims to provide
the first exanimation of barriers and facilitators to talking
about death and dying in a UK region (Northern Ireland).
Secondly, the study aims to provide a novel application
of health behaviour change theory towards informing
future evidence-based interventions to increase discus-
sion of this important topic in the general population.

Methods

Design and setting

The study involved qualitative analysis of responses
(m=381 participants) to two open-ended questions
within a cross-sectional mixed-methods online survey.
Although  underutilized, mixed-methods/qualitative
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surveys have been recommended as a ‘best fit' when
seeking multiple perspectives from large populations,
when the topic suits a ‘wide angle lens; and when wishing
to encourage disclosure and participation in regards to a
sensitive topic [43]. Reporting of findings is informed by
CHERRIES guidance for reporting Internet surveys [44]
and COREQ guidance for reporting qualitative research
[45].

The setting for the study is a region of the United King-
dom, Northern Ireland (population circa 1.9 million).
In Northern Ireland, the local death rate is projected to
increase by 31 per cent by 2031 [1], as calculated pre-
pandemic, the highest proportional increase across the
UK nation states. A recent survey conducted in 2019
indicates only a minority of the population (7%) have pre-
viously engaged in an ACP conversation [11].

Sampling and recruitment
The sampling frame for this study defined community as
a member of the public currently living in Northern Ire-
land. Eligibility criteria included adults (> 18 years of age)
who have the capacity to express their opinion.
Convenience sampling was used with an open-survey
link shared via social media (Twitter & Facebook) by the
research team using a dedicated handle (@PADDNI_
Research). Several organisations (e.g., charities, public-
facing bodies, private businesses) were invited to share
the survey link and were provided with posters to display
on their premises. Participants were provided with a par-
ticipant information sheet informing them of the purpose
of the study, approximate survey completion time, which
data are stored, where, and for how long, and details of
the research team. Participants completed an informed
consent statement prior to completion of the survey and
provided informed consent for use of their data again at
survey completion [46]. Participants were not contacted
individually. No personal data were collected. Further-
more, participants had no prior relationship with the
researchers. This study was approved by the QUB EPS
Faculty Research Ethics Committee.

Survey Design and Implementation

The survey was originally developed by the co-authors
at Cardiff University [47] in collaboration with the One
Wales Palliative Care Program of the National End of Life
Care Board, informed by findings from the James Lind
Alliance Palliative and End of Life Care Priority Setting
Partnership [38, 39]. The aim of the survey was to under-
stand attitudes towards death and dying, with included
domains on fears about death and dying, preferences and
priorities around EoLC, knowledge around terminologies
commonly used in EoLC and understanding about ACP,
EoLC plans and communication around death and dying.
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An extensive literature review informed the domains of
interest and the survey questions were refined by a group
of experts in this field, including volunteer research part-
ners. Minor modifications were made by the research
team to the original survey for the Northern Ireland
context, with input of clinician and policy colleagues at
Marie Curie Northern Ireland.

The 41-item online survey was hosted on Qualtrics
[Qualtrics, Provo, UT], with items presented to partici-
pants across 7 pages (range 1-17 items per page) and in a
standardized order. Respondents were able to review and
change their answers, and in line with guidelines [46] a
withdraw button was included on each page. There were
no forced responses to items. No incentives were offered
to participants. Prior to data collection, the survey was
piloted with 12 participants with no amendments made.
Data was collected between 20" January and 18™ April
2019, and the median time of survey completion was
14.2 min.

Towards understanding communication around death
and dying, this study is a focused qualitative analysis of
two open-ended survey items from the larger survey-

i) “As a society, how much do we talk about death and
dying in Northern Ireland? If not enough, how do you
think this can be increased?” (Question 5)

ii) “Is there anything that prevents you from talking about
death and dying? If yes, please state” (Question 14)

Analysis

Data were exported from Qualtrics [Qualtrics, Provo,
UT] to a Microsoft Word Document. In total, 924
respondents consented to participate in the survey,
after 2 respondents were removed as providing multiple
responses (identified by Qualtrics as multiple identical
responses from same IP address <12 h). Data were scru-
tinized for i) duplicate responses by examining sociode-
mographic variables (age, gender, education) alongside
responses, and ii) responses completed in<5 min with
participants withdrawing at first opportunity, with 2
responses removed. In total, 61% of responses (n=562)
completed the survey by providing informed consent
for their data to be used at the end of the survey. A
total of 381 participants provided responses to the two
open-ended questions analysed in this study: with 179
responses to the barriers question and 326 responses to
the facilitators question.

This study adopts a subtle realist epistemological stance
within an interpretative paradigm, which recognises the
subjectivity of human experience but is concerned with
identifying common patterns across subjective narratives
which denote collective experience. Reflexive thematic
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analysis was conducted on open text responses for each
question separately using Microsoft Word and Micro-
soft Excel to track codes and notes [48]. This method of
analysis fitted the subtle realist stance and provided suf-
ficient flexibility to explore the range of perspectives and
experiences conveyed by a large cohort of participants
to address the broad research aim [43]. This followed a
six-stage process which includes familiarisation with
the data; inductive coding; exploring potential themes;
reviewing and confirming themes; labelling and defining
themes; and reporting and interpretation of themes [48].
Codes were identified by a lead analyst (JG, BSc) and
were iteratively reviewed to ensure that these accurately
captured relevant units of data [49]. A coding tree was
developed from confirmed codes in table format on MS
Word, which guided the identification of subthemes and
overarching themes. Themes/subthemes were iteratively
constructed and discussed with the wider analysis team
(LGW, PhD & EB, PhD) and were cross-checked with
codes and quotes to ensure that these remained closely
bound to the data. Final themes/subthemes were estab-
lished following rigorous discussion. In line with recent
recommendations, the reflexive thematic analysis was
conducted inductively, with no theoretical constraints on
the identification of themes from the COM-B and TDF
[50]. Team meetings were held frequently throughout
the analysis to reflect on progressive interpretation of the
data and reflexive notes. This ensured that reflexive prac-
tice was maintained, supporting a transparent and cred-
ible analytic process [49]. Barriers and facilitators were
then mapped onto the COM-B [33] and the TDF, where
they were deemed to conceptually fit [43]. This mapping
process involved developing descriptions derived from
themes/subthemes, which are aligned with the corre-
sponding model components. This process also facilitated
translation of themes/subthemes into practical language
for aid of interpretation. Researchers JG, LGW, and EB
were involved in this conceptual mapping process. JG is
a psychology student with an interest in research, health
psychology, and wellness-promoting behaviour change,
however, has no personal or professional background
with palliative care. LGW has a professional background
in health behaviour change, and personal and research
experience in palliative care. EB has a professional back-
ground in health behaviour change, however has no prior
personal or professional affiliation with palliative care.

Results

Participant demographics are detailed in Table 1. The
majority of respondents were aged 25—-64 years of age,
were female, of a white ethnic group, and were living
with a partner or spouse. A small proportion were liv-
ing with a chronic physical condition (18%), a mental
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health condition (9%), and/or a disability (14%). Over
half declared that they identified as non-religious,
although almost all reported that they were raised under
a certain religion. Most participants were educated to at
least graduate level and a small number had migrated to
Northern Ireland (the majority of which had resided in
NI for more than 15 years).

Barriers to communication about death and dying
Three overlapping themes were constructed for the ques-
tion surrounding barriers: ‘Apprehension at navigating
conversations’; ‘Emotional responses to death talk’; and
‘Unacceptance of death talk in different social contexts’
See Table 2.

Apprehension at navigating conversations

This theme relates to the challenge of talking about death
with others. There was an assumption that death talk
needs to occur in a supportive context and thus requires
skilled communication. Participants conveyed concerns
about their own ability or the ability of others to orches-
trate conversations about death in a sensitive manner.
This theme comprises two sub-themes: 1) Challenge
of sensitively navigating conversations about death 2)
Concern over ability of others to facilitate conversations
about death.

Subtheme one captures the perspectives of partici-
pants who feel they lack the skills and confidence to
instigate and sustain conversations about death when
approached by others affected by death. These par-
ticipants felt concerned about offending others, saying
something inappropriate, or prompting discussion at
an inappropriate time or in the wrong context. There
was general apprehension about #ow death talk should
take place.

Saying the ‘wrong thing’ (Participant 483, M,
65-69 years)

If someone has recently experienced loss 1 would
be cautious to raise the subject (Participant 739, F
18-24 years).

If the person is older and I don’t know how comfort-
able, able, they are to discuss death (Participant 90,
E 45-54 years).

Subtheme two describes the perception that other
people are not always helpful in supporting conversa-
tions about death. This refers to the perceived ability of
other people to instigate or host constructive discussions
about issues/events related to death. Participants’ often
reflected that this can result in reluctance to open up to
or confide in others. This is despite underlying wishes
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Table 1 Participant socio-demographic characteristics (N=381)

Age Freq (%)
18-24 (7 9%)
25-34 6 (14.7%)
35-44 76 (19.9%)
45-54 86 (22.6%)
55-64 91 (23.9%)
65-69 7 (4.5%)
70-74 6 (4.2%)
75-79 6 ( 6%)
80-84 2(0.5%)
85+ 1(0.3%)

Gender
Male 90 (23.6%)
Female 290 (76.1%)
Other 1(0.3%)

Ethnicity
White 372 (97.6%)
Pakistani 1(0.3%)
Mixed ethnicity 5(1.3%)
Other ethnicity 3(0.8%)

Relationship status
Single 75 (19.8%)
Married/partner 248 (65.4%)
Divorced 31 (8.2%)
Separated 1(2.9%)
Widowed 4 (3.7%)

Chronic physical health condition
Yes 68 (18.2%)

Chronic mental health
Yes 31 (9%)

Disability
Yes 52 (13.8%)

Religion (current)

None 205 (53.9%)
Christian (of no/different denomination(s)) 100 (26.3%)
Roman Catholic 132 (34.9%)
Non-Christian 7 (1.9%)

Religion (brought up with)

None 44 (11.6%)
Christian (of no/different denomination(s)) 195 (51.5%)
Roman Catholic 132 (34.9%)
Non-Christian 7 (1.9%)

Education
Primary 1(0.3%)
Secondary 70 (18.4%
Graduate 310 (81.3%)
Emigrated to Northern Ireland from another country 50 (14.9%)
(of which) duration of time living in Northern Ireland > 15 years 35 (10.4%)
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Table 2 Barriers coding tree of themes and illustrative quotations
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Theme

Subtheme

Illustrative Quotation

Apprehension at navigating conversations

Emotional responses to death talk

Unacceptance of death talk in different
social contexts

Challenge of sensitively navigating conversa-
tions about death

Concern over ability of others to facilitate con-
versations about death

Conversations hindered by own emotions

Perceived risk of arousing challenging emotions
in others

Societal norms sustain lack of integration of
death talk

Cultural beliefs can deter openness about death

Perception that known others are unwilling to
engage in death talk

Perception that death should only be discussed
with family and close persons

[ don't want to sound insensitive (Participant 249, F,
25-34 years)

Bringing up the topic either makes others uncomfort-
able or dismiss it with a short "Sorry for your loss”
(Participant 847, F, 18-24 years)

| get upset about it—don't want to make people
uncomfortable (Participant 862, F, 18-24 years)

Fear of making others uncomfortable or upset (Par-
ticipant 18, F, 35-44 years)

It's just not done here, | am not sure why (Participant
333, F, 35-44 years)

The discomfort of others regarding the topic. | am
viewed as very strange for wanting to discuss “such
negative topic’, but it’s important to me. | have a
different philosophy and spirituality than those |
love, which they struggle with (Participant 398, F,
55-64 years)

My family don't want to talk about it (Participant
259, F, 70-74 years)

| don't like to share my personal feelings with people |
am not close to (Participant 494, F, 35-44 years)

that more helpful conversations could take place at times
of need.

People seem at a loss for words and I feel quick to
soothe them by brushing it off or minimising it. 1
suppose there is an awkwardness about death. (Par-
ticipant 101, E 18-24 years).

If I'm caring for someone that is end of life and
wishes not to talk about it. Or I perceive it to be
inappropriate, 1 let the other person lead the conver-
sation. Sometimes in a social context of I talk about
personal bereavement I don’t want to be met with
pity, sometimes it’s just a factual thing or sometimes
it's not information I wish to share (Participant 32,
E 25-34 years).

Emotional responses to death talk

This theme captures how personal emotions, or the per-
ceived emotional response of others can hinder honest
conversations about death. In particular, ‘fear’ was com-
monly referred to by many participants, and emotions
including fear and upset are observed across each of the
subthemes constructed: 1) Conversations hindered by
own emotions 2) Perceived risk of arousing challenging
emotions in others.

In the first subtheme, participants reflected on how
their own emotional reactions to death prevented them
from discussing death frankly with others. Partici-
pants worried that expressing feelings of sadness and

emotional distress could result in the discomfort of
others or might be perceived as inappropriate in certain
contexts. Many participants also described how it is
often difficult to talk to others when they are personally
affected by death because expressing feelings is psycho-
logically stressful. Participants also discussed how it
‘scares’ them to ‘think about’ death.

Knowing that I will cry and sometimes that’s not
acceptable or useful in certain scenarios (Partici-
pant 820, E 45-54 years).

It’s difficult to talk about your own experiences.
I had a very traumatic death of a sibling and
received little support, although I'm now able to
talk about it this has taken ten years to be able to
(Participant 468, M, 25-34).

It scares me to think about it (Participant 507, E,
35-44 years).

Subtheme two describes participants’ perceptions
that talking about death can trigger challenging emo-
tions in others, so there is an implicit assumption that
death talk is more harmful than helpful. This deters
individuals from initiating conversations about death.
Participants felt that emotional reactions to death may
differ across individuals and social contexts, which
makes it difficult to recognise when these discussions
are appropriate and acceptable (this links with theme
three).
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At times you want to avoid upsetting someone even
though you know it would be good for them to talk
(Participant 39, E 45-54 years).

Many close family and friends fear death, and don’t
like...to talk about it openly (Participant 54, E
55-64 years).

Getting tearful, upset, upsetting others. Making
things worse. (Participant 415, E 45-54 years).

Unacceptance of death talk in different social contexts
This theme captures how conversations about death
are uncommon at a societal level, which sustains lack
of acceptance within communities and social cir-
cles. The rationale for lack of acceptance relates to
normative behavior, cultural diversity, and assump-
tions about the appropriateness of death talk. Four
subthemes were identified for this theme: 1) Societal
norms sustain lack of integration of death talk 2) Cul-
tural beliefs can deter openness about death 3) Per-
ception that known others are unwilling to engage in
death talk 4) Perception that death should only be dis-
cussed with close others.

Subtheme one describes how conversations about
death are not commonplace and scarcely feature in social
interactions, except for in certain times and contexts,
such as when a person is at the end of their life or in the
case of grief. Even then, death talk is not widely or openly
practiced. Death is perceived to be a negative topic and
this belief is perceived to be embedded in our “culture” at
a societal level.

It’s just not done here, I am not sure why (Partici-
pant 333, F, 35-44)

I just don’t think it’s socially acceptable—people
think you are in a bad mood or always thinking the
worse if you talk about negative things such as dying
(Participant 832, F 18—24 years).

Subtheme two relates to participants’ concerns about
death talk causing offence or distress to people who have
strong spiritual or “religious beliefs” Religious or spiritual
beliefs/values may hinder social interactions about death
because of perceived incongruity of perspectives. This
subtheme interconnects with theme one as this relates
to perceived ability to discuss death in a sensitive and
respectful manner.

My family being religious while I am not and I would
want different things when I die than they would
expect (Participant 859, E 25-34 years).
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If it outwardly upsets the other person or if I don’t
know people very well. I am very aware that a lot
of people have a very closed attitude to end of life
due to their religious beliefs (Participant 238, E
35-44 years).

Fear that I am making them talk about issues they are
not comfortable with even though I am. Fear of insulting
someone’s core beliefs (Participant 328, E 35-44 years).

The third subtheme relates to participants’ beliefs that
known others such as family, friends, and colleagues are
often not willing to discuss death. Participants felt that
death talk is not typically welcomed by others in their
social circle. Rather, other people tend to avoid the sub-
ject and there was a sense that one might be regarded as
“strange” for “wanting to discuss” it. It is this lack of incli-
nation to facilitate discussions that may prevent people
from opening up about death when they need to.

Other people’s negative attitudes, I get shut down by
some family members who find it hard to talk about
(Participant 289, F, 18—-24)

When the other person doesn’t want to. My mum
didn’t want to know she was dying and wouldn’t lis-
ten to amy prognosis or treatment options (Partici-
pant 816, F 35-44. years).

Subtheme four captures participants’ perspectives that
death talk is only acceptable when with close others such
as family or professionals whom people feel close to. Par-
ticipants felt that the sensitivity of the subject can restrict
who they talk to about death and the contexts in which
these conversations can happen. This interconnects with
theme one as participants imply that trust and rapport
are important prerequisites for discussions about death.

This is a personal topic which | would discuss only
in particular circumstances and with particular
people. Should | be in a position where health profes-
sionals are involved, | would be comfortable discuss-
ing death/dying only with a person with whom | felt
at ease (Participant 732, E 70-74 years).

Would need to be with someone close. Hard topic to
discuss with an acquaintance or someone I am not
close with (Participant 395, F 35-44 years).

Facilitators to enhance communication about death

and dying

Four overlapping themes were constructed for the ques-
tion surrounding facilitators: ‘Increasing knowledge of
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the ‘death system’; ‘Improving interpersonal communica-
tion”: Encouraging acceptance of the need for death talk’;
‘and ‘Groups and Individuals with ability to promote the
discussion’ See Table 3.

Increasing knowledge of the ‘death system’

This was a prominent theme which relates to how
enhancing knowledge and increasing opportunities to
build understanding about key terminology and pro-
cesses surrounding dying and death would be a use-
ful starting point to augment communication about
the topic in different contexts. Three subthemes were

Table 3 Facilitators coding tree of themes and illustrative quotations
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constructed: 1) Information provision, 2) Educa-
tion along the life course and 3) Experts sharing their
experience.

The first subtheme information provision refers
to the need to increase the quality and availabil-
ity of informational resources to equip people with
the basic knowledge to understand their options at
the end of life and key terms/processes relating to
areas such as palliative care and end of life care. This
relates to tangible resources such as pamphlets and
adverts tailored to different contexts and across dif-
ferent demographic groups.

Theme Subtheme

Illustrative Quotation

Increasing knowledge of the ‘death system’

Education along the life course

Experts sharing their experience

Improving interpersonal communication
providers

Practical support to improve interpersonal com-

munication skills

Increasing awareness of different belief systems

Acknowledging individual responsibility in

initiating discussions

Encouraging acceptance of the need for

death talk and contexts

Addressing fear surrounding discussion of death

and dying

Normalising death as a part of life

Groups and Individuals with ability to pro-
mote the discussion

Improving information provision

Accessible communication from healthcare

Raising awareness of relevance across people

Provide more information to patients and families on
their rights and choices to help guide conversations

so that people can decide and opt for what is best for
them/what they want (Participant 36, F, 18-24 years)

Firstly being taught in schools. We learn about birth
but not about death.. .. its still treated like a taboo
subject and as a result nobody is prepared for it..
(Participant 305, F, 35-44 years)

Using similar campaigns which raised awareness
of other social issues in the past. Also finding people
who are willing to share stories and the facts. . ..
carers and the professionals (Participant 82, F,
55-64 years)

Health professionals be more direct when talking
about death to paitents and families (Participant
324, F, 45-54 years)

Not sure, people don't know what to say. Too much
emphasis on being positive when terminally ill
(Participant 119, F, 45-54 years)

Make it less medical so target the whole population
on neutral footing. le not based on religion or beliefs
but person centred and individual (Participant 32, F,
25-34 years)

By each person talking to families and friends about
their own feelings/wishes about dying AND (harder
to do I think) asking others what their views/feelings/
wishes are regarding their demise- not in general—
specifically about their own case (Participant 474, F,
55-64 years)

Change attitudes by advertising how easy it can
be and the benefit it is when we all know what
is to happen at the end of life (Participant 71, F,
55-64 years)

By encouraging people to talk about their experience,
take away the superstition that it's bad luck to talk
about death! (Participant 158, f, 35-44 years)

Ifthe topic is introduced in schools, with death being
treated as a natural part of our lifecycle, a lot of the
barriers and fears can be overcome (Participant 42,
F, 55-64 years)

More awareness, news programmes, newspaper arti-
cles, social media etc. (Participant 6, f, 65-69 years)
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Provide more information to patients and families
on their rights and choices to help guide conversa-
tions so that people can decide and opt for what is
best for them/what they want (Participant 36, E
18-24 years).

1 think that although in different social and different
backgrounds, the topic of death is viewed differently,
hence making a generalised fact sheet or ‘black and
white’ explanation void. (Participant 79, E 25-34).

In subtheme two, participants described the ‘taboo’
around discussion of death and dying as a social con-
struct which develops across the life course, with
opportunity to normalize discussion through ‘early
intervention. Participants stressed the importance of
embedding discussion with children and adolescents into
formalized curricula within primary and secondary edu-
cation, towards achieving parity with ‘career advice or
sexual care. Several developmentally appropriate topics
were suggested, with need for discussion on grief and loss
identified for younger children.

I feel death should be talked about more openly with
children from a young age and it should not be a
taboo subject that we hide from them. This should
happen in the home and in schools. This will help
prepare them should they face bereavement as a
child or an adult. Having this knowledge may reduce
the unavoidable shock and grief that individuals
have to deal with at some stage of the life-course
(Participant 214, F 45-54 years).

Start earlier, include health and well-being on
a school curriculum that includes issues related
to death and dying—and life. Organ donation is
important in its own right and also is a doorway
into conversations about mortality (Participant 80,
M, 55-64).

Although the contribution of formalized education was
discussed in relation to schools and universities, the role
of ‘education’ as empowering rather than simply infor-
mation-provision (as in subtheme one) was frequently
described in reference to adults. A key emphasis was
placed on emotional preparation across the life course, in
terms of bereavement at all stages and with advance care
planning cited for older adults. The need for more “pub-
lic discussion” was described, taking the form of work-
shops or seminars. Participants emphasized the need for
there to be ownership from organisations perceived to be
experts in this area (medical charities provided as exam-
ples), and the opportunity to harness existing communi-
ties such as workplaces to embed discussion.
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To remove the fear and negativity around death and
dying, the subject needs to be living outside where
the public live (Participant 716, M, 70-74 years)

In subtheme three there is the perception of ‘privi-
leged knowledge’ existing in relation to death and dying,
and the need for ‘experts’ across various sectors to act as
knowledge brokers towards sharing process and experi-
ence-based knowledge with the aim of addressing the
“mysteries”, “myths” and “uncertainties”. The importance
of fostering realistic expectations about end of life care
was emphasized.. A diverse range of expertise was rec-
ognized, including those working in healthcare, funeral
services, finance, and individuals with lived experience of
the death system.

More public discussion. Encouraging health care
professionals in particular to speak without fear
about the processes they participate in (Participant
385, M, 65—69 years)

Using similar campaigns which raised awareness of
other social issues in the past. Also finding people
who are willing to share stories and the facts....carers
and the professionals. (Participant 82, F, 55—64).

Improving interpersonal communication

This theme raises the importance of compassionate
and person-centered communication about the topic of
death and dying and provides a sense of what aspects
of communication are especially important, why these
are important, and who should instigate conversations
about death and dying. Four subthemes were identified:
1) Accessible communication from healthcare provid-
ers, 2) Practical support to improve communication
skills, 3) Increased awareness of individual differences,
4) Acknowledging individual responsibility in initiating
early discussions.

Subtheme one describes the need for “open and car-
ing” communication from healthcare professionals in
respect to advance care planning. There was a general
perception that a culture change is needed regard-
ing communication about death and dying in health
contexts, whereby optimising access to specialist pal-
liative care and embedding palliative care approaches
within generalist health and social care structures will
facilitate “earlier” and more “routine” conversations.
The importance of training and support for healthcare
professionals was also described. The importance of
getting to know the patient through provision of antic-
ipatory care to ensure future care is person-centred
was emphasised.
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In most circumstances death & dying are antici-
pated, usually in a healthcare setting. This pre-
sents an opportunity for healthcare professionals to
broach the subject with their patients and families.
I feel that this should become a more routine’ con-
versation in clinical care. It is too often discussed
at a very late stage which may only add to a sense
of stress and reduce the time available for careful
reflection. This would require something of a culture
change in healthcare, adequate training in com-
munication could help this. (Participant 817, M,
25-34)

By health professionals setting the bar and talking
about it in an open and caring way (Participant 18,
E 35-44 years)

Subtheme two describes the belief that increased inter-
personal support and communication skills training for
people across demographic groups could increase an
individual’s capacity to facilitate death talk. This relates
to supporting individuals to have more ‘open and hon-
est’ discussions, including the need to avoid the use
of euphemisms around death or being overly positive.
Providing advice on “conversation openers” was recom-
mended, with organ donation cited as a useful anchor to
initiate conversations, including discussion into differ-
ent types of deaths. Participants emphasized a need for
skill development around how to compassionately listen
when discussion is instigated by others on death and
loss, with recognition this is a “learned skill”. A particular
focus was placed on developing an awareness of helpful
and unhelpful responses, with the latter serving to limit
in depth discussion.

A public health campaign promoting awareness
of why we need to openly talk about death. Work-
shops e.g., for parents to learn how to talk to children
about death. Classes in schools that contain an ele-
ment of discussion about death (Participant 367,
45-54 years).

Teach younger people how to discuss sympathetically
as this is learned skill (Participant 406, M, 55-64)

Subtheme three suggests that to facilitate a supportive
conversation about death and dying it may be helpful to
avoid dogmatic topics which may arouse conflict and dis-
comfort. Rather, there is emphasis on the need to talk about
death and dying from the perspective of “human under-
standing, to enable participation of people from diverse
belief systems. Emphasis was placed on religious organisa-
tions as having ownership of discussion around death and
dying, with a focus on the afterlife rather than end of life.
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By normalising it. Making it ok for dying people
to talk about death. Children be informed maybe
in a non-religious way. Acceptance of the pain of
death alongside the inevitability. Maybe itd help
people be more grateful of life (Participant 496, F
45-54 years).

By encouraging honest discussion without moral
or religious judgement (Participant 785, E 45-54
years)

Subtheme four relates to the need for individuals to
acknowledge that they have a personal role in initiat-
ing or engaging in conversations about death and dying,
however challenging. Such conversations were perceived
to begin at the familial level, with a need for open dis-
cussion around wishes and feelings towards death and
dying. The importance of not excluding younger family
members from these discussions was emphasised, with a
need for “healthy conversations from childhood through-
out adulthood’.

By each person talking to families and friends about
their own feelings/wishes about dying AND (harder
to do I think) asking others what their views/feelings/
wishes are regarding their demise- not in general—
specifically about their own case (Participant 474, F,
55-64 years)

1 think we need to be brave and start the conversa-
tions with our family, especially in aspects of organ
donation wishes and end of life care (Participant 10,
E 35-44 years)

Participants described how developing plans for end of
life should be embedded within these supportive conver-
sations, which need to happen early, prior to rapid decline
of health in oneself or others. In addition to establishing
preferences around end of life care, the opportunity for
individuals to plan their own funerals and develop living
wills was also articulated.

We encourage pregnant women to have birth plans
50 why can’t we normalise the death plan (Partici-
pant 816, E 35-44 years)

Encouraging acceptance of the need for death talk This
theme explores the need to increase the acceptability of
engaging in supportive conversations about death and
dying, as a precursor to the other themes. Three sub-
themes are contained within this: 1) Raising awareness
of relevance to different populations 2) Addressing fear
surrounding discussion of death and dying 3) Normalise
death as a natural part of life.
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The first subtheme describes how it is necessary to
help individuals to understand why talking about death
and dying might be relevant for them, across differ-
ent stages of life and diverse contexts. Recognising the
relevance may promote a more open attitude towards
engaging in such conversations. The need for health
promotion campaigns was emphasized. Alongside this
was the perception that certain deaths are seen as more
socially acceptable, with other deaths more likely to not
be discussed. It was described how parity is needed in
changing attitudes towards the discussion of deaths relat-
ing to child/baby death, suicide, drug addiction and clini-
cian-assisted death.

I feel we only talk about death after the event and
not in forward planning. We need people to accept
and understand that critical illness can affect us at
any age (Participant 238, F 3544 years).

Healthcare conversations about end of life should be
introduced in middle age (Participant 712, F 25-34)

Subtheme two focuses on the need to support indi-
viduals who feel afraid to initiate or engage in discus-
sions around death and dying. Participants described a
perceived relationship between “taking about dying and
hastening death’, and an associated belief that “if we don’t
talk about it, it is not going to happen’. The need to help
individuals disassociate superstitious fears was empha-
sized. Fear is recognized as a prominent emotional bar-
rier and thus strategies to reduce fear should be explored.

Not sure. It’s a societal thing, people fear that by
talking about it, it will somehow bring death to them
(Participant 134, F 35—44 years)

By encouraging people to talk about their experi-
ence, take away the superstition that it’s bad luck to
talk about death! (Participant 158, F, 35-44)

Subtheme three explores the usefulness of promoting
acceptance of death and dying as a natural part of the
lifecycle, not to be stigmatised but rather understood.
This includes changing attitudes away from “the belief
that talking about death is morbid” and rather encourag-
ing society to be “death positive”. Participants referred to
death cafes as being a useful facilitator of a positive atti-
tude to death, along with using death to facilitate a focus
living meaningfully.

I think when you compare the polarity between
birth and death of how much it is acknowledged its
bizarre. Death is just as big a part of life. Yet there
is zero sense of belonging or community in it. It feels
like a stigma. Taboo. Keep hush. It should be as eas-
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ily spoken about as a birth or even like a wedding.
It’s such a knee jerk reaction to cower away from it
when if we could all embrace it and bring a sense of
community camaraderie to it, it wouldn’t be as dark
and frightening (Participant 316, E 25-34 years).

Prevalent within this subtheme was the need to change
protectionist attitudes towards discussing death and
dying with children and younger family members, “it
should not be a taboo subject we hide from them”. Empha-
sis was placed on engaging openly and honestly with
children around death, and not dismissing or explain-
ing death is a reductionist manner. Participants also
described the need for society to encourage inclusion of
children within death rituals such as funerals and wakes,
and to not hide serious illness or grief to normalise emo-
tional reaction to death.

By not excluding children from discussing the death/
funerals of elderly relatives and pets, often a way to
show that death is a part of living and importantly
allowing them to express their emotions (Participant
270, E 70-74 years).

Groups and Individuals with ability to promote

the discussion

This overarching theme captures the variety of stakehold-
ers, services, and approaches with potential to facilitate
greater communication about death and dying. Sources
yielded through a content-based extraction of key com-
municative tools/sources include: 1) Media 2) The Arts
3) Experts 4) Service Users 5) Third Sector 6) Healthcare
providers 7) Individuals 8) Schools 9) Policy makers 10)
Researchers. The capacity to endorse greater communi-
cation about the topic broadly relates to utilizing a range
of vessels/resources to (considering the issues raised
in previous themes) educate individuals e.g. schools or
charities providing workshops/talks, raise awareness e.g.
emotive social media posts/images, normalize e.g. open
discussions instigated within families, addressing chal-
lenging emotions like fear through theatre/film or ser-
vice users sharing their experiences. Within this theme,
the role of policy makers is also discussed, suggesting
that there is potential to augment communication about
death and dying across various levels of society.

Integrated findings

As illustrated by Fig. 1, the barriers and facilitators when
integrated can be conceptualised to relate broadly to
interpersonal communication, actors and systems with
a role in supporting change, knowledge about death and
dying, and integrating death talk in everyday life. This
illustrates core constructs which interventions can be
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designed to target, by framing the perceived barriers to
talking about death and dying in the context of prospec-
tive solutions to mitigating these.

Barriers and facilitators mapped to Behaviour Change
Theory
The barriers and facilitators to talking about death and
dying mapped to most constructs within the COM-B and
TDE. Table 4 presents the barriers and facilitators trans-
lated into a series of descriptions which are aligned with
conceptually relevant COM-B and TDF constructs.
Relevant constructs for both barriers and facilita-
tors include ‘Psychological Capability’ under the TDF
domains ‘knowledge’ and ‘skills;, where facilitators
described strategies to address the knowledge and skills
barriers identified. ‘Social Opportunity, within the TDF
domain ‘social influences, was also relevant, where
facilitators described strategies to adjust existing social
norms (i.e. increasing opportunities to normalize dis-
cussion). Another pertinent construct was ‘Reflective
Motivation, within the TDF domains ‘social/professional
role/identity’ and ‘beliefs about consequences. Barri-
ers described apprehension about whether social role/
identity restricted death talk and causing discomfort as
result of death talk. Whereas, facilitators described ways
to enhance professional responsibility in health contexts
and increasing perception of the benefits and relevance
of discussions about death across the lifecycle. Related to
this, the construct ‘Physical Opportunity’ was mapped
to facilitators within the TDF domain ‘Environmental

Context and Resources, and described the infrastructural
change needed in health systems to increase opportuni-
ties for death talk. Lastly, ‘Emotions, under the construct
‘Automatic Motivation’ was also relevant, where facili-
tators described ways to address challenging emotions
and the perception of arousing challenging emotions in
others.

Less relevant constructs appeared to be ‘Physical Capa-
bility’ (COM-B), several of the TDF domains under ‘Psy-
chological Capability’ (Memory, Attention and Decision
Processes & Behavioural Regulation), one domain under
‘Reflective Motivation’ (Goals), and two domains under
‘Automatic motivation’ (Optimism and Reinforcement).

Discussion

This study contributes to an emergent evidence towards
understanding the barriers and facilitators to talking
about death and dying for the general population. Previ-
ous research identifies several barriers including lack of
knowledge of the death system [51], fear/distress associ-
ated with thinking about death and dying [52] and dif-
ficulty engaging others in death talk or fear of upsetting
others [53]. An aligned Welsh study [47] conducted at a
similar period of time to the current study identified sev-
eral levels of barriers, including social perception and
practice (e.g. death as a societal ‘taboo’), lack of opportu-
nities (e.g. perception of no family & friends to talk about
this with) and support and personal emotions and val-
ues (e.g. concern over causing distress). The Welsh study
also identified several facilitators, such as enhancing
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acceptance of death as a part of life and using a pub-
lic health approach to engage the public across the life-
course. The current study establishes that these barriers
are pertinent for community-dwelling adults in Northern
Ireland, and provides a rich understanding within this
regional context. Several novel barriers to talking about
death and dying were also identified, including a focus on
interpersonal communication skills and cultural beliefs.
The identification of facilitators to provide a more multi-
dimensional understanding of the drivers of this behav-
iour was also a novel contribution of this study, with a
previous lack of prior attention in the research literature
[47].

The current study would suggest that societal norms
place boundaries on the perceived opportunities for
death talk, with respondents believing that these con-
versations should only take place within families and in
particular circumstances. This is a significant constraint
when individuals believe family members are not will-
ing to engage in death talk, as is similarly reported by
previous UK research [53]. There is indication of death
talk as potentially a ‘limited taboo’ [54], with not ‘soci-
ety’ per say but rather particular subgroups finding talk
of death and dying challenging. It is unclear whether this
relates to death as a psychological taboo, or rather sug-
gests conversational embarrassment in engaging in death
talk [55]. Indeed, a prominent theme in the current study
describes respondent’s concern around the acceptability
of emotional expression during these conversations with
family and friends. This suggests that increasing aware-
ness and accessibility of safe spaces such as Death Cafes
for gentle discussion of death and dying with wider com-
munity members is valuable [56]. There is a dearth of for-
mal evaluation on such initiatives [56], but conceptually
the aim of Death Cafes includes supporting individuals to
express emotion that may not feel able to do elsewhere,
another key barrier reported in this study. There is sug-
gestion that engagement with Death Cafes in the UK is
currently dominated by middle-aged women working in
healthcare [57], with a need to consider how such initia-
tives may be optimised to engage ‘hidden publics’ such as
young people and men.

The perception that others are unwilling to engage in
death talk relates to a key facilitator on the importance
of normalising discussion of death and dying. Towards
this goal, a life-course approach to discussing death and
dying was suggested, and similarly proposed in terms of
the need for education on the death system. Educational
settings were cited as an opportunity to engage children
and young adults, embedded within the context of life
skills (i.e., equated to ‘sex education’ by respondents).
Although there is a dearth of research on children’s per-
ception of death, Paul [58] proposes a model of ‘death
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ambivalence’ where children are both death avoidant and
death facing. The avoidance of death was however largely
a result of the social domains the children were part of
(family & education), in addition to wider cultural norms
of what it means to be a child. There is an openness and
desire for information and discussion of death from chil-
dren [58], and recent research in Spain would indicate
parents are favourable about inclusion of death educa-
tion in their children’s schooling [59]. Recent research in
Northern Ireland [60] also suggests value in integrating
education on the death system in young adults’ univer-
sity education, where a high level of awareness but lack of
knowledge around palliative care is reported.

Respondents discussed concern about their interper-
sonal communication skills, which referred to both the
respondent’s perception of their own skill and their per-
ception of the skill of others to engage in meaningful con-
versations about death and dying. Although there was an
identified need to encourage individual responsibility in
initiating these conversations, this theme largely centred
around equipping interested individuals with the ‘tools’
for engagement. There has been a focus on developing
evidence-based peer-led ACP facilitator training pro-
grammes [61], involving either peers or lay volunteers.
This has involved facilitating ACP conversations and
advance care directive completion, and provision of ACP
education, training, and support. The majority of this
training is focused on enabling volunteers to facilitate
ACP conversations with older adults or clinical popula-
tions [61], however there is an evidence-base on which
to inform supportive programmes for individuals in the
community to facilitate conversations with close per-
sons. There are also existing public-facing initiatives in
this area which could be highlighted as part of a larger
programme of support, e.g., the ‘Conversation Starter
Kit’ [62]. For future generations, a life-course approach
to discussing death and dying in early education may
negate the need for formal programmes if individual self-
efficacy around having these important conversations is
improved through exposure.

Respondents in this study discussed concern about
death talk causing offence/distress to people with strong
spiritual or religious beliefs, which hinders death talk
because of perceived incongruity of perspectives. This
finding may be particularly pertinent to Northern Ire-
land, a post-conflict society in which religion can form an
important part of individual’s social identity which influ-
ences their attitudes towards ‘outgroup’ members and
may have resulted in heightened sensitivity [63]. There
is also however relevance to the UK population more
broadly, with an increasingly multi-cultural society [64]
and adults identifying as non-religious [65], resulting in
communities which are increasingly diverse in relation to
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spiritual or religious beliefs. Increasing awareness of dif-
ferent belief systems was reported as a facilitator in the
current study and would appear an important compo-
nent in interpersonal communication skills training for
contemporary society.

Despite the majority of UK adults reporting being
comfortable discussing death and dying with family and
friends [20], recent reports would indicate only a minor-
ity have engaged in a conversation about their end of life
wishes with others [10]. Health behaviour change theory
includes the COM-B model [33] which can help in iden-
tifying the sources of a behaviour, to inform behaviour
change interventions. Adults report being comfortable
discussing death and dying with family and friends [20]
could refer to being willing to have these conversations
(COM-B; motivation), confident in having these conver-
sations (COM-B; capability) or able to have conversations
in prescribed circumstances (COM-B; opportunity). The
COM-B model recognises the complexity in behaviour
change and proposes that motivation, opportunity, and
capability all need to be present in order for an individual
to engage in a behaviour. The current study identifies sev-
eral barriers and facilitators to talking about death and
dying, which map to the majority of the COM-B compo-
nents, and furthermore the TDF [34]. This suggests that
in attempting to encourage community-dwelling adults
to change their behaviour towards engaging more in
death talk, it is likely that multiple complex interventions
are needed, supported by policy level directives. The
sources of behaviour identified in the current study will
be relevant to community-dwelling adults in Northern
Ireland, but alignment with previous research indicates
generalisability to the wider UK. As a research area in its
infancy, it may be useful to consider how existing initia-
tives map on to the COM-B model to identify mecha-
nisms of change which may influence outcome.

There are few ‘upstream’ interventions to encour-
age conversations about death and dying among com-
munity members in the general population. Abba and
colleagues [66] in their systematic review identified 5
studies, with only one study [67] developed to directly
encourage individuals to discuss death and dying with
family and friends. The evidence-base in this area is lim-
ited in both size and quality [66], however there is indica-
tion that passive methods of providing information (e.g.,
public lectures) are unlikely to be as effective as partici-
patory approaches. Indeed, the need for education is a
facilitator cited in the current study, but only addresses
one component (COM-B; capability) of the multi-com-
ponent approach needed. There are various examples of
more experiential initiatives taking place in practice, yet
few are formally evaluated. There is however promising
evidence from evaluation of such initiatives in recent
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years, which may be more likely to address multiple
COM-B components. An example is the Heart of Living
and Dying in Northern Ireland [68], a supported group
conversation where community members are invited to
reflect on what matters to them in living and dying to
begin to plan ahead. These novel initiatives are reflective
of the need for innovation in this area [56], with a vari-
ety of structural barriers to community empowerment
[69]. The current study identifies a variety of stakehold-
ers, services, and approaches to facilitate greater com-
munication about death and dying which may inform
further innovation. Beyond intervention approaches at
community-level, behavioural economics may inspire
population-level interventions which are more efficient
and economical, and based on strategies already utlilised
by UK public health governenments e.g. the Behav-
ioural Insights Team (a UK-based global social purpose
organization) [70]. Interventions rooted in behavioural
economics can be applied to public health policy and
population-level programmes, and typically focus on
restructuring social and physical environments to gently
endorse (or ‘nudge’) health-promoting behaviour [70].
General examples include reducing the cognitive burden
of health information (e.g. simplication of information on
advance care planning to reduce decision fatigue), mak-
ing the default option favour the desired behaviour (death
literacy a part of the school cirriculum), and priming the
desired behaviour via a relevant and familiar source (e.g.
opening up a conversation around death, dying or loss
is modelled/ captured in an episode of a popular drama
series). Interventions based on this approach target driv-
ers of behaviour such as emotions and impulses, habits,
and social norms indirectly [70]. Behavioural econom-
ics therefore presents a potentially powerful toolkit to
influence decision-making around communication about
death and dying by redesigning the choice architecture.
Evidence surrounding the effectiveness of interven-
tions based on behavioural ecominics in health contexts
in general is lacking and thus we lack guidance on the
appropriate design and evaluation of such interventions
[71]. However, the identification of drivers of communi-
cation about death and dying, particularly those which
are relevant to behavioural economics approaches (e.g.
via indirect targeting of social norms, habits, and emo-
tions), is a useful first step to informing the design of
population-level behavioural ‘nudges’

Strengths and Limitations

This is one of a small number of studies to examine the
drivers of why community-dwelling adults do not engage
conversations around death and dying. This study rep-
resents a ground-up approach to identifying barriers to
death talk, and uniquely identifies facilitators to present a
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more holistic understanding of the sources of behaviour.
A novel application of health behaviour change theory
is provided, which adds support to the growing util-
ity of this approach in palliative and end of life care [e.g.
32;35-37]. This is the first step of systematically develop-
ing an evidence and theory-based intervention using the
Behaviour Change Wheel [33]. The barriers and facilita-
tors aligned to COM-B and TDF domains may be further
mapped to intervention and policy functions, in using
the BCW to systematically develop evidence and the-
ory-based behaviour change interventions. The current
study also has several limitations. A convenience sample
was recruited via social media and is not representative
of the population of the Northern Ireland, for example
with an over-representation of respondents identifying
as female and who have completed a higher education
degree. Individuals without digital literacy skills would
have been excluded. The sample does however include a
largely non-clinical population, therefore addressing the
need for more research with the full population of inter-
est, including younger adults [14]. A survey design with
two open-ended questions were used to enable recruit-
ment of a large sample, however it is acknowledged that
interviews or focus groups may have resulted in richer
data. It also must be recognised that in developing behav-
iour change interventions, it is the recommended to
specify the behaviour according to the AACTT frame-
work; Action, Actor, Context, Target, and Time [72]. The
behaviour in this study (talking about death and dying)
was not specified in this level of detail, and so is reflec-
tive of broad drivers of the behaviour for the population
across different contexts, similar to the application of
behaviour change theory to implementation of ACT in
a recent systematic review [37]. It is acknowledged that
this study adopted a ‘wide-angle lens’ to exploring the
topic at a population level, and so recommendations per-
taining to population subgroups cannot be made, though
are suggested in the narrative. A related limitation is that
the focus of the study was on self-reported barriers and
facilitators of death talk, without focus on individual dif-
ferences which have been associated with not having dis-
cussed end-of-life wishes in previous research [10] such
as male sex, young age, not being born in the UK or own-
ing one’s own residence. This underlines the importance
of value of research to identify modifiable risk factors in
key subgroups of the population. The focus of the cur-
rent study is one UK region (Northern Ireland), and so
the findings are most relevant for tailoring interventions
for this population. Although similarity with previous
UK-based research would indicate generalisability, future
research directly focused on identifying barriers and
facilitators to talking about death and dying is needed
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to confirm if these drivers are relevant for the wider UK
population.

Conclusions

The current study identified barriers and facilitators to
death talk in Northern Ireland, reflecting knowledge
about death and dying, the integration of death talk into
everyday life, interpersonal communication, and actors
and systems with a role in supporting change. A consid-
eration of why we are not having conversations around
death and dying with those in our communities has never
been as pertinent [73]. Not only is embedding a mean-
ingful conversation around death in the community
important for achieving a good death across different cir-
cumstances, but a greater awareness of death and physi-
cal distancing restrictions from the COVID-19 pandemic
may have led to individuals reflecting more on their core
values. Reflecting on values, preferences and goals is a
core component of ACP [8], suggesting a timeliness for
community-level public health interventions to encour-
age death talk among the public. Towards this goal, the
findings from the current study provide a vital under-
standing of the key drivers of this public health behav-
iour. This novel understanding is ready to be applied by
other researchers to systematically develop evidence and
theory-based behaviour change interventions using the
BCW, towards increasing individual engagement in death
talk. It is possible that the COVID-19 pandemic will have
influenced some of the identified barriers and facilitators,
for example, for a subgroup of individuals there may now
be more social opportunity for death talk. A follow-up
study is currently underway to determine if and how this
period of mass bereavement has impacted on commu-
nity-led conversations about death and dying.
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Abstract

Background: Ongoing assessment of psychological reaction to illness in palliative and end of life care settings is recommended, yet
validated tools are not routinely used in clinical practice. The Distress Thermometer is a short screening tool developed for use in
oncology, to detect individuals who would benefit from further psychological assessment. However the optimal cut-off to detect
indicative psychological morbidity in patients with advanced cancer receiving specialist palliative care is unclear.

Aim: To provide the first validation of the Distress Thermometer in an advanced cancer population receiving specialist palliative care
in a UK hospice setting.

Design: Receiver Operating Characteristics analysis was used to compare the sensitivity and specificity of cut-offs indicative of
psychological morbidity on the Distress Thermometer in comparison to the Hospital Anxiety and Depression Scale.
Setting/Participants: Data were derived from 202 patients with advanced cancer who were approached on admission to inpatient or
day hospice care, with 139 patients providing complete data on both measures.

Results: The area under the curve was optimal using a Distress Thermometer cut-off score of =6 for total distress and for anxiety, and
a cut-off score of =4 optimal when screening for depression.

Conclusions: The Distress Thermometer is a valid, accurate screening tool to be used in advanced cancer but with caution in relation
to the lack of specificity. With little variation between the area under the curve scores, arguably a Distress Thermometer cut-off score
of =5 is most appropriate in screening for all types of psychological morbidity if sensitivity is to be prioritised.

Keywords
Palliative care, terminal care, anxiety, depression, validation studies, distress thermometer, advanced cancer, distress

What is already known about the topic?

e There is variation in the recommended Distress Thermometer cut-off scores for detecting indicative psychological mor-
bidity, with need for revalidation when introducing the Distress Thermometer into new clinical populations, settings and
cultures.

e There is a lack of consistency in the cut-off scores proposed by the limited number of Distress Thermometer validation
studies within a palliative and end of life care setting, and no evidence of the optimal cut-off score for implementation
of the Distress Thermometer with patients with advanced cancer in inpatient and day hospice settings
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What this paper adds

care in an inpatient/day hospice setting.

Implications for practice, theory or policy

e A cut-off score of =6 is optimal when screening for total distress and for anxiety, and a Distress Thermometer cut-off
score of =4 is optimal when screening for depression in patients with advanced cancer receiving specialist palliative

e With little variation between the area under the curve scores, arguably a Distress Thermometer cut-off score of =5 is
most appropriate in screening for all types of psychological morbidity if sensitivity is to be prioritised.

e Accuracy of the Distress Thermometer in screening for indicative psychological morbidity is fair to good in relation to
sensitivity, but poor in relation to specificity with a number of false positives.

e The Distress Thermometer is an accurate, valid screening tool for depression, anxiety and distress, and may be imple-
mented in routine clinical practice to identify patients with advanced cancer receiving specialist palliative care in an
inpatient/day hospice setting who would benefit from further psychological assessment.

Background

Psychological distress is defined as “a multi-factorial
unpleasant emotional experience” which extends along a
continuum, including a range of psychological morbidity
from normal feelings of vulnerability to mood disorders
including depression and anxiety disorder.! Heightened
levels of psychological morbidity are reported in patients
with advanced cancer receiving palliative and end of life
care, with pooled prevalence of major depression at
14.3% and anxiety disorder at 9.8% according to Diagnostic
and Statistical Manual of Mental Disorders or International
Classification of Diseases definitions of psychological mor-
bidity.2 Untreated psychological morbidity is associated
with increased physical symptom burden,>* more chal-
lenging symptom management,> lack of acceptance of
prognostic information,® a reduction in global health-
related quality of life,” and may also be an independent
prognostic indicator.8 Importantly, when identified, there
is evidence that psychological morbidity is amenable to
change.? A systematic review recently established the
effectiveness of brief psychosocial interventions (median
of n=2 sessions) on emotional distress among patients
receiving palliative care.10

Evidence of complex need differentiates patients with
advanced cancer who should be cared for by specialist
palliative care services from those for whom non-special-
ist care is most appropriate.!! Although there is a lack of
certainty over how complexity is defined, complex emo-
tional symptoms have been identified as a criteria by an
international consensus!? and healthcare professionals.!3
Clinical guidelines and quality indicators for specialist pal-
liative care'®'> recommend ongoing assessment of psy-
chological reaction to illness with validated assessment
tools. There is however indication that validated tools are
not frequently used in specialist palliative care set-
tings,617 with psychological morbidity potentially under-
reported and undertreated.18

Ultra-short screening tools ( <5 items) are attractive
to clinicians because of their ease of use,!8 followed by a
more lengthy assessment undertaken only for patients
reporting clinically significant scores. The Distress
Thermometer!? is a single-item, 11-point visual analogue
scale, with respondents indicating how distressed they
have felt over the past week (from “No Distress” to
“Extreme Distress”). In their guidelines the National
Comprehensive Cancer Network suggest a cut-off score of
=5 in oncology samples as indicative of significant dis-
tress requiring additional assessment and treatment.?°
However, a meta-analysis of validation studies of the
Distress Thermometer worldwide?! proposed an alterna-
tive pooled score of =4. A subsequent meta-analysis with
subgroup analysis recommended an optimal cut-off =6
for patients with cancer at the end of life,22 however
pointed out the inadequate specificity ( < 0.60) of pooled
scores at cut-offs of =4 and =5 from a limited number of
available studies.?3, 24

Despite recommendation for further validation work
there has been little progress since publication of the meta-
analyses,?? with only four validation studies in total of the
Distress Thermometer in palliative care settings.?>?® The
two studies published since the meta-analysis?? propose an
optimal clinical cut-off of =5 and report high sensitivity but
poor specificity (i.e. < 60%). There is acknowledged varia-
tion in Distress Thermometer clinical cut-offs according to
instrument language, country, clinical population and set-
ting, and therefore a need for revalidation in new popula-
tions.2! A potential limitation of existing validation studies
is that three?3.24.26 have derived data from either heteroge-
neous clinical populations of both patients with malignant
and non-malignant disease?*2¢ or across settings, for exam-
ple, acute hospital and inpatient hospice units.??> The other
existing study?® included a more homogenous sample of
patients with advanced cancer with pain but in an acute
hospital setting. Specialist palliative care settings may
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include hospital, home, hospice inpatient units, outpatients
and day services.Z” On the basis of the existing evidence,
there is no clarity on which clinical cut-off is optimal for
implementation of the Distress Thermometer with patients
with advanced cancer in a hospice setting (inpatient or day
hospice).

The current study provides the first validation of the
Distress Thermometer in patients with advanced cancer
receiving specialist palliative care in a hospice setting
(inpatient & day hospice). The study aims to:

- Evaluate the sensitivity and specificity of the
Distress Thermometer in screening for distress,
anxiety and depression, using the Hospital Anxiety
and Depression Scale?8 as a reference measure

- ldentify the optimal cut-off points for the Distress
Thermometer at which to make referrals for further
psychological assessment

- ldentify socio-demographic and clinical factors
which are associated with heightened psychological
morbidity among this population

Method

Description of the data and the population

A secondary analysis of data held by a UK hospice was
undertaken. The hospice services include an 18-bed inpa-
tient unit, and a day hospice with 5 clinics per week. The
data were previously collected during the course of rou-
tine care to inform a psychological needs assessment. The
psychological needs assessment database contained data
on patients consecutively admitted to day hospice or the
inpatient unit between September 2014 and August 2016.
The Distress Thermometer!® and the Hospital Anxiety and
Depression Scale?® were administered upon patient
admission, and completed independently by the patient,
or with clinician support if needed. Both measures were
administered consecutively (Hospital Anxiety and
Depression Scale followed by Distress Thermometer) by
palliative care physicians who were unaware of the
patient’s score on the reference test (Hospital Anxiety and
Depression Scale) which was calculated at later date. For
the patients who were approached for screening, demo-
graphic and clinical data were collected alongside reasons
for non-completion where appropriate. For the purposes
of the current study, data of all patients were eligible for
inclusion in the secondary analysis, with the exception of
data from patients with non-malignant disease.

Measures

Socio-demographic and clinical characteristics. Data
included disease malignancy, International Classification
of Diseases-10 disease classification- neoplasms,?° locally

advanced/metastatic disease, Eastern Cooperative Oncol-
ogy Group performance status,3° previous mental health
condition (yes/no) and if currently prescribed specific
medication (opiates, anxiolytics, anti-depressants, hyp-
notics, anti-psychotics, anti-epileptics). Socio-demo-
graphic data included age, gender, ethnicity, and marital
status.

Screening Measures. The Distress Thermometer Version 219
is the index test. The Distress Thermometer is a single-item,
11-point visual analogue scale, with respondents indicating
how distressed they have felt over the past week (from “No
Distress” to “Extreme Distress”).

The Hospital Anxiety and Depression Scale?8 is the ref-
erence measure. The Hospital Anxiety and Depression
Scale is a 14-item questionnaire for physically ill patients
with two subscales; anxiety (Hospital Anxiety and
Depression  Scale-Anxiety;7-items) and depression
(Hospital Anxiety and Depression Scale-Depression;7-
items) with each item rated on a 0 to 3 scale. Each sub-
scale has a total score ranging from 0 to 21, with a higher
total score indicating a higher level of anxiety or depres-
sion. A total overall score for distress [Hospital Anxiety
and Depression Scale-Total] ranges from 0 to 42.
Guidelines suggest clinical caseness of =8 on each sub-
scale, and =15 for total score.3! The Hospital Anxiety and
Depression Scale is the most frequently used mood scale
in cancer and palliative settings,32 and the most frequently
used reference measure for validation of the Distress
Thermometer in cancer populations.2!

Analysis

Statistical analysis was performed using the Statistical
Package for Social Sciences (version 22.0). Demographic
and clinical data were analyzed using descriptive statis-
tics. The relationship between demographic/clinical char-
acteristics and distress was investigated with correlations,
independent t-tests, and analysis of variance. Receiver
operating characteristics analysis was used to compare
the three recommended cut-off points of the Distress
Thermometer (4, 5 & 6)2°-22 to the Hospital Anxiety and
Depression Scale cut-off scores of =8 on each subscale,
and =15 for total score.32 The optimal cut-off score was
determined according to the point at the top left of the
curve. The sensitivity, specificity, positive predictive value,
negative predictive value and positive and negative likeli-
hood ratios were calculated for each cut-off of the Distress
Thermometer score against the Hospital Anxiety and
Depression Scale.

Sample size calculation

A medium effect size is equivalent to an area under the
curve in receiver operating characteristics analysis of
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0.639.33 A sample size of 138 is sufficient to detect an area
under the curve of 0.639 with 90% power, using an alpha
value of 0.05.

Ethics

National Health Service research ethics approval for the
secondary analysis was obtained from Office for Research
Ethics Committees Northern Ireland (REC reference: 17/
NI1/0036) and research governance approval from the
Marie Curie Hospice Belfast Research Governance
Committee.

Results

All patients were offered the measures to complete upon
admission, with the exception of those patients who were
unconscious at the time of admission, had rapidly deterio-
rating health, fatigue, agitation or confusion (n = 141 inpa-
tient unit). A total of 202 patients were approached for
screening. Five patients declined to participate and
another 29 were not able to participate primarily because
they were too unwell. Of the remaining 168 patients, 139
provided complete information on the Hospital Anxiety
and Depression Scale and Distress Thermometer.
Participants had a mean (standard deviation) age of 67.26
(11.72) years. Table 1 shows the other medical and demo-
graphic information for this sample.

Distress thermometer and hospital anxiety
and depression scale descriptive statistics

Scores on the Distress Thermometer ranged from 0 to 10,
with a mean score of 5.40 (standard deviation = 2.91). The
total Hospital Anxiety and Depression Scale score ranged
from 2 to 34, with a mean score of 17.35 (standard devia-
tion =8.31). Mean (standard deviation) scores for the
anxiety and depression subscales of the Hospital Anxiety
and Depression Scale were 8.55 (4.76) and 8.80 (4.69)
respectively. The number of participants experiencing
clinically significant levels of anxiety, depression and over-
all distress according to the Hospital Anxiety and
Depression Scale were 79/139 (43%), 86/139 (62%) and
87/139 (63%), respectively.

Receiver operating characteristic analysis
and optimal cut-off score

The scores from the Distress Thermometer were com-
pared to Hospital Anxiety and Depression Scale total, anx-
iety, and depression scores, using receiver operating
characteristics analysis (see Table 2).

Table 2 indicates between 66% and 74% of cases of
clinically significant psychological morbidity would be cor-
rectly identified for referral for further assessment. Using
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Table 1. Characteristics of hospice patients (n = 139).
N (%)

Gender
Male 53 (38)
Female 86 (62)
Ethnicity
White 136 (98)
Other 3(2)
Marital Status
Never Married 16 (12)
Divorced 18 (13)
Married/Long Term Partner 74 (53)
Widowed 31(22)
Locally Advanced/Metastatic
Locally Advanced 44 (32)
Metastatic 92 (67)
Haematological 1(0.7)
Missing data 2(1.4)
Eastern Cooperative Oncology Group performance status
1 50 (37)
2 31(23)
3 43 (32)
4 12 (9)
Missing data 3(2.2)
Previous mental health issues (yes/no) 59/139 (42)
Current Medication
Opiates 108 (78)
Anxiolytics 33 (24)
Anti Depressants 43 (31)
Hypnotics 20 (14)
Anti Psychotics 14 (10)
Anti Epileptics 30(22)
Cancer Site
Respiratory & intrathoracic 40 (29)
Digestive organs 31(22)
Breast 19 (14)
Urinary tract 12 (9)
Female genital organs 7 (5)
Male genital organs 6(4)
Lip, oral cavity & pharynx 6 (4)
Other 18 (13)
recommended guidelines,3* the overall performance

reports poor to fair discrimination across all cut-offs (see
Figures 1-3).

The area under the curve was optimal with a Distress
Thermometer cut-off =6 for distress, with a Distress
Thermometer cut-off =6 for anxiety and a Distress
Thermometer cut-off =4 for depression. However, there
is little difference between the area under the curve
scores for the different Distress Thermometer cut-off
points. Table 3 reports cross tabulation of the index test
results (Distress Thermometer) by the results of the refer-
ence standard (Hospital Anxiety and Depression Scale-
Depression, Hospital Anxiety and Depression Scale-Anxiety
& Hospital Anxiety and Depression Scale-Total Score).
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Table 2. Results of a receiver operating characteristics analysis for distress thermometer cut-off scores of 4 to 6 compared with the
hospital anxiety and depression scale.

Proposed cut- Area under the Sensitivity Specificity Positive Negative  Positive Negative

off on distress curve predictive predictive likelihood likelihood

thermometer (95% Cl) value value ratio ratio
Hospital Anxiety 4 0.696 (0.601-0.792) 0.874 0.519 0.752 0.711 1.82 0.24

and Depression

Scale-Total =15

Hospital Anxiety 5 0.698 (0.605-0.792) 0.782 0.615 0.773 0.627 2.03 0.35
and Depression

Scale-Total =15

Hospital Anxiety 6 0.699 (0.608-0.789) 0.667 0.731 0.806 0.567 2.48 0.46
and Depression

Scale-Total =15

Hospital Anxiety 4 0.729 (0.640-0.818) 0.924 0.533 0.598 0.894 1.98 0.14
and Depression

Scale-Anxiety =8

Hospital Anxiety 5 0.720 (0.631-0.808) 0.823 0.617 0.620 0.817 2.15 0.29
and Depression

Scale- Anxiety =8

Hospital Anxiety 6 0.736 (0.650-0.821) 0.722 0.750 0.683 0.776 2.89 0.37
and Depression

Scale- Anxiety =8

Hospital Anxiety 4 0.676 (0.579-0.772) 0.860 0.491 0.733 0.684 1.69 0.29
and Depression

Scale- Depression

=8

Hospital Anxiety 5 0.661 (0.566-0.756) 0.756 0.566 0.739 0.588 1.74 0.43
and Depression

Scale- Depression

=8

Hospital Anxiety 6 0.675 (0.582-0.767) 0.651 0.698 0.778 0.552 2.16 0.50
and Depression

Scale- Depression

=8
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Figure 1. Receiver operating characteristics curve for Hospital Figure 2. Receiver operating characteristics curve for Hospital
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Table 3. Frequency of correct and incorrect classifications
when using the Distress Thermometer cutoff =5, with the
Hospital Anxiety and Depression Scale cutoffs as reference
standard.

Index test (Distress
Thermometer) cut-off score

Reference test (Hospital Below distress Above distress

Anxiety and Depression thermometer  thermometer

Scale) cutoff score cut-off =5 cut-off =5
N (%) N (%)

Below Hospital Anxiety 30 (22%) 23 (17%)

and Depression Scale-

Depression=8

N (%)

Above Hospital Anxiety and 21 (15%) 65 (47%)

Depression Scale-Depression

=8

N (%)

Below Hospital Anxiety and 37 (27%) 23 (17%)

Depression Scale-Anxiety=8

N (%)

Above Hospital Anxiety and 14 (10%) 65 (47%)

Depression Scale-Anxiety=8

N (%)

Below Hospital Anxiety and 32 (23%) 20 (14%)

Depression Scale-Total=15

N (%)

Above Hospital Anxiety and 19 (14%) 68 (49%)

Depression Scale-Total=15
N (%)

Factors influencing the distress
thermometer and hospital anxiety and
depression scale

There was a weak, negative correlation found between age
and the Hospital Anxiety and Depression Scale-Anxiety

(r=-0.19, p=0.027), the Hospital Anxiety and Depression
(-0.19, p =0.026), and the Distress Thermometer (r=-0.27,
p=0.001). Associations with the other demographic and
clinical variables are reported in Table 4. There was a moder-
ate-large effect on Hospital Anxiety and Depression Scale-
Anxiety, Hospital Anxiety and Depression Scale—Depression,
Hospital Anxiety and Depression Scale-Total and the Distress
Thermometer among respondents with previous mental
health issues and those who have been prescribed anxiolyt-
ics or anti-depressants. Females scored moderately higher
on the Hospital Anxiety and Depression Scale-Anxiety and
the Hospital Anxiety and Depression Scale-Total and those
prescribed hypnotics scored moderately higher on the
Distress Thermometer. Those who were divorced scored
moderately higher on the Hospital Anxiety and Depression
Scale-Depression and Hospital Anxiety and Depression
Scale-Total; and those prescribed opiates or with a perfor-
mance status score of 4 scored moderately higher on the
Hospital Anxiety and Depression Scale-Depression.

Discussion

This study provides the first validation of the Distress
Thermometer in an advanced cancer population receiving
specialist palliative care in a day or inpatient hospice set-
ting. This adds to the small number of studies3-26 sug-
gesting the Distress Thermometer to be a valid method
for screening for indicative psychological morbidity in pal-
liative care.

The optimal Distress Thermometer cutoff according to
the area under the curve when screening for distress and
anxiety is proposed as =6 for distress and anxiety and as
=4 for depression in the current study. It must however
be noted that there is little difference between the area
under the curve score for Distress Thermometer cut-offs
=4, =5 and =6, yet Distress Thermometer cut-offs, =5
and =6 offer the smallest range of confidence interval. It
is therefore the decision of the authors to amend the test
decision criterion to alter the balance between sensitivity
and specificity towards developing an optimal screening
test. In their systematic review,22 Ma and colleagues argue
for a Distress Thermometer cut-off =6 to increase the
specificity of the measure with a trade-off in relation to
sensitivity. We recommend the utility of the Distress
Thermometer as a distress screening measure be prior-
itized, which places emphasis on the ability of the tool to
identify those without the disorder with minimal false
negatives. On this basis we believe a Distress Thermometer
cut-off of =5 to be optimal in screening for distress
(Sensitivity-0.78, Specificity-0.62), for anxiety
(Sensivity-0.82, Specificity-0.62) and for depression
(Sensitivity = 0.76, Specificity-0.57). This ensures that sen-
sitivity is prioritized above specificity (reported as fair to
good), while guaranteeing specificity to be at a level
higher than chance (reported as poor to fair). With a
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Table 4. One-way ANOVA of associations between demographic and clinical variables and distress thermometer/hospital anxiety
and depression scale scores.

Distress Hospital anxiety and Hospital anxiety and Hospital anxiety and
thermometer depression scale- anxiety depression scale- depression depression scale-total
Gender F(1,137) = 3.15, F(1,137)=13.04,p < F(1,137) = 1.84, F(1,137) = 7.93,
p=0.078 0.001* p=0.177 p =0.006*
Marital status F(3,135) = 1.77, F(3,135) = 1.78, F(3,135) = 3.02, F(3,135) = 3.06,
p=0.156 p=0.155 p=0.032* p =0.030*
Locally advanced vs F(1,137) =1.74, F(1,137)=1.21, F(1,137) =2.59, F(1,137) =2.38,
metastatic p=0.189 p=0.274 p=0.109 p=0.125
Performance status  F(3,132) = 1.51, F(3,132) = 0.66, F(3,132) = 4.29, F(3,132) = 2.48,
p=0.216 p=0.580 p = 0.006* p=0.064
Previous mental F(1,137)=21.70,  F(1,137)=33.47, F(1,137) = 16.02, F(1,137) = 32.25,
health issues p < 0.001* p < 0.001* p < 0.001* p < 0.001*
Cancer site F(7,131)=1.12, F(7,131) =2.07, F(7,131)=0.71, F(7,131) =0.53,
p=0.353 p=0.051 p=0.664 p=0.811
Medication-
Opiates F(1,137) = 0.08, F(1,137)=0.12, F(1,137) = 6.31, F(1,137) =2.57,
p=0.780 p=0.728 p=0.013* p=0.112
Anxiolytics F(1,137) = 9.50, F(1,137) = 16.02, F(1,137) = 19.53, F(1,137)=23.81,
p =0.002* p < 0.001* p < 0.001* p < 0.001*
Anti-Depressants F(1,137) =6.33, F(1,137) = 11.62, F(1,137) =5.06, F(1,137) =10.49,
p=0.013* p=0.001%* p =0.026* p =0.002*
Hypnotics F(1,137) = 4.76, F(1,137) = 3.58, F(1,137) = 2.42, F(1,137) = 3.87,
p=0.031* p=0.061 p=0.122 p=0.051
Anti-psychotics F(1,137)=0.51, F(1,137) = 0.08, F(1,137)=0.17, F(1,137) = 0.01,
p=0.478 p=0.779 p=0.684 p=0.944
Anti-Epileptics F(1,137) = 1.27, F(1,137) = 0.63, F(1,137) = 0.56, F(1,137)=0.77,
p=0.262 p=0.428 p=0.456 p=0.381

cut-off of =5 the Distress Thermometer reports poor
case-finding ability however the cost of false positives is
likely to be material; time/cost on further psychological
assessment. A Distress Thermometer cut-off of =5 is in
line with the existing research in palliative care.?3-26 Across
all cut-offs the specificity is poor to fair, which may be as
the Distress Thermometer was developed as a screen for
multi-factorial distress rather than simply clinical mood
disorders. It may be that rather than the Distress
Thermometer detecting anxiety or depression, it is detect-
ing variance shared with general distress. It is important
to consider the performance of the measure within this
broader context.

There has been limited validation of unidimensional
measures for complex psychological constructs,!® despite
evidence that clinicians prefer slightly less accurate but
briefer screening measures3> suggesting that the Distress
Thermometer may be acceptable in practice. The accuracy
reported of the Distress Thermometer in the current study
is in line with other ultra-short distress screening meas-
ures,8 the existing Distress Thermometer validation stud-
ies in palliative care?3-26 and the broader Distress
Thermometer validation research in oncology.?! Using any
Distress Thermometer cut-off, the sensitivity of the
Distress Thermometer is poor to good, however the

specificity is poor to fair. The Distress Thermometer is good
at identifying psychological morbidity, but poor at identify-
ing individuals without psychological morbidity with a high
degree of false positives. This contributes towards an area
under the curve which is poor to fair. It must be considered
however that in mental health research where the index
test is unlikely to be perfect, it is impossible for the area
under the curve to reach 1.00.3¢ When questionnaires pro-
duce an area under the curve greater than 0.90, it is more
likely to indicate design flaws.3”

Strengths and limitations

The current study has a number of strengths. The sample
size (n =139) is relatively large for a population receiving
specialist palliative care. This is the first validation study
specifically with a hospice population (inpatient and day
hospice) and therefore provides accurate clinical cut-offs
for use of the Distress Thermometer as a psychological
screening tool in this setting. Importantly, the current
study derived data only from patients with advanced can-
cer, as with only two other studies internationally.?32> This
is an improvement from a significant number of validation
studies deriving data from patients at various stages of
the cancer trajectory.?!
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There are several limitations to the current study.
Firstly, the Hospital Anxiety and Depression Scale?® was
used as the reference test rather than the Structured
Clinical Interview for Diagnostic and Statistical Manual of
Mental Disorders —V.538 However, with one exception?3
the Structured Clinical Interview for Diagnostic and
Statistical Manual of Mental Disorders is rarely used as
the reference measure for validation of the Distress
Thermometer. The Hospital Anxiety and Depression
Scale is the dominant reference test in validation studies
of the Distress Thermometer.?! It must however be
acknowledged that there is uncertainty with the latent
structure of the measure3® in addition to the content
validity.*® Authors have proposed the Hospital Anxiety
and Depression Scale best fits a bifactor structure and
suffers from saturation of a general distress factor,
meaning there are issues distinguishing between anxiety
and depression.?® This therefore results in more confi-
dence in the use of the Hospital Anxiety and Depression
Scale as a reference test for distress rather than for anxi-
ety or depression. Lastly, with acknowledgement that
the Distress Thermometer needs to be revalidated in dif-
ferent cultures?! the generalizability of these findings
outside of the UK/Ireland warrants caution. However,
our proposed Distress Thermometer cut-off =5 aligns to
recommendations based upon Chinese?> and German?2®
palliative care samples with similar performance in rela-
tion to sensitivity and specificity which may suggest that
clinical characteristics and setting are more important
determinants.

Implications for practice

There is evidence that the majority of palliative care provid-
ers do not use a validated tool to screen for psychological
morbidity.1617 Clinical guidelines for distress management in
cancer populations recommend screening for distress in all
patients, followed by clinical diagnostic interview for those
who screen positive.*143 Palliative care guidelines** are
consistent with this recommendation but do not identify
specific examples of tools to be used, or the timing of
administration, instead emphasizing, “whenever possible
and appropriate, a validated and context-specific assess-
ment tool is used;”4* p64]. The current study administered
the Distress Thermometer and Hospital Anxiety and
Depression Scale on admission to hospice, identifying a sig-
nificant proportion of patients experiencing clinically signifi-
cant levels of anxiety, depression and overall distress. This
provides evidence of the utility of screening at this early
stage within the hospice setting. The findings suggest that
particular attention should be given to patients, who are
younger, female, have previous mental health issues and
who have been prescribed anxiolytics, antidepressants,
opiates and hypnotics. It is also worth noting the recom-
mendation that tools with acceptable sensitivity among
patients with high symptom burden are particularly needed.?”

The Distress Thermometer as a one-item measure is quick
to administer and unlike other tools used within this set-
ting® does not rely on aspects of psychological morbidity
that are also common somatic symptoms of illness.

Future research

There is some evidence that the accuracy of the Distress
Thermometer can be improved with the addition of three
emotion thermometers (depression, anxiety, anger) and
one outcome thermometer (need for help).4647 As far as
the authors are aware the addition of emotion thermom-
eters has not been validated in a palliative care setting,
and hence this is an important area for future research.
There is evidence in cancer settings demonstrating patient
acceptability of a five-step process integrating the Distress
Thermometer with patient review, need for help and
referral information.*® Further research is needed to
ensure use of the Distress Thermometer is integrated
within an evidence-based pathway for identification and
management of distress.16:17

Conclusion

In conclusion, findings suggest that the Distress
Thermometer is a valid, ultra-short screening measure for
use with advanced cancer patients receiving specialist pal-
liative care in the inpatient or day hospice setting. It is rec-
ommended that specialist palliative care clinicians
implementing the Distress Thermometer in this setting
should use a cut-off of =5 when screening for anxiety,
depression or distress. As the specificity of the measure is
poor, service providers should be aware of potential for sig-
nificantfalse positives and ensure the Distress Thermometer
is integrated within an evidence-based pathway which
includes further psychological assessment.
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EXECUTIVE
SUMMARY J

cross the island of Ireland, the role of caring
for people through serious illness, dying,
death and grief was once widely recognised
as being centred in the community. However,
as palliative and end-of-life care services have advanced
to make significant improvements in quality of life
for individuals with serious illness and their families,
society has come to view responsibility for death and
dying as primarily that of healthcare professionals. This
shift has led to communities feeling less confident,
knowledgeable, and prepared to provide compassionate
suppert around end-of-life.

This comes at a time when the death rate is expected to
more than double across the island of Ireland in the next
twenty years, coupled with an increase in the number of
people dying at home 2 Many people with serious illness
and their families already lack the support they need, and
this gap is likely to widen in future. To achieve the highest
quality and continuity of care, we argue that entire
communities should be empowered to take the lead

in caring for people around the end-of-life, supported

by our specialist and generalist palliative care services
and wider civic society. To this end, we believe that a
compassionate communities approach is urgently needed
to transform how we experience life and death on the
island of Ireland.

This position paper proposes recommendations for
supporting the development of a compassionate
communities approach to caregiving, dying, death and
grieving on the island of Ireland. It has been developed
by Dr Lisa Graham-Wisener, Dr Ashleen Crowe and
Stephanie Crawford from the School of Psychology

at Queen’s University Belfast. Findings in the position
paper were informed by the Inaugural Compassionate
Communities in Palliative and End of Life Care Conference,
Newry, 9th September 2024 (see methods section
below). This work was funded through the Shared Island
Civic Society Fund from the Department of Foreign
Affairs Ireland and Northern Ireland Public Health
Agency, with partnership working from the All Ireland
Institute for Hospice and Palliative Care, Foyle Hospice,
and the Irish Hospice Foundation.

The position paper begins by outlining what the
compassionate communities movement is, with a
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discussion of why a compassionate communities
approach is needed on the island of Ireland and how
this supports national policies in health and social care.
This is followed by an overview of progress to date in
developing community responses to caregiving, dying,
death and grieving on the island of Ireland, followed by
key recommendations.

The report details that:

Compassionate communities empower people to support
one another through serious illness, dying, death, and
grief, recognising these as shared human experiences
rather than solely the responsibility of health and social
care. Compassionate communities complement, rather
than replace, formal services by fostering local networks
of care and compassion. The compassionate communities
movement also recognises that death is everyone’s
business and advocates for wider systemic change to
ensure that individuals facing the challenges associated
with serious illness encounter compassion in all aspects
of their lives, including in schools, workplaces, and trade
unions.

A compassionate communities approach is highly
relevant to the changing demographic profile of our
population on the island of Ireland and may contribute
to addressing the particular challenges we currently
experience around end-of-life, including reducing

the burden on our overstretched health and social

care services. This approach complements efforts to
promote integrated care—a key principle in delivering
seamless, person-centred support that spans community
and professional services. Fostering compassionate
communities across the island of Ireland aligns to North/
South national policies, such as the new National Adult
Palliative Care Policy (2024) in Ireland and both evolving
Programmes for Government which place an emphasis
on integrated care and community-based support.
Fostering compassionate communities also presents
significant opportunities for cross-border cooperation.

The compassionate communities model is
underdeveloped across the island of Ireland, although
there is considerable cross-sector interest in its
advancement. The key challenges and opportunities for
fostering compassionate communities are outlined below.



Table 1: Summarised key findings of conference
including challenges and opportunities

KEY FINDINGS

Compassionate communities
initiatives need to be
recognised as creating the
environment for meaningful
education, social awareness
raising and open dialogue.

On the island of Ireland, we
must recognise, support and
sustain initiatives that are
driven by the community.

A considered community
development approach

is essential, to ensure
local voices and needs are
prioritised and sustainable
change is achieved.

CHALLENGES

There is a need to dispel the
notion that death should be

the responsibility of healthcare
providers. Caregiving, dying, death
and grief are everyone’s business.

Simply informing people about
matters relating to death, dying, or
grief is not enough; compassionate
communities empower individuals
to act.

While service-led compassionate
communities initiatives are the
norm, community-driven, bottom-
up approaches are more effective
in fostering long-term sustainability
and scalability.

Many individuals may not recognise
that their actions align with the
compassionate communities
movement —these initiatives must
be identified and celebrated.

It must be recognised that no
single ‘best example’ exists for

a compassionate communities
initiative—communities differ in
their assets, such as people and
organisations, and also in what they
lack.

Organisations often struggle to hear
the voice of the community when
they do not know how to engage.

If initiatives are not community-
driven, organisations must engage
at the right level and prioritise

community voices.

Unsettled times may reduce mental
commitment to compassionate
communities, and those willing

to engage face barriers such as
resource limits, inadequate support
for complex care needs, and care
system complexities.

OPPORTUNITIES

Compassionate communities provide the
infrastructure that fosters conversations
about death, raises social awareness, and
creates supportive environments that
empower action.

Compassionate communities increase
death literacy - the knowledge and skills
people need to understand, access, and
make informed decisions about end-of-life
care.

Using the arts to facilitate discussions
of emotive topics is valuable and helps
develop a compassionate culture.

People with lived experience of caregiving,
dying, death, and grief are uniquely
positioned to identify unmet needs—

we must empower people within our
communities to recognise the significant
value their lived experience can bring.

Evidence shows community-driven
initiatives are being delivered across

our island—we must ensure the right
environment for their continued growth.

Building bridges between formal healthcare
systems and community initiatives
strengthens the capacity of groups and
develops continuity of compassionate care.

Communities across the island of Ireland
possess valuable strengths that we can
leverage to develop compassionate
community initiatives.

Communities can develop initiatives by
recognising unmet needs. To support this,
we must amplify local community voices,
particularly those with lived experience of
caregiving, dying, death, and grief.

Ensuring meaningful and sustained
community engagement is essential to
fostering compassionate communities that
lead to real, lasting change across our island
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KEY FINDINGS

Inspiration and practical
guidance are necessary to
mobilise existing communities
on the island of Ireland to
develop compassionate
initiatives.

Engagement from civic
society across the island of
Ireland is needed, to embed
policies and support around
caregiving, dying, death
and grief within all our key
institutions.

Strategic leadership and
investment is essential
to foster compassionate
communities across the
island of Ireland.
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CHALLENGES

Communities can lack both
inspiration and practical guidance
on how to begin building their
own compassionate communities
initiatives.

Civic society must engage beyond
the context of health and social
care. This is critical to ensuring
compassionate support is available
to people affected by serious illness
in all aspects of their lives.

We must recognise how
interactions between individuals,
communities, and their broader
social environments influence care
and support for those facing serious
iliness, dying, death, or grief.

Currently, no organisation

has the resource to support a
compassionate communities
network across the island of
Ireland or to provide vital strategic
leadership.

Many existing compassionate
communities initiatives across the
island face significant challenges
with either a complete lack of, or
short-term funding, which limits
their sustainability and potential
reach.

OPPORTUNITIES

Communities can drive change
themselves—there is untapped compassion
across our island and a wealth of
community assets. We must highlight that
ordinary people can make a difference
together and share examples of grassroots
compassionate community initiatives.

There is significant learning to be mobilised
from individuals and organisations
identified throughout this position paper,
and many others, who have developed

and delivered compassionate community
initiatives.

To date Derry-Londonderry is the only city
on the island of Ireland to have developed
a , offering
an opportunity for local councils North and
South to lead in prioritising compassionate
support for caregiving, dying, death and
griefin all key institutions.

The and

the provide a
systematic approach to engage all sectors
of society.

There is opportunity for closer
collaboration between government
departments to support the expansion
of programmes which have started in
libraries and schools (

) and to look for other
opportunities for partnership working.

The Northern Ireland Regional Palliative
Care in Partnership Programme includes
a priority to develop a new public health
approach to palliative and end-of-life
care, and the new National Adult Palliative
Care Policy (2024) in Ireland explicitly
references compassionate communities.
Investing in an organisation to provide
strategic leadership for a compassionate
communities approach is also in line with
wider health policies and the evolving
Programmes for Government.

There is political goodwill for cross border
co-operation within healthcare and public
health, with significant opportunity to
develop compassionate infrastructure while
thinking in cross-border terms.

Though compassionate communities
initiatives have evidenced impact without
financial backing, provision of funding

to support the initiation, maintenance
and evaluation of grass-roots initiatives
can help the growth of a compassionate
communities culture across our island.



Recommendations:

Caregiving, dying, death and grieving should not be the
responsibility of health and society care. As such, it is our
position that to deliver on the below recommendations, a
clear mandate for fostering compassionate communities
is needed from local government both North and South,
with the recommendations translated into specific
actions and delivered through relevant government
departments.

The below recommendations are grounded in the
principle that people with lived experience and
communities themselves must be at the heart of
delivering on all initiatives.

1. Advocate for the adoption and implementation
of this paper’s recommendations by
engaging with local government, government
departments, councils and civic leaders

2. Support/establish an organisation with secured
funding for at least five years to provide
strategic leadership and act as a knowledge
broker for compassionate communities across
the island of Ireland

3. Deliver public awareness campaigns around
the concept and benefits of compassionate
communities, linked to providing recognition
and reward to existing initiatives

4. Commission and complete an asset-mapping
exercise to identify compassionate communities
initiatives and community groups with potential
to deliver initiatives across the island of Ireland.
The results should be published in a publicly
accessible online map and updated every six
months

5. Facilitate engagement workshops in
communities across the island of Ireland, to
identify local need and establish partnership
working between communities and health and
social care.

6. Provide seed funding and mentorship for
community groups to work in partnership with
health and social care, to develop, deliver and
evaluate impact of localised compassionate
communities initiatives

7. Support the development of compassionate
communities of practice, to share and to
mobilise learning from existing compassionate
communities initiatives

8. Establish steering groups for the development
and delivery of compassionate civic charters in
council areas both North/South

9. Commission research to support a ‘roadmap’ for
fostering compassionate communities across
the island of Ireland, focused on understanding
local need, understanding what has worked for
whom, where, and in what circumstances, and
embedding best practice internationally

We do not present this position paper as a definitive
guide to what will be needed in the years to come

to develop compassionate communities across our
island. Rather, we hope this paper will serve to increase
engagement in the need for compassionate communities
and outline the critical steps which need to be taken at
this point in time to support the development of a more
compassionate approach to caregiving, dying, death and
grieving.

Report structure

Methods: Brief summary of the sources of data that have
been used to reach the positions presented in this paper.

Context: Overview of what makes a compassionate
community and the relevance of compassionate
communities to the island of Ireland.

Key findings: Synthesis of the key findings from

the conference and progress to date in fostering a
compassionate communities approach across the island
of Ireland, including both challenges and opportunities.

Conclusions and Recommendations: Summary of the
position paper and recommendations for fostering
compassionate communities across the island of Ireland.

To cite this report please use:

Graham-Wisener, L., Crawford, S., & Crowe, A. (2025).
Fostering Compassionate Communities: A Call to
Transform Caregiving, Dying, Death and Grieving on the
Island of Ireland [Position Paper]. Accessed via; https:/
professionalpalliativehub.com/events/past-events/
compassionate-communities-in-palliative-and-end-of-
life-care-conference/
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This position paper is based on outcomes from the
Inaugural Compassionate Communities in Palliative and
End of Life Care Conference (9th September 2024,
Canal Court Hotel Newry) alongside expert stakeholder
consultation. There were 120 conference attendees

representing various sectors, including religious,
education, voluntary, health care and local authority,
as well as members of the public and individuals with
lived experience of caregiving, dying, death and grief.
Participants came from across the island of Ireland.

The following sources of data have been used to reach
the positions presented in this paper.

) On conference registration, conference
attendees were asked to share details of any
projects they are involved in which aim to
support people with life-limiting conditions or
people dealing with dying, death, and grief in the
community

II) Researchers attended the conference and
made observations on critical progress of
compassionate communities to date. This
included considerations of what is going well,
what is not going well, what are the gaps, and
what is needed.
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1

V)

A roundtable discussion was conducted at the
conference informed by the nominal group
technique. The roundtable discussion was open
to all registered participants of the conference
and involved a roundtable discussion across
11tables. At the roundtable discussion two
questions were posed by a facilitator. These
questions were “What types of initiatives do
you think should be prioritised to develop a
compassionate response to caregiving, dying,
death and grieving on the island of Ireland?”,
and “How do you think communities could

be supported to develop initiatives around
caregiving, dying, death and grieving?”. Through
a number of stages, individuals provided a
response to each question and then responses
were prioritised by the table.

Expert stakeholders (n=17), with lived and
professional experience, were consulted via four
workshops during November 2024 to ensure
completeness of the report and refinement

of recommendations. This included individuals
from the AlIHPC Voices4Care, from across the
specialist palliative care sector, from community
groups and organisations, and from policy.



COMPASSIONATE
COMMUNITIES J

he Compassionate Communities approach
emphasises that caregiving, dying, death, and
grief are shared responsibilities of the whole
community. It champions a social model of
care, encouraging communities to come together in
supporting those facing the challenges associated with
serious illness. This approach complements rather than
replaces formal health and social care services, ensuring
continuity and quality of care by empowering individuals
and groups to provide practical, emotional, social, and
spiritual support. By normalising what are universal
experiences, compassionate communities challenge the

perception of death as solely a medical issue. Instead, the

community is actively involved in caring, with support
from health and social care services when needed.

“Death is not the opposite
of life, but a part of it”.
HARUKI MURAKAMI

We will all experience dying, death and grief. Yet on
the island of Ireland today, we often fail to recognise or
acknowledge these realities. While death and dying are
natural and universal processes, many feel that families
and communities have been pushed to the margins in
favour of clinical intervention and healthcare systems.
This imbalance encourages society to view death as

a medical event, neglecting the suffering that occurs
between diagnosis and death, as well as the grief that
follows.

The recent Lancet Commission on the Value of Death.
highlights this shift, calling for a renewed focus on
family and community involvement and emphasising
that death and dying are an essential part of life. Dame
Cicely Saunders’ concept of ‘total pain’ reminds us

that suffering extends beyond the physical to include
psychological, social, spiritual, and practical struggles

3, Communities can address these broader aspects of
suffering in transformative ways by spending time with
the dying, sharing laughter and tears, offering practical
support, and simply showing compassion and care.
Communities are uniquely placed to support each other
through the entire journey of serious illness, dying, death
and grief. In doing so, communities can help individuals
live as fully as possible, right until the end.

The 95 percent rule *, as identified by Prof
Allan Kellehear (Northumbria University),
states that a person living at home with a
serious illness may only come into contact
with healthcare professionals up to 5
percent of any day. As a community, what
can we do to fill that other 95 percent with
care and connection?

This critical question has inspired
the development of ‘compassionate
communities’.

Caregiving, dying, death and grieving
as everyone’s business

The compassionate communities movement recognises
that caregiving, dying, death and grieving are everyone’s
business. The approach advocates for a rebalancing of
roles, where healthcare professionals support families
and communities, rather than taking the leading role °.

It is about respecting that individuals and communities
know best what they need. The compassionate
communities approach highlights that death is inherently
relational and proposes a social model of care in which
communities mobilise social networks, or “circles of
care”, to support individuals approaching the end of

life 5. This could, for example, be a group of neighbours
who organise to support people in their area living

with serious illness. Crucially, these circles of care are
composed of both informal and formal support, ensuring
continuity and high-quality care. We recognise that
healthcare organisations do not bear sole responsibility
for end-of-life care, and we should not desire them to.

It takes a village to raise a child- this is an African proverb
we often use on the island of Ireland. It also takes a
village to care for the dying and the grieving.

A New Public Health Approach

Compassionate communities are a new way of thinking
about dying, death and grief, informed by the new public
health approach; the idea that we all share a responsibility
to care for each other physically, emotionally, socially
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and spiritually ®. In this approach, communities work
together to build their own capacity and skill in order to
support people with serious illness at home, leaning on
values like solidarity and personal agency. This support
also extends to caregivers—family and friends—who often
carry the greatest load in providing care ’.

By coming together, compassionate communities

tap into collective compassion—a powerful, often-
overlooked resource within communities that brings
people closer, creating a network of integrated care and
support for those who need it most &.

Empowering Communities

At the heart of compassionate communities is the

idea of empowering everyone to take action when it
comes to serious illness, dying, death and grief ©. This
approach not only normalises these experiences but also
shifts expectations around how death is managed and
understood.

In a compassionate community, those with lived
experience of caregiving, dying, death and grieving,

are seen as valuable assets who understand what is
needed to transform care for others. Their insights and
experiences are essential in shaping the support systems
that benefit everyone. Communities are encouraged

to take the lead in providing care for their members at
the end-of-life, with health and social care staff offering
support and professional expertise where needed °.
Working together by harnessing and connecting the skills
and resources that exist in every community already
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(community ‘assets’), compassionate communities can
create an environment where individuals feel supported,
understood, and empowered to support each other
during life’s most challenging moments.

Through harnessing community assets, compassionate
communities offer opportunities and experiences that
improve death literacy for their members, which is a vital
component of how communities are able to support
each other through caregiving, dying, death and grief.
Death literacy is the knowledge and skills that enable
us to engage in an informed way around issues relating
to caregiving, dying, death and grieving. For example,
someone who is death literate will be able to use their
knowledge and skills to support an individual who is
recently bereaved, or to provide practical support to a
dying person.

Evolving Definitions and Frameworks

The compassionate communities movement is continually
evolving and does not lend itself to a single definition. A
commonly agreed understanding is that compassionate
communities are;

“Communities that invest in and promote individual
behaviour, group strategies or societal structures or policies
that prevent or reduce suffering resulting from experiences
of serious (mental or physical) illness, death, dying and loss;
actively promote health and well-being, community support
and empowerment of community members affected by such
experiences; and actively acknowledge these experiences as
natural parts of daily life” &1




Compassionate communities encompass a variety

of different initiatives", reflecting the diversity of
different communities. Compassionate communities
initiatives are therefore unique as the evolving needs of
every community are different. Based on their needs,
compassionate communities include time-limited
initiatives as well as continuous activity.

While formal health services have initiated many
initiatives (i.e. a top-down model), communities
themselves have also developed examples of initiatives
(i.e. the preferred bottom-up model). Regardless, it is
crucial that compassionate communities are anchored in
a community development approach. It is proposed that
higher levels of community engagement are required for
increased empowerment, which in turn enhances health
and wellbeing %

Key elements within compassionate communities
initiatives include ™:

* the provision of space and opportunity for
discussion on dying, death and grief;

* community engagement and social actions
driven by conversation on grief, end-of-life, and
death literacy;

* support for those who are dying while living at
home, and their carers, from formal volunteer
programmes (or alternatively referred to as
‘activated citizens');

* improved capacity for care and support to be
provided by mainly community members, for
people at the end of life;

* the continuation of social relationships for those
living with grief, post bereavement

Compassionate communities and
compassionate cities working
together

A new approach called the “palliative care new
essentials” has been proposed to improve care for
people nearing the end of their lives and their families.
This model highlights four key elements needed to
ensure quality and continuity of integrated care in the
community: i) specialist palliative care, ii) generalist
palliative care, iii) compassionate communities, and

iv) civic end-of-life care (which we can think of as
compassionate

cities) ™.

Compassionate communities focus on local
neighbourhoods, like a suburb or village, to bring
people together and support one another. In contrast,
compassionate cities operate on a larger scale, aiming
to engage local governments and institutions to make
broader, systems-level change. This includes involving
different parts of the community, such as schools,
workplaces, and trade unions, to improve the social
and physical environments we live in. The goal is to
create a culture of kindness and support, leading

to positive changes in how we care for each other.
This transformation is guided by the Compassionate
Cities Charter, and helps strengthen compassionate
communities . When fostering a compassionate
communities approach, this systems level change is
essential alongside developing community capacity.

Compassionate communities as a
global movement

Compassionate communities are an expanding
movement, currently present within at least

19 countries around the world 7. In Europe,
compassionate communities can be found in Austria,
Spain, Sweden, Germany, Poland, Portugal, the

UK, and in Ireland '. In the UK, Compassionate
Communities UK serves as a network organisation,
providing a community of practice for individuals and
communities developing compassionate communities
initiatives. The scope of these initiatives varies, with
many connected to the hospice network.

Specific examples of compassionate community
approaches in England include; school engagement
with hospice ', health professional mentors who
towards the end of someone’s life can map what
support is available and slot into areas of need to
provide extra support ', and training for volunteers
from the community in how to support and care for
the frail and vulnerable 2°. So why are compassionate
communities important to the island of Ireland?
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[ THE RELEVANCE OF
COMPASSIONATE
COMMUNITIES TO THE
ISLAND OF IRELAND

ostering a compassionate communities approach
across the island of Ireland could be pivotal in
addressing the key challenges we face related to
caregiving, dying, death and grieving.

Our changing demographic profile

People on the island of Ireland are experiencing
caregiving, dying, death, and grief, now more than ever.
We are witnessing a rapid ageing of our population both
North and South, with the number of people aged 65
and over projected to increase by more than half over
the next 30 years 222 Associated with this, a growing
proportion of our population will be living for longer with
serious illness and multi-morbidity 2. Over time, these
demographic changes contribute to a steadily rising
death rate 2. As caregiving, dying, death and grieving
become even more commonplace within our society,
we need to build more connected, resilient communities
that are better equipped to face these challenges
together. By encouraging collective compassion and
connectedness, compassionate communities can help
ensure that no one faces these profound challenges
alone.

Alongside our evolving demographic profile, is a shift in
place of care. Over two-thirds of people on the island

of Ireland would like to be cared for and die at home 2*
25, While this desire is not currently a reality for most 25,
projections suggests home deaths will rise significantly
between now and 2040 2. Dying at home can represent
an aspect of a ‘good death’, however not every home
death is a well-supported experience. Achieving a ‘good
death’ at home requires sufficient support for carers,
effective coordination with healthcare professionals,

and the active involvement of the wider community 2. A
compassionate communities approach can help to ensure
that families have the support and confidence needed to
make a good home death a more achievable option.
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Inequality at end-of-life

We have many diverse communities across our island,
and unfortunately, we know that not everyone has equal
access to palliative and end-of-life care. One key source
of inequity is geographic location ¥, where one third

of our population are living in rural or remote areas. In
these areas, the burden of serious illness and caregiving
is particularly pronounced due to an older demographic
and higher levels of unmet healthcare need 22, For
children requiring end-of-life care living in rural or
remote areas, there is only one children’s hospice in the
Republic of Ireland ¢ and only one in Northern Ireland
31 and so their access to this service is limited. Existing
health inequalities are exacerbated at the end of life.
Individuals in rural areas are more likely to be engaged in
caregiving than their urban counterparts 32, yet limited
access to respite and the necessity of traveling over 90
minutes to reach hospitals can place immense strain on
these individuals 3233,

A compassionate communities approach helps address
inequalities at end-of-life by mobilising local resources
and support networks that are closely attuned to unmet
needs. Often, this involves identifying and addressing
place-based unmet need. The result is empowering entire
communities to provide support to both the individual
with serious illness and the family, while caring or
bereaved.

Social isolation & loneliness

Social isolation and loneliness pose significant challenges
for people living with serious illness across the island of
Ireland, compounded by the growing number of people
living alone 2334, Research with palliative and end-of-life
care professionals in Northern Ireland highlights that
individuals with serious illness face a particularly high risk
of loneliness . This group is uniquely vulnerable, as they



experience multiple risk factors for loneliness, including
advanced age, declining physical abilities, and often
financial insecurity.

Many in our communities have limited social contact,
with some people with serious illness interacting only

with the healthcare professionals who provide their care.

One healthcare professional spoke about a conversation
with a patient in the community, where the person

had reflected: “You're the first person who's sat on that
sofa in 12 months” 3. This isolation is often shared by
informal caregivers, who find themselves without the
time or energy to maintain social connections. The
emotional toll of this isolation underscores the urgent
need for a compassionate communities approach to
foster social connection, as advocated for already in

a Marie Curie Northern Ireland report on loneliness

35 A compassionate communities approach nurtures
relationships through neighbourhood and community
networks, providing a sense of security and belonging.
For example, the Compassionate Communities
Connectors programme in Australia which trained
community volunteers, evidenced that the initiative was

able to address gaps that formal service could not and
particularly for those who lived alone, or were socially or
geographically isolated 3%

“When you lose someone you
love, your life becomes strange,
the ground beneath you becomes
fragile... However, you are not
alone.” joHN 0'DONOHUE

Unmet emotional and spiritual needs

Loneliness is only one of many emotional challenges that
those living with a serious illness and their caregivers
face. Serious illness can increase risk of psychological
distress, anxiety, and depression 8. Caregivers, who
often provide more than 43 hours of unpaid care each
week, are also at heightened risk of poor mental health
outcomes ¥*. Indeed, findings from a longitudinal study
in Northern Ireland report both caregivers and those
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grieving the death of loved ones are up to 50 per cent
more likely to face mental health problems than those
not in caregiving roles 4.

Public health models of mental health and bereavement
support, such as the four-tiered bereavement model *,
recognise that most individuals can cope with serious
illness and grief through support from their social
networks, without the need for specialist mental health
intervention. A compassionate communities approach

is central to ensuring that those facing serious illness,
caregiving, or grief have access to this crucial social
support. Indeed, some argue that we should reconfigure
stepped care models to recognise that community
support is the central component within the system. By
mobilising informal care systems within the community
and establishing a firm foundation, compassionate
communities reduce the need for specialist services,
helping individuals manage grief and mental health
challenges in familiar, supportive environments. By
embedding care within the community, compassionate
communities create environments that buffer against the
mental health impacts of caregiving and bereavement.

Need for cultural change around death
and dying

Across the island of Ireland, death and dying are not
routinely discussed within our communities. Various
barriers exist to engaging in ‘death talk’, including

a perceived lack of social acceptance or a fear of
upsetting others *2. One consequence of this is that
only a minority of people have engaged in advance care
planning “%. Advance care planning is an ongoing process
that supports adults of any age in sharing their values,
goals and preferences regarding future medical care
during serious and chronic illness * and is evidenced to
positively impact the quality of palliative and end-of-
life care 5. In acknowledging advance care planning as
a continuous process across the life course, we need to
upstream conversations about death and dying.

Compassionate communities encourage open dialogue
about dying, death and grief. They do this by creating

a more supportive and understanding environment,
where individuals feel more comfortable discussing and
planning for end-of-life. This could be key to supporting
wider engagement in advance care planning across our
island, towards helping to deliver end-of-life care in line
with individual goals and values.

Increased demand for palliative and
end-of-life care

Although the need for a compassionate communities
approach is broader than addressing the increasing
demands on specialist and generalist palliative care
services, by empowering communities to take ownership
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of dying, death and grief, this is likely to reduce reliance
on overburdened health services.

Due to our changing demographic profile, it was
estimated that between 2015 and 2046 in the Republic
of Ireland, there will be an increase of 84 per cent in the
number of people who will have a palliative care need
(based on their disease) . This means that Ireland will
need almost double the provision of palliative care in only
30 years’ time . This is a considerable problem - how can
access to, and quality of, palliative and end-of-life care
services be improved, and quickly?

Investment in a compassionate communities approach
would reform the model of care, so there is a less
significant need to scale up current service provision.
With an upstream focus on the population, it could
ensure longevity and sustained change in how serious
illness, dying, death and grieving are supported across
the island of Ireland 8. There is evidence of cost-savings
to the health service from compassionate communities
initiatives ', where initiatives have demonstrated a
reduction in unplanned admissions to hospital and fewer
unscheduled visits to primary care and other allied
health services "4%20_ For example, a compassionate
communities initiative in Frome (UK) evidenced a

14% decrease in unplanned hospital admissions during
the four-year study period . In Australia the savings
from delivery of the Compassionate Communities
Connectors programme were reported at $518,701 AUD
over 6 months, where they assumed enrolment of 100
patients 6. Compassionate communities may also be a
cost-effective choice for the patient and their families
within the health system through less of a reliance on
privatisation of care “°.




[ COMPASSIONATE
COMMUNITIES AND |
NATIONAL POLICY J & &

A strategic challenge for our
shared island

cross the island of Ireland, we share in the
challenges surrounding caregiving, dying,
death and grieving. There is existing North/
South policy alignment in the development of
compassionate communities, as detailed below.

The establishment of compassionate communities

and cities presents a strategic opportunity for North/
South cooperation, which resonates closely with the
broader aspirations of the Shared Island Initiative,
working both within and across communities to build

a more inclusive society. This approach seeks to bring
those experiencing challenges around the end-of-life
back from the margins. Numerous areas of North/
South health cooperation have already demonstrated
significant value, such as the North-West Cancer Centre
in Altnagelvin, Derry-Londonderry. The Inaugural
Compassionate Communities in Palliative and End of
Life Care Conference which serves as the foundation of
this position paper, was funded via the Shared Island
Civic Society Fund, demonstrating the strong cross
border dimension. Additionally, the Shared Dialogue
Series on ‘Working together for a healthier island’ has
underscored the potential for deeper collaboration in
public health.

To build a truly healthy island, addressing suffering at the
end-of-life must become an integral component of our
public health approach. Investment in the development
of compassionate communities is one key mechanism to
deliver a better quality of life and death for all residents
of our island.

Northern Ireland

The development of compassionate communities

has been increasingly - if not explicitly- aligned with
palliative and end-of-life care policy in Northern Ireland,
making this an opportune time for committed focus.
The evolving Programme for Government (2024-2027)
recognises the need to transform the health and social

care system through service reform and reconfiguration.
Investment in compassionate communities would help
increase capacity within health and social care and

would address calls to deliver in innovative ways for
communities across Northern Ireland.

The Regional Palliative Care in Partnership Programme,
established in 2016, supports the delivery of quality
palliative and end-of-life care across settings in Northern
Ireland. One of four priorities of this programme
(2023-2026) is ‘Public Health Approach to Palliative
Care’. However this programme is working to deliver

on the Living Matters, Dying Matters strategy which,
although emphasises the need for development of
palliative and end of life care within the wider public
health agenda, does not provide a specific mandate for
developing a compassionate communities approach. The
Public Health Agency has however provided funding

for Compassionate Communities NI, a network of
cross-sector organisations and individuals who develop
a response to the challenges regarding end of life in all
communities.

Investment in compassionate communities contributes
to the ambitions of the new Northern Ireland Advance
Care Planning Policy, by providing a context for more
‘upstream’ conversations around end-of-life and by
providing a more comprehensive ‘circle of care’ through
which end-of-life wishes can be realised.

The Department of Health Strategic Planning and
Performance Group Health Service Executive in
Northern Ireland is currently implementing a framework
for an integrated care system. This framework aims to
establish collaborative working across health and social
care services and others such as local councils, service
uses, carers and the community and voluntary sector

health inequalities. The complimentary vision of this
framework to that of compassionate communities,
suggests that establishing compassionate communities
could provide the method for this framework to move
forward.

Lastly, compassionate communities resonates closely
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with broader health policy direction, such as Health and
Wellbeing 2026: Delivering Together. This strategic
plan recognises the importance of building capacity in
communities and in prevention, including discussion of
harnessing the existing assets within communities.

Republic of Ireland

As with Northern Ireland, compassionate communities
have been consistently aligned to palliative and end-
of-life care policy across recent years. The 2020
Programme for Government emphasises the need to
deliver more care in the community, with a particular
emphasis on supporting older people to live in their
own home with dignity and independence, for as long
as possible. Investment in compassionate communities
would help to deliver the continuity of care and place-
based support needed to enable this policy objective.

The new National Adult Palliative Care Policy was
published in September 2024, explicitly recognises the
need to integrate a public health dimension into palliative
care. The policy includes a recommendation to support
the development of compassionate communities. The
activities associated with the recommendation include;

* Engage across Government Departments and
agencies with the aim of empowering local
government to mobilise available resources to
address local needs for palliative and end-of-life
care.

* |dentify, evaluate, and implement exemplar
models of community action in palliative,

16 | FOSTERING COMPASSIONATE COMMUNITIES

end-of-life care, and bereavement through
competitive applications to the Slaintecare
Healthy Communities Programme.

* |Implement community development
programmes in Regional Health Areas so
that local citizens and specialist palliative
care providers develop initiatives that build
community action in palliative, end of life care
and bereavement

The updated policy was preceded by various frameworks,
such as the Adult Palliative Care Services, Model of

for Palliative Care, which emphasised the importance
of a public health approach where the community are
viewed as an equal partner in the task of providing quality
healthcare. Compassionate communities were explicitly
referenced as an example of the public health approach
in action within this policy, in the form of the Milford
Care Centre in Limerick °.

Launched in 2021, the Slaintecare Strategy, aims to
recentre Ireland’s health care system to provide the
majority of care within the community, in turn reducing
health inequalities. The strategy also extends the work
of the Healthy Ireland Framework 2019-2025, initiated
in 2013. The Healthy Ireland Framework aims to work
collaboratively across government departments and
civic partners to empower individuals and communities
to manage their own health and wellbeing. This strategy
echoes the compassionate communities movement
which also aims to make accessible community care a
reality.
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CURRENT PROGRESS IN
DEVELOPING COMPASSIONATE
COMMUNITIES ACROSS THE
ISLAND OF IRELAND

e have established that there is a need to

improve end-of-life and palliative care in

the community, and that this is a priority

in both Northern Ireland and the Republic
of Ireland. Compassionate communities have been
referenced as a vital part of developing our public health
approach to palliative and end-of-life care, both in
national policy and within consultation exercises®®: 5" 52,
The conference plenary sessions and discussion further
evidence the necessity of investment in compassionate
communities and cities, as a strategic driver for
delivering this broader public health agenda.

The following section provides a synthesis of the key
findings from the conference and reflects progress to
date in fostering a compassionate communities approach
across the island of Ireland, including both challenges and
opportunities.

FINDING Compassionate communities
initiatives need to be recognised as creating
the environment for meaningful education,
social awareness raising and open dialogue.

The importance of compassionate communities for
creating the conditions for meaningful public education,
social awareness raising and open dialogue around
death was a recurring theme throughout the plenary
sessions and roundtable discussions at the conference.
Globally, these are central goals of many compassionate
communities initiatives, serving as a crucial foundation
for mobilising community action 53. Compassionate
communities and compassionate city initiatives create
supportive environments for discussing dying, death
and grief. By fostering partnerships and engaging
communities, this approach ensures that people are not
only informed but empowered to act.
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Building a compassionate infrastructure

Sharon Williams is the Project Manager at Compassionate
Communities NI, which was established in 2015 and has
two hubs; in the Northern and North West localities.
Compassionate Communities NI is a network of cross-
sector organisations and individuals who develop a
response to the challenges regarding end of life in all
communities. Sharon spoke about how without openness
and recognition of serious illness and death in the
community, we risk leaving people alone, isolated - and
this social isolation is a significant problem. Through
compassionate communities initiatives, conversations
about death can start to happen, so preventing what she
described as a social death.

“Dying over the last 50 years has happened predominantly
in acute settings, and in nursing homes, and therefore we
have lost the meaning in death. As a result, many of us feel
disempowered to offer emotional and practical support.
Sadly, this leaves those dealing with failing health and
advanced illness, feeling socially isolated and lonely. And
this social death is also experienced by our unpaid carers,
and those living with bereavement” (Sharon Williams,
Compassionate Communities NI)

Sharon described the focus of Compassionate
Communities NI in creating a compassionate
infrastructure to increase death literacy. We know from
previous research that there is opportunity to increase
death literacy in communities across our island. We have
untapped compassion within our communities- people
want to know how to do better when someone is dying or
grieving.

Sharon spoke to the achievements of Compassionate
Communities NI in recent years, including the advantage
of cross-sector working to co-develop events and
educational resources between community and clinical
staff. One initiative is the Compassion in Action
Programme, which through workshops raises social
awareness of how people can help each other and the
impact of small acts of kindness. Partnership working
has been at the core of all initiatives, some of which
have included creating spaces for open dialogue about
death within the community. One example is Death
Positive Libraries, where an expanding list of libraries
across Northern Ireland, and most recently in Cavan,
have curated selections of books, articles and resources
on a range of topics related to death and dying and,
hosted death positive book clubs. Some libraries have
also hosted workshop events such as ‘Understanding
Grief’, have hosted a Before | Die wall, and have offered
opportunities for people to connect with local support
groups and services. This provision of space was also
identified in the roundtable discussions as valuable for
supporting development of compassionate community
initiatives.




If we can work culturally, we can
achieve so much

Sharon also emphasised the power of the arts for
engaging the public in what can be a highly emotive
topic. This was also a key message from Dominic
Campbell, who has led the Irish Hospice Foundation’s
Arts and Cultural Engagement Programme since its
inception in 2020. Dominic emphasised that in order

to grow compassionate communities, we need to
consider investing in and nurturing compassionate
culture. Dominic described how working within the
current culture of the community was crucial. Culture
can include “language, ideas, beliefs, customs, codes,
institutions, tools, techniques, works of art, rituals, and
ceremonies, among other elements”. Dominic referred to
Prof Kellehear’s reference to there coming a point in all
of our lives when everything changes. We need to create
a way through that, and we need to do that at scale. The
global movement called ‘arts in health’ is trying to put
together those tools for people.

“In times when the narrative of life is broken, when you
are bereft, people reach for arts and culture. For the
manifestation of arts and culture. For all sorts of creative
tools to help you navigate a journey of the spirit and of
your community, and a time that is uncertain” (Dominic
Campbell, Irish Hospice Foundation Arts and Cultural
Engagement Programme)

The Arts and Health Engagement Programme is informed
by the IHF People’s Charter on Death Dying and
Bereavement, which aligns to a public health approach to
palliative and end of life care. Dominic described how the
programme’s delivery mechanism starts with creativity
and experimentation - getting people curious- and then
moves into communication and education. Among
developments has been investment in place-based
community development (the Compassionate Culture
Network), with a call for a healthcare professional

and artist to develop a bespoke programme for their
local community around exploring death and grief.

This approach includes looking at the assets that are
available in every single community, with the intention in
Dominic’s words to ‘animate the culture’ - make it normal
to have conversations about dying, death and grief.

One of nine networks established to date has been

in Buncrana, Donegal, led by visual artists Rebecca
Strain and Martha McCullogh. Rebecca discussed how
they worked with a small community group to deliver
creative sessions including paper making, camera-less
photography of special objects, and writing workshops
- all exploring death and grief butin a gentle way. They
started a Make ‘n Mend Facebook group, for anyone
not able to attend sessions but who would like to find
creative ways to navigate grief. Inthese groups there

was never any pressure to do anything, community
members could just sit and chat. These arts-based
initiatives didn’t have agendas, and what developed was
genuine community, and acknowledgment of grief in that
community.

“l want to use art to help people
to deal with things that they
maybe can’t talk about, or don’t
have the words for. And use it as
a way of transforming”

REBECCA STRAIN, VISUAL ARTIST
IN BUNCRANA, DONEGAL

Through the roundtable discussions, art was raised

as being something of value when developing
compassionate communities. Dominic also described the
importance of place-based programmes- acknowledging
that services are universal but not necessarily local. He
emphasised the importance of accompaniment- having
someone with you to navigate those moments when your
life changes.

Opportunities for development

It was evident throughout the conference that

a challenge is that there is a need to enhance
understanding and awareness of caregiving, dying,
death and grief. Encouraging people across our island to
engage in conversations and learning experiences about
death is essential and can improve our island’s death
literacy. Compassionate communities can create the
supportive environment needed to not only inform but
also empower people to take action.

The importance of raising social awareness about how
compassion can be harnessed within communities

was highlighted, as was the need to mobilise the
compassionate communities movement across the island.
This involves, as raised during the roundtable discussions,
dispelling the notion that death and dying are matters
solely for healthcare professionals. The need to work
culturally was emphasised and recognising what that
means for different communities across Ireland.

From the conference roundtable discussions, there were
several good examples suggested which would assist in
improving understanding and conversation about death.
These included facilitating ‘death conversations’ in
community settings, education on death and dying across
the life course (including to children in schools) and
initiatives broadly focused on improving death literacy.
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to residents and family members in nursing homes.

The Caru Project supports the whole community of a residential home
including the residents, staff, families, friends and kinship groups.

Linked to the 5 year programme, the Irish Hospice Foundation are supporting
a project which aims to support conversations on dying, death and grief in

residential settings using creative arts.

Six artists have been paired to a residential home local to them where they
deliver innovative approaches to explore how art can open conversations
about death and grief. Through dance, song, film, drama, poetry or storytelling,
the challenges and griefs connected with residential care are addressed.

FINDING On the island of Ireland, we must
recognise, support and sustain initiatives that
are driven by the community.

The conference highlighted that across the island of
Ireland, numerous grassroots initiatives have been
initiated and led by communities themselves. A key
takeaway was the importance of recognising, supporting,

and sustaining these compassionate communities efforts.

Internationally, compassionate community initiatives
have taken many forms, with most following service-led,
top-down models 11. However, research suggests that
community-driven, bottom-up approaches are often
more effective in fostering long-term sustainability

and scalability. These models empower communities to
take ownership of care, initiating and delivering tailored
responses to the unique challenges they face '

Sharon Williams highlighted the value of recognising
existing community assets, particularly people with
firsthand experience of caregiving, dying, death and
grief. The community-driven initiatives described below
have all been instigated by compassionate people living
within our communities who recognised an unmet need
and acted. They share a common thread- the projects
recognise the power of lived experience within a
network of care and the unique ability of the community
to provide continuity of support. Prof Kellehear
(Northumbria University) asserted in his address that
true continuity of care is impossible without the active
involvement of the community.
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The Caru Project

The Caru project, led by the Irish Hospice
Foundation, the All Ireland Institute of
Hospice and Palliative Care, and the HSE,
is a continuous learning programme that

is offered to every residential home in

the Republic of Ireland. The aim of Caru

is to support and improve the delivery of
compassionate, person-centred, palliative, end of life and bereavement care

“It just opened

the floodgates. |
am here nearly

five years, and |
have noticed a big
difference through
the arts...Talking
through arts is a
great thing to me

| think, because
sometimes when
your hands are
doing, your minds
not thinking, so you
just goon....”
ACTIVITY COORDINATOR

>

The power of lived experience

Eileen Pugh, whose husband Derek died four years

lack of space for people to openly discuss grief. Eileen
shared how bringing together people who like her, had
been widowed, created a profound connection based on
shared experience. Initially organising small workshops,
Eileen found that people were willing to travel long
distances just to have a place to talk about grief. People
wanted to be able to talk to others who had also lost
their significant other, no one else understood what they
were going through, and the events that Eileen organised
where death and grief were simply talked about had
immense value as a starting point.



“The profound transformation
of people over even two days,
over even three hours, is
incredible. If they are with
other people who get it”

EILEEN PUGH, FOUNDER OF M50 SOULFRIENDS

The M50 Soulfriends WhatsApp group was formed in
2022, with 12 original members, who came up with the
idea over a dinner organised for widowed people. The
WhatsApp group has now grown to 146 members. Eileen
explains that anyone within the group can organise an
event or activity and the community therefore manages
itself. One of the members, Robert, who was recently
widowed, talked of the significant gaps in care for people
who are bereaved. Robert shared how vital it was to

be part of a group who had gone through the same
devastating experience;

“Everyone on it is like me. They have all lost their partners
and are broken. They see the world in a totally different way.
They have love and kindness to give. | breathe for the very
first time in a very long time” Robert, describing his first
experience of M50 Soulfriends

Like Eileen, Robert emphasises the lack of preparedness
within communities to support widowed people. He
describes how friends and family want to help, yet often
don’t know how. Robert highlighted a resource which
has been co-developed by M50 Soulfriends, with input
from another bereavement support group in the UK, to
provide guidance to those wanting to support someone
who has recently been widowed. In his presentation,
Robert urged the audience to think creatively and
explore new approaches to lessen the
immense suffering experienced around
end-of-life.

The community providing
continuity of care

Another grass-roots project discussed
was a WhatsApp group for parents
and carers of children with a life-
limiting conditions. Samantha Villena
(known as Sam) founded the group
and is mum to Alex (17 years old)

and Isabell (13 years old), who has a
rare neurological condition (Aicardi
Syndrome). Sam founded ‘Extra
Special Kids’ support group in 2012, a

year after her daughter was born. During that year, Sam
had encountered mums in a similar situation to herself
and identified the need for an online community so they
could provide support to each other. Starting with just
15-20 members, the group has grown to 150 members
from across the island, offering a vital emotional support
to parents and carers.

“A lot of it is pure emotional
support, because we all get

each other. The kids have such a
variety of conditions, and there

is always somebody there who is
going to give you their experience
and just say we’re here for you.
That’s it, we’re just here to listen

”
to yOU SAM VILLENA, FOUNDER OF EXTRA
SPECIAL KIDS CLUB

Sam highlighted that whilst healthcare professionals are
so appreciated, they are not available to listen to you all
the time, but the community can. Online communities
can be particularly useful for carers, who can find it
difficult to meet otherwise around caring responsibilities.
Sam describes the group as a very positive and caring
place, which largely manages itself. Sam talked about
the maintenance of the community over time, and how
bereaved mums often stay in the community and give
advice. This can be so valuable for mums who are newly
bereaved, as they know there are people in the group
who are ready to step in and offer their support on that
part of their journey. At the roundtable
discussions support for carers was
highlighted as a priority in the development
of compassionate communities.

Sam discussed the power of personal
experience, and the impact of just knowing
that someone has gone through a similar
experience to yourself. You can only get that
from people who have walked in the same
shoes as you.

Sharon Thompson is a member of the

group, and a bereaved mum to her daughter
Victoria, who needed palliative care in 2012.
Sharon added that the group has come
offline too, with some members meeting in
person. The group had recognised that there
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was a need for activities for children with life-limiting
conditions, who can sometimes find it difficult to attend
camps and clubs. See below for more information about
the ‘Extra Special Kids’ club for the children.

Sharon described how the evolution of the support
group has involved many aspects of the compassionate
communities initiatives discussed during the conference,
and highlights the need to recognise, support and sustain
initiatives that are driven by the community:

“This has all happened
organically. And it is because
people care, and want to support
each other, and are showing

ST
CompGSSlon SHARON THOMPSON,
MEMBER OF EXTRA SPECIAL KIDS CLUB

Developing links with healthcare
professionals

A final example of a compassionate communities
initiative was provided by Jaqueline Daly, co-founder
of East Galway & Midlands Cancer Support. Jacqueline
started the group after her husband was diagnosed
with prostrate cancer and she recognised how little
community support was available. Jacqueline described
the journey of starting as a prostate cancer support
group with no fixed premises, to establishing a support
centre to provide a network of emotional, psychological
and practical support to people living with cancer, their
family and friends.

“Some of the things we have
learned along the way are that it
takes a village. It will never take
one or two people to do what

”
needs to be done” ;acqQUELINE DALY,
CO-FOUNDED OF EAST GALWAY & MIDLANDS
CANCER SUPPORT

Jacqueline describes developing the project in line

with unmet need in the community. The centre has 11
counsellors on board, offers numerous complementary
therapies, and has built valued relationships with
oncologists and consultants. This close relationship with
the hospital is described as crucial and encompasses the
majority of referrals to the centre. Jaqueline praised
the work of Portiuncula’s Nurse-led Oncology Unit,

and described how the centre can support the unit by
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providing transport home for patients and their families
after receiving bad news, and support the family to help
put some sort of normality around the situation and
make them aware of how they can be supported. The
group recently bought a bus for trips to take members
for radiotherapy sessions at Galway hospital. Jacqueline
spoke about how this has inadvertently developed into
a support group - a warm and positive space for people
regularly making the journey. The centre also houses a
gym and engages in supporting research projects where
they can.

Jacqueline left the audience with a take home message
- “Those who say it can’t be done are usually interrupted by
others doing it".

Opportunities for development

We know that compassionate communities initiatives
are being driven by communities across the island of
Ireland. Although it is clear that many of these initiatives
developed organically, it is essential for us to foster

the right environment that supports and encourages
their growth. This includes empowering people within
our communities to recognise the significant value

that their lived experience can bring to the table.

Many individuals may not fully realise that what they

are doing aligns with the compassionate communities
movement, nor understand the profound impact

their actions have. It’s vital that these contributions

are recognised and celebrated, as they are integral to
building compassionate communities. Health and social
care professionals have a critical role in supporting these
community-led efforts. By building bridges between
formal healthcare systems and community initiatives

(as has been demonstrated), they can help strengthen
the capacity of these groups and ensure a continuity of
compassionate care.

From the conference roundtable discussions, conference
attendees suggested value in ‘anything which would
make people feel not on their own’. It was recognised
that we need to expand our thinking to consider

how compassionate communities can help achieve
24/7, continuity of care. The conference attendees
emphasised the importance of peer support and of
valuing lived experiences, and the need for support
outside of healthcare settings (e.qg. listening rooms for
bereavement support). The importance of identifying
existing compassionate communities initiatives to allow
for signposting was also emphasised.

FINDING A considered community
development approach is essential, to ensure
local voices and needs are prioritised and
sustainable change is achieved.

A clear message from the conference was that no
compassionate community is the same. When asked
for a ‘best example’ of a compassionate communities
initiative, Prof Kellehear emphasised that “every



Extra Special Kids

In 2023, parents in Donegal decided to take the national

online support group ‘Extra Special Kids, Ireland’ offline
to create a club specifically for life-limited children.

The club is an informal group where parents
communicate and arrange events with
each other via a WhatsApp group.

Extra Special Kids provides a space that is too often
unavailable for children with complex medical needs.

Through the club, children and their families are
provided with a supportive environment where
they can make memories to last a lifetime. The club
engages in many activities including messy play,
music therapy, coffee mornings, mothers meet-
ups and come Christmas time, Santa videos.

community is different, and so every compassionate
community is different”. He illustrated the diversity in
how existing compassionate cities across the globe have
developed; the compassionate city of Ottawa (Canada)
was led by businessmen, the compassionate city of Bern
(Switzerland) led by palliative medicine physicians, the
compassionate city of Frome (England) led by the local
primary care services and compassionate Seville (Spain)
led by the church. Regardless of how they develop, it

is essential to ensure that the voices of the community
are front and centre. The direction provided from the
conference was clear: compassionate communities are
built when a community’s voices are actively listened to
and respected.

Voice and focus of compassionate
communities

No two communities are the same. What one community
has in terms of assets - the people who live there,
organisations, and services - will be different from
another community. The same is true for what a
community does not have. Therefore, the unmet needs
of every community are unique.

Compassionate community initiatives can be developed
by whoever hears the voice of the community,
recognises the unmet need and has the motivation

to make a change. Jaqueline Daly from East Galway

& Midlands Cancer Support is an example of how
successful compassionate communities are built using
the voice of a community. When Jacqueline’s husband
was living with prostate cancer, she was disappointed by
the lack of dignity he received in his care and decided to
address the issue head on for other people and families

“We created a
community of parents of
children with disabilities
and complex needs so
that we could provide a
social and fun friendship
experience for our gorgeous

children who don’t get to have

the experiences that neurotypical
children have. We also created this
space so as carers and friends we
have our “tribe” so we can support
each other.” AMOTHER OF A CHILD WHO
ATTENDS THE CLUB

in the same situation. Upon doing so, other members of
the community with similar issues came to Jacqueline
for help. The community met regularly to voice what
the unmet needs of the community were. This in-

depth understanding of unmet need within a particular
community informed the development of East Galway &
Midlands Cancer Support.

During the conference, attendees recognised that it

is difficult to hear the voice of the community when
individuals don’t know how to engage with community
members. Alison Bunce, who is the programme lead for
Compassionate Inverclyde, a compassionate community
initiative based in Scotland, made numerous suggestions
on how a community’s voice can be encouraged and
amplified. Such suggestions included developing a
steering group with community members, holding
‘listening events’ where community members are simply
asked what a compassionate community would mean to
them, as well as holding public events and using social
media to recruit volunteers. The importance of taking
the time to engage with the community to listen to their
voice was mirrored through the conference roundtable
discussions. Conference attendees noted the importance
of extending invitations to community members and
organisations to both understand unmet need and to
co-develop initiatives to address unmet need. It was also
noted that every effort must be made to engage with
people with valuable lived experience of caregiving,
dying, death and grief as they can provide insight into
what is missing, lacking or could be done better.

The answer of how to develop a successful
compassionate communities initiative lies within
the community itself. Listening to the voice of the
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community provides a natural, grassroots starting point.
If a compassionate communities initiative speaks to the
heart of the community and gives people a belief in what
they are doing, it will more than likely be sustained.

Developing a compassionate community requires time,
patience, and trust. Alison Bunce shared that it took
five years to fully realise the vision of ‘Compassionate
Inverclyde’ and a full year just to launch. Building
relationships, listening to various groups, and
understanding their needs was essential.

“It didn’t officially launch until 2017 and why? Because it
was so important to hear the voice of the community. It was
so important to build the relationships up in the community,
to actually understand what does our people want, not
want we think as professionals that they would like.” (Alison
Bunce, Compassionate Inverclyde).

FINDING Compassionate communities need
active and systematic engagement

As discussed by Dr Guy Peryer (Director of Education

& Research, St Christopher’s Hospice), community
engagement is essential to the success of compassionate
communities. However, for engagement to be impactful,
it needs to be both active and systematic. Firstly,
engagement must be systematic as you need to identify
organisations and individuals who can help build the
compassionate communities initiative and plan how you
are going to approach them. Secondly, the engagement
must be active. Active engagement means using civic
orchestration to build, bridge and link social relationships
between the community, generalist services and
specialist services.

Sharon Williams from Compassionate Communities NI,
demonstrated how active and systematic engagement

is behind the success of their compassionate
communities initiatives. Compassionate Communities

NI was formed by a cross-sector partnership between
Compassionate Communities North West and
Compassionate Communities Northern. The linking of
the two organisations combined staff knowledge and
skills to create a stronger collaborative effort to raise
awareness across NI. Compassionate Communities NI
has since identified and collaborated with various other
organisations across NI to further enhance engagement.
Sharon Williams discussed an example of an event that
was held to engage women from farming families in
succession planning, where Compassionate Communities
NI collaborated with Northern Trust Rural Support and
Ulster Farmers Union. The event was very successful,
with people having to be turned away at the door. The
building, bridging and linking of professional relationships
has been essential for their work as the reach of the work
of Compassionate Communities NI relies on community
partners and champions.
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“The project has been able to
evolve and develop its scale,
having a wider impact because
of the partnerships and working

¥ ’
with others.” (sHARON wiLLIAMS,
COMPASSIONATE COMMUNITIES NI)

Moving forward with collective action

Active and systematic engagement can be difficult in the
current unsettled times. Dr Guy Peryer acknowledged
that recent and ongoing world events, such as the
COVID-19 pandemic, cost of living crisis and war in
Ukraine, may mean that people are less able to mentally
commit to engaging with compassionate communities
initiatives. Additionally, those willing to engage often
face barriers such as resource constraints, complexities
in the care system, and inadequate support for diverse
care needs. Overcoming these challenges requires
collective action and collaboration. As Dr Peryer stated,
“If we’re going to move forward, we need to move forward
together.”

To move beyond the barriers, Dr Peryer recommended
building systematic engagement. To build systematic
engagement, communities need to identify the strongest
existing relationships within them - “start with what’s
strong, not with what'’s wrong”. Dr Guy Peryer also drew
upon Marshall Ganz’s ‘Power of Story’ theory *%. To
encourage active engagement, it is important for people
within a community to understand why me, why us, and
why now? Once individuals understand the importance
of their role, it is essential to equip the inner networks
available to people when dying, since the best support
comes to people from those who know them the best.
Equipping these individuals will ultimately strengthen
the community network, as a network is only as

strong as its individual links. Dr Guy Peryer also gave a
general example of what the structure of an engaged
compassionate community could look like, with a core
steering group- approximately eight people- at the
centre, and several spin-off small groups dedicated to
addressing certain unmet needs within the community,
such as a group for the homeless.

Opportunities for development

Communities across the island of Ireland possess a wealth
of strengths that - once identified- can be leveraged
when developing compassionate communities initiatives.
A strength-based approach is essential to recognising
existing assets, while addressing unmet needs. In the
roundtable discussions, conference attendees recognised
that we have various community groups across the island



who could be supported - with the right capacity- to
deliver compassionate communities initiatives.

Community engagement ranges across a continuum;
from informing and consulting, through to co-
production, collaboration and empowerment, with

the latter aligned to building community capacity to
identify and solve their own issues " If compassionate
communities initiatives are not instigated by community
members themselves based on local need, organisations
need to be aware of the level at which they are engaging
with communities and ensure community voices are front
and centre.

Working with as supposed to in communities requires
appropriate time and resource, and there are
opportunities for us across the island to ensure the voices
of local community members are amplified. Ensuring
meaningful and sustained community engagement is

key to fostering compassionate communities that lead

to real, lasting change across our island. The roundtable
discussions frequently emphasised a need to create

the opportunities for community engagement, through
inviting communities to open forums to discuss local
needs and potential solutions. There was also the
suggestion to establish a publicly available database,
detailing community assets and needs, to inform the
development of compassionate communities initiatives in
partnership.

Rosie’s Trust
Rosie’s Trust keeps people and their pets together.

Rosie’s Trust is the only charity in Northern Ireland that
is dedicated to support people who may be receiving
cancer treatment, end of life care or are elderly with a
disability look after their pets.

Approximately 212 Rosie Trust volunteers visit people’s
homes 365 days a year to provide free support to care
for their pets through feeding, grooming, exercising,
playing and taking them to visit the vet. Through these
visits the volunteers build valued relationships with the
pet owners.

Since 2015, Rosie’s Trust has supported approximately
217 people keep the joy and love this companionship
brings to their lives when they need it the most.

FINDING Inspiration and practical
guidance are necessary to mobilise existing
communities on the island of Ireland to

develop compassionate initiatives.

The conference was filled with enthusiasm and a strong
commitment to making compassionate communities

a reality on the island of Ireland. Expert speakers
delivered positive and inspirational talks about the
potential of these initiatives. However, from the
questions raised and discussions throughout the event,
it became clear that many attendees were seeking not
only inspiration but also practical guidance on how to
begin building their own compassionate communities
initiatives. There was a clear desire for concrete steps
to help turn this vision into actionable plans at the local
level.

It begins with you

A key message from the conference was that the
responsibility is on all of us to develop compassionate
communities. Speakers throughout the event,
highlighted the importance of not waiting for someone
else to make the change and to make the change
ourselves. It was clear that just getting started is the
key. For example, starting to have conversations with
organisations around the community, or as Eileen Pugh

“Rosie’s Trust comes out to me
and walks Finn every day - not for
money or profit, but for a genuine
love for my dog. Finn benefits so
much from this and me too; | have
peace of mind that he is getting
what he needs while I’'m not able
to do all | can for him.”

COMMUNITY MEMBER
SUPPORTED BY ROSIE’S
TRUST
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from M50 Soulfriends did, simply find a venue, advertise
on social media, and invite people to meet to talk about
grief.

“I then set about trying to gather people, | knew that if | was
desperate there must be other people. So I did a workshop
‘lets talk about death’..I ran a couple of retreats...| organised
a few walks because there was nothing in Dublin...” (Eileen
Pugh, M50 Soulfriends)

Prof Kellehear highlighted that people commonly forget
that they too will die someday. Therefore, what we do
today to build compassionate communities will not only
benefit other people but also ourselves. Keeping our
own immortality in mind should serve as motivation to
build compassionate communities. Alison Bunce, founder
of Compassionate Inverclyde, reiterated that ordinary
people make a difference together, and everyone has
something to offer someone else. Compassionate
communities start from a desire, that turns into a

vision, and then to action. Developing compassionate
communities initiatives is up to all of us.

“Theres no time like today and the phone is at the end of
your hand” (Professor Allan Kellehear)

Compassionate communities can begin with simple
actions, and impactful initiatives may not directly or
conventionally focus on healthcare. During roundtable
discussions, attendees suggested practical ideas for
compassionate communities initiatives for our island.
These included caring neighbourhood watch programs,
befriending services, connecting existing men’s and
women’s sheds (and other existing organisations)

and creating support guides for grief and illness.

These realistic steps provide a clear starting point for
communities looking to foster compassion and support.

A roadmap is needed

It was clear that the conference attendees were grateful
for the real-life examples of compassionate communities
projects that were provided during the conference.

Each compassionate communities initiative was different
and during the panel discussion, conference attendees
questioned what the structure of a compassionate
community should look like - whether it is better to have
one large, coordinated effort or to have smaller efforts
spread throughout the community. Prof Kellehear noted
that we must be wary of a compassionate community
growing too large and instead of focusing on getting
bigger, the focus should be on breeding - encourage
smaller communities to start around you rather than
enveloping every initiative under one banner.

Whatever the roadmap to developing a particular
compassionate community looks like, it’s okay to go off
track. When developing compassionate communities, not
everything will go according to plan, and that’s okay.
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“A lot of this stuff we can’t pre-plan, we’ve got to be
open to unanticipated consequences..let’s be open to all
of the benefits that could happen.” (Dr Guy Peryer, St
Chrisopher’s Hospice)

Opportunities for development

Conference attendees expressed a desire for a ‘roadmap’
or DIY toolkit to developing compassionate communities
initiatives. Although it wouldn’t be appropriate to be
prescriptive, in terms of respecting that each community
is different, it is reasonable for us to provide inspiration
and practical guidance to those across the island who
have an interest in developing their own initiatives. The
roundtable discussions highlighted the need for examples
of successful initiatives, and we are able to look both
across the island of Ireland and further afield for these.

In particular, there is significant learning to be shared
from those individuals and organisations identified
throughout this position paper, and many others besides,
who have developed and delivered compassionate
communities initiatives. They too are valuable community
assets and it is important that we retain their knowledge
and experience, and facilitate mentorship and partnership
working where we can. We also have the international
community to draw upon.

FINDING Engagement from civic society
across the island of Ireland is needed, to embed
policies and support around caregiving, dying,
death and grief within all our key institutions.

In order to foster compassionate communities across
the island of Ireland, it is essential that we support grass
roots initiatives and services working in close partnership
with communities. However, a key message throughout
the conference was the need to balance this with higher
level support and systemic change across civic society.
Civic society needs to be engaged and engaged beyond
the context of health and social care. This is absolutely
critical if compassionate support is to be available to
people affected by serious illness, in all aspects of their
lives.

A social ecological approach

Prof Kellehear (Northumbria University) emphasised
the importance of a social ecological approach to

the development of compassionate communities.

This involves recognising how interactions between
individuals, communities, and their broader social
environments influence care and support for those
facing serious illness, dying, death or grief. It recognises
that people are embedded in multiple layers of social
contexts—familial, community, cultural, institutional—and
that compassionate care requires engagement across
these interconnected layers.



The Compassionate Civic Charter

Dr Peryer (St Christopher’s Hospice) echoed this,
emphasising how equipping communities to be
compassionate requires a community focus supported by
a broader sociological approach, which can be usefully
guided by the Compassionate City Charter. This is where
whole cities or towns develop policies across their
sectors. The Compassionate City Charter, co-developed
by Prof Allan Kellehear, proposes that a city council will
develop and support 13 social changes to the city’s key
institutions and activities. This for example includes;
establishing policies within schools for care, dying,

death and grief, having dedicated groups for end-of-life
care support within places of worship, and promoting
compassionate communities programmes in local
neighbourhoods. This charter has also been amended to a
Compassionate Civic Charter, recognising more explicitly
the need to support work across both rural and urban
communities (e.g. across council areas).

“In the matter of social, psychological and spiritual, every
social institution in our society can provide palliative care
and should. The workplace, the schools, the arts community,
the neighbourhoods, the local government, the football
club, the golf club. Each and every one of these institutions
should provide palliative care because each and every one
of them provides health care” (Professor Allan Kellehear,
Northumbria University)

Ultimately, the development of partnership working

at multiple levels was stressed as essential. During

a panel discussion, Alison Bunce (Compassionate
Inverclyde) discussed the development of relationships
with local councils as having been key to the success
of Compassionate Inverclyde. The benefit from

these relationships will trickle both up and down, with
compassionate communities and compassionate cities
sustaining each other. The message was that you can of
course still start grass roots, but it serves to court the

leadership.
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Palliative care as a civic responsibility

Prof Kellehear described how the city charter can

be used as a tool to guide and regulate systematic
cooperation in policy development. These policies need
to be implemented, allowing public health funding and
resources to be utilised to start, nurture, and grow
compassionate communities. Hospices, palliative care
services, and the community need to be empowered to
contact civic institutions and ask what their palliative
care policies are. This civic policy development is an
important approach when engaging the community in
palliative care.

“Every civic institution in our society should have palliative
care policy - what palliative care are they providing? And
only when that happens can we talk about continuity

and quality of palliative care. Continuity and quality

of palliative care is not just a matter of switching from
doctors to social workers, or social workers to occupational
therapists, it’s about handing the patient back into their
community, and find out how the community is continuing
that palliative care when that adult or child goes back to
school, back to the retirement home, back to shopping, back
to the neighbourhood, back to the workplace, and back to
worship. That’s continuity of care, and it's where in the end
palliative care becomes everybody’s business.” (Professor
Allan Kellehear, Northumbria University)

In the U.K examples of already existing compassionate
cities are Plymouth, Sheffield and Birmingham.
Compassionate cities and compassionate communities,
as long as partnership with health and social care
providers is present, can and should be run by anybody.
To date across the island of Ireland, Derry-Londonderry is
the only city to develop a Compassionate Cities Charter

Opportunities for development

There is significant opportunity for local government,
government departments, councils and civic institutions,
both North and South, to help lead the way in prioritising
a compassionate approach to caregiving, dying, death
and grief. The Compassionate Civic Charter provides
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Marie Curie Schools Bereavement Programme

Over the last 2-3 years, Marie Curie has developed the Schools Bereavement
Programme to strengthen grief education and bereavement support in schools.

The programme has four phases.

1. Teacher training on loss and bereavement

Developing and delivering a loss and bereavement module

2
3. Analysing attitudes to grief education
4

Promoting the module and grief education to be embedded into the

school curriculum

The programme has been piloted
to 374 teaching staff across 162
schools in Northern Ireland.

Teachers’ ability and confidence
to support pupils with
bereavement improved by 52%.

This training then kickstarted
changes to be made to school

“I'm a teacher

of over

30 years’
experience.

| went into
the course
thinking what
can they
really tell me
that | haven’t
already
experienced?
But no, | left
there with
many more
tools for my

policies:

“... we were able to use a lot of what | had learned at the course ... So a new version

of the policy is now in place.” (Senior Teacher)

toolbox.”
SENIOR TEACHER

Not only did teachers and schools benefit, but also the pupils and their families,
as the programme created a supportive environment for families to process

their grief.

a systematic approach to ensuring engagement from
all sectors of society. After the conference, Public
Health Palliative Care International published the Bern
Declaration 2024, which similarly urges governments,
city administrations and all civic organisations within
communities and cities to commit to a number of key
health promotion principles and actions for the end of
life for ALL people. Engagement with such frameworks
would ensure that all sectors of our society—from
schools and workplaces to local governments—actively
participate in supporting individuals experiencing
caregiving, dying, death and grief.

During the conference roundtable discussions,
conference attendees proposed several actionable steps
which align to this key message. Suggestions included
implementing the Compassionate Civic Charter through
local councils, establishing recognition programs and
awards for compassionate groups and individuals, and
developing practical palliative care policies within our
public institutions. Increased resourcing of existing
initiatives was also mentioned, including a role for

closer collaboration between Departments of Health,
Education and Communities to support the expansion of
programmes which have started in libraries and schools
(see Compassionate School Communities report) and to
look for other opportunities for partnership working.
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FINDING Strategic leadership and investment
is essential to foster compassionate

communities across the island of Ireland.

At the conference there was acknowledgement that

a compassionate communities approach needs to be

a central component of future palliative and end-of-

life care on the island of Ireland. The reference to
developing a new public health approach to palliative
and end-of-life care in the Northern Ireland Regional
Palliative Care in Partnership Programme was highlighted
within the conference, and just after the conference we
saw explicit reference to compassionate communities
within the new National Adult Palliative Care Policy in
Ireland. Top-down support to resource these key policies,
as mentioned by several of the speakers, is absolutely
essential if we are to see compassionate communities
integrated into care for those at end-of-life across our
island.

Cross-border collaboration

Tanaiste Michael Martin, delivering the conference
opening address, emphasised that North/South
collaboration needs to be deepened where it makes
eminent sense to do so, with healthcare being one
such area. The Tanaiste emphasised the importance of
opportunities such as the conference, for providing a



clearer understanding of the ways in which North/South
cooperation can be further harnessed. He expressed

a desire to see more proposals for cross border co-
operation from health practitioners. The Tanaiste made
a point of emphasising the strength of the hospice
movement across the island, as well as the significant
value of our family/unpaid caregivers.

Indeed, many of the compassionate communities
initiatives discussed at the conference, and highlighted
in the exemplar projects throughout this report,

have an element of cross-border co-operation. For
example, Sharon Williams (Compassionate Communities
NI) acknowledged the importance of cross-border
collaboration in her presentation and emphasised that
there is significant opportunity to develop compassionate
infrastructure while thinking in cross-border terms.
Sharon mentioned that Compassionate Communities

NI are collaborating with Cavan County Council and the
Irish Hospice Foundation, on a project called the Art of
Life (see below). This cross-border collaborative project
aims to normalise conversations around dying, death and
grief using arts-based activities to help people reflect
on what is important to them, so they can plan for later
years with agency and independence.

The need for strategic leadership

The need for strategic leadership to foster a
compassionate communities approach across

The Art of Life

The Art of Life is a cross-border project which
aims to normalise conversations around death
and dying using creative approaches.

This project is led by ‘Creative Cavan’ who have
collaborated with the Irish Hospice Foundation,
Compassionate Communities, Cavan Age Friend-
ly, South West Age Partnership, Healthy Ireland
at your library, Libraries NI and Cavan Library
Service.

The project will be delivered during 2024 and
2025 and ‘creatives’, care professionals and the
wider public will work together to maximise
reach and build a lasting legacy.

The ‘creatives’ (artists) will be trained to lead
the project and deliver a range of events across
Cavan, Fermanagh and Tyrone.

Several death positive libraries and reading lists
have been developed and an art piece reflecting
the project has been commissioned that will be
donated to a meaningful location.

the island of Ireland was referenced within the
conference presentations and roundtable discussions.
The conference profiled a number of organisations

(e.g. Compassionate Communities NI, Irish Hospice
Foundation) who are each delivering larger programmes
of work around compassionate communities. We do not
however have an organisation with the resource needed
to support a compassionate communities network across
the island. In the roundtable discussions, the need to
either identify or establish an organisation to provide
strategic leadership and vision for compassionate
communities across the island of Ireland was endorsed.
This organisation needs an appropriate level of
Government investment, so that they are able to deliver
on the sustained and long-term change needed. Aligned
to this, conference attendees referenced the need to
support compassionate communities champions across
different sectors.

Financial support directed to the
community

It was mentioned on numerous occasions throughout the
conference how individuals and organisations managed
to start and sustain compassionate communities
initiatives with no financial backing. Had there been
money available some of these initiatives would have
availed of it, but they weren’t going to let the lack of
budget hold them back. However, it leaves us with

“My heart and chest felt really
warm after this - | felt as if the
block of ice, that has been around
my heart for 20 years, had melted.
The opportunity to talk about
death and dying was brilliant! |
honestly feel this project should be
made available to more people and
groups. It is so beneficial.”

PARTICIPANT IN AN ‘ART OF LIFE’ PROJECT
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the question: why is there no money to support these
initiatives? Compassionate communities are referenced
within key national policies North and South, yet it is
unclear how the movement can expand and be sustained
for long enough to impact public health, without being
valued through financial investment.

During a panel discussion, a community group leader
from Lurgan echoed the speakers’ sentiments that
fostering compassionate communities is largely about
stepping up. They described their group as having
received little to no funding, yet they remain hopeful
about growing and delivering initiatives similar to
Comepassionate Inverclyde, as outlined by Alison Bunce.
While their passion and dedication will undoubtedly drive
their success, one can’t help but wonder how much more
impactful or innovative their efforts could be with even
modest financial support. Such backing could provide
the resources needed to establish and sustain meaningful
initiatives within their community.

Dominic Campbell (Irish Hospice Foundation) highlighted
the value of financial support, noting that over the last
three years, the Irish Hospice Foundation’s Arts and
Cultural Engagement Programme has been offering
microgrants and mentorship to help people address

the specific needs of their communities around the
realities of dying, death and grieving. At least 62
microgrants have been awarded, which has enabled the
creation of diverse initiatives, such as a graphic novel on
perinatal grief and a project by bikers exploring how to
memorialise their community members. These projects
have led to a groundswell of conversation around dying,
death and grief- both within communities but also online
through the digital legacy of these projects. This is a
clear example of how even modest financial support can
unlock creative potential, enabling projects that might
otherwise never have materialised. In the roundtable
discussions, general financial priorities focused on
increased funding, including seed-funding to enable
smaller projects which could be appropriately evaluated
and expanded, as well as incentives to enhance the well-
being of volunteer carers, such as carers’ credit.

Opportunities for development

Delivering on a compassionate communities approach
is essential to ensuring that caregiving, dying, death
and grieving are supported with dignity and care across
the island of Ireland. As the Tanaiste highlighted in

his address, there is an ongoing need for political and
financial investment in healthcare, and this is particularly
the case when it comes to fostering the compassionate
approach to end-of-life care that the people of this
island deserve. Throughout the conference, successful
compassionate community initiatives were showcased,
often driven by small groups of dedicated individuals.
However, we cannot and should not rely on compassion
alone to sustain these efforts.
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Many existing compassionate communities initiatives
across the island face significant challenges with either

a complete lack of or else short-term funding, which
limits their sustainability and potential reach. If we are

to develop a compassionate communities approach at
scale across the island, we need investment to build

the appropriate infrastructure and investment in our
communities. We also need to recognise the substantial
experience and knowledge held within individuals,

groups and organisations who have developed and

led compassionate communities initiatives, and the
importance of ensuring we retain this. We are a small
island, and there is considerable potential for cross-border
collaboration, enabling the sharing of resources, expertise,
and successful strategies.
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cross the island of Ireland, there is a

pressing need to transform our experiences

of caregiving, dying, death and grieving.

Communities are uniquely positioned to
support people to live as well as possible, until the
end-of-life. This position paper highlights how fostering
compassionate communities can address the challenges
we face as an island which are associated with serious
illness, while also aligning with key policy developments.
Fully realising the vision of a compassionate approach
to serious illness requires dedicated top-down support
- both to ensure the right environment to support
meaningful community development and also to achieve
the systems level change needed to embed compassion
across all sectors of society.

Empowering communities to lead in supporting those
affected by serious illness, with the support of our valued
specialist and generalist palliative care services and wider
civic society, is vital for ensuring quality, continuity,

and equity in care. To balance these care elements,

there is an urgent need to increase community capacity
around caregiving, dying, death, and grieving, and to
drive broader systemic change across civic institutions.
A strengths-based approach, which builds on existing
compassion within communities across the island,

will amplify the voices of those with lived experience,
fostering a deeper understanding of place-based needs.
Alongside this, the development of compassionate civic
charters is essential to both support community efforts
and to ensure that individuals affected by serious illness
encounter compassion in every aspect of their lives.

A social ecological approach, as emphasised by Prof.
Kellehear, underscores the need to nurture compassion

at every societal level, from families to institutions,
ensuring caregiving, dying, death, and grieving are seen
as collective responsibilities. Cross-border partnerships
offer further potential, allowing resources and expertise
to be shared for the benefit of communities across the
island. By uniting community-driven action with robust
support from wider civic society, the island of Ireland can
cultivate a compassionate culture that transforms care
for those facing serious illness, death, and end-of-life
challenges.

Recommendations

These recommendations are informed by the key findings
of this position paper and have been refined through
workshops with key stakeholders. They are grounded

in the principle that people with lived experience

and communities themselves must be at the heart of
delivering on each recommendation. It is essential that
communities are engaged as active partners—not only
as recipients but as co-creators who shape, implement,
and sustain these initiatives. Their insights, needs, and
strengths should guide every phase, ensuring that each
action is relevant, empowering, and responsive to local
contexts.

Caregiving, dying, death and grieving should not

be the responsibility of health and society care.

As such, it is our position that to deliver on the
following recommendations, a clear mandate for
fostering compassionate communities is needed from
local government both North and South, with the
recommendations translated into specific actions and
delivered through relevant government departments.
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Advocate for the adoption

and implementation of this

paper’s recommendations by

engaging with local government,
government departments, councils
and civic leaders

Achieving meaningful change in how
we experience caregiving, dying,
death and grief across the island

of Ireland requires committed,
top-down support. There is a need
for collective action to lobby

local government, government
departments, councils and civic
leaders, to ensure they understand the
need for compassionate communities
and agree to adopt and deliver on
the recommendations in this report
to ensure the people of this island
receive integrated compassionate
care in all aspects of their life and
death. There is alignment between
compassionate communities and key
policies within health and social care.
However, it is essential to recognise
that developing a compassionate
approach to caregiving, dying,

death and grief should be a shared
responsibility across all government
departments, councils and civic
institutions. As such, fostering a
compassionate communities approach
should be mandated for at a local
government level.
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Commission and complete

an asset-mapping exercise

to identify compassionate

communities initiatives and
community groups with potential to
deliver initiatives across the island of
Ireland. The results should be published
in a publicly accessible online map and
updated every six months

A comprehensive understanding of
initiatives being delivered which align to
a compassionate communities approach
is required, alongside identifying
existing community groups who

could be supported - with additional
capacity building activity - to deliver
such initiatives. Asset-mapping needs
to be preceded by public awareness
raising activities (see Recommendation
3), in acknowledging that individuals
and community groups may not easily
identify with the compassionate
communities movement.
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Support/establish an

organisation with secured

funding for at least five

years to provide strategic
leadership and act as a knowledge
broker for compassionate
communities across the island of
Ireland

There is need to support an
existing organisation, or establish
a new organisation, to provide
strategic leadership to foster
compassionate communities
across the island of Ireland. This
would include hosting a network,
in order to support partnership
working, knowledge exchange
and awareness raising activities.
This would necessitate longer-
term investment and appropriate
staffing, which would enable the
organisation to take the lead

on delivery of the subsequent
recommendations, in partnership
with other key organisations, and
with the community at its centre.
The organisation could be funded
through cross-border investment,
enhancing the vision of the
Shared Island Initiative, where all
communities across the island of
Ireland work together towards a
shared (and more compassionate)
future.

Deliver public awareness

campaigns around the

concept and benefits of

compassionate communities,
linked to providing recognition and
reward to existing initiatives

To help mobilise community action,
there is need to increase social
awareness across the island of Ireland
about both the concept and benefits
of compassionate communities
initiatives. This should be linked to
providing recognition and reward

to existing initiatives. Such public
awareness raising activity could be
embedded within existing campaigns
to raise awareness and understanding
of palliative care; a recommendation
within the new National Adult
Palliative Care Policy (2024) in
Ireland and delivered within the
Regional Palliative Care in Partnership
Programme in Northern Ireland.
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Facilitate engagement workshops in communities across the island
of Ireland, to identify local need and establish partnership working
between communities and health and social care

Creating regular opportunities to amplify the voices of those who
have lived experience of caregiving, death, dying and grieving is vital.
Consideration of equality and diversity should be at the forefront when
planning, to ensure the full diversity of voices from across our island can be
heard Engagement workshops will foster relationships and ultimately build
trust with the community, including both individuals and community groups
existing there (linked to Recommendation 4). The engagement workshops
are a key opportunity to promote access to seed funding and mentorship
(Recommendation 6). The importance of establishing the community as an
equal partner in care has long been highlighted in North/South policy. Only
by engaging with communities will it be possible to create specific priorities
and identify action which will have meaningful results for that specific
community and in alignment with their unique culture.
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Recommendations

Provide seed funding and

mentorship for community groups

to work in partnership with

health and social care, to develop,
deliver and evaluate impact of localised
compassionate communities initiatives

It is essential that mentorship and funding
are easily accessible to individuals and
community groups, to develop and
implement initiatives based on their
lived experience and in response to
community need, and in partnership
where appropriate with health and care
services. A considered approach to

the advertisement, application process
and decision-making around allocation
of support is needed. There is need

to remove barriers for grass-roots
initiatives to apply for funding. Overall,
funding eligibility should be contingent
on demonstration of close partnership
working with community members.
Appropriate funding and mentorship are
needed to facilitate robust evaluation

of impact, which may then maximise
knowledge transfer by helping us to
understanding which approaches work
for whom, and in which circumstances. In
the Republic of Ireland, this funding and
mentorship could be facilitated through
competitive applications to the Slaintecare
Healthy Communities Programme, as
referenced in the new National Adult
Palliative Care Policy (2024).

Commission research to support

a ‘roadmap’ for fostering

compassionate communities

across the island of Ireland,
focused on understanding local need,
understanding what has worked for
whom, where, and in what circumstances,
and embedding best practice

There is a need to ensure the development
of compassionate communities across
the island of Ireland is informed by a
robust evidence base of community-
engaged research. Research supporting
compassionate communities will allow for
a more thorough understanding of the
development, impact and sustainability
of initiatives within our context, and will
help ensure learning both regionally and
internationally is reflected in practice.
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Support the development

of compassionate

communities of

practice, to share and to
mobilise learning from existing
compassionate communities
initiatives

There is a need to retain and
mobilise the lessons learned
from existing compassionate
communities initiatives. Through
establishing compassionate
communities of practice which
are placed-based or aligned to
specific populations or needs,
opportunities for collective
learning, networking and
problem-solving will help to
refine work that is already

going on, sustain initiatives, and
inspire future work. This will
also be necessary to support
collaborative engagement across
the island of Ireland.

Establish steering groups

for the development and

delivery of compassionate

civic charters in council
areas both North/South

There is a need to promote

civic policies and practices for
supportive care inside all civic
sectors- from workplaces,
schools, or faith groups to

social clubs, cultural centres

and neighbourhoods. The
establishment of steering groups-
led by local councils in partnership
with leaders from across civic
society and community members-
should develop and deliver on
tailored compassionate civic
charters reflecting the needs

of their locality. Government
departments should also look

for opportunities to work
together on a regional basis to
deliver larger programmes of
work, for example delivering on
the recommendations within

the ‘Compassionate School
Communities’ report and initiating
similar work in other key sectors.
Developing and delivering on a
compassionate civic charter will
ensure the systems level change
needed across all sectors of
society.




I_REFERENCES

References

1.

s

10.

2

12.

13.

14.
15.

16.

1 17

18.

19.

20.

2,

May P, Johnston BM, Normand C, Higginson 1J, Kenny RA, Ryan K. Population-based palliative care planning in
Ireland: how many people will live and die with serious illness to 20467. HRB open research. 2020 Jan 28;2:35.
McKeaveney C, McConnell T, Harrison C, Stone V, Reid J. Population-based projections of place of death for
Northern Ireland by 2040. Palliative Medicine and Hospice Care. 2020 Dec 30;6(2):22-33.

Saunders DC. Cicely Saunders: selected writings 1958-2004. Oxford University Press; 2006 Jan 5.

Kellehear A. The social nature of dying and the social model of health. Oxford textbook of public health palliative
care. 2022 Mar 31:22-9.

Abel J, Kellehear A. Palliative care reimagined: a needed shift. BMJ Support Palliat Care 2016;6:21-6

D’Eer L, Sallnow L. Compassionate Communities: contemporary tensions and challenges. Annals of palliative
medicine. 2024 Jan 31;13(1):5-9.

Patel M, Noonan K. Community development. Oxford Textbook of Public Health Palliative Care. 2022 Mar 31:107.
Mills J, Abel J, Kellehear A, Noonan K, Bollig G, Grinded A, Hamzah E, Haberecht J. The role and contribution of
compassionate communities. The Lancet. 2023 Oct 13.

McLoughlin K. Compassionate Communities Project Evaluation Report. 2013 Sept 30.

Vanderstichelen S, Dury S, De Gieter S, Van Droogenbroeck F, De Moortel D, Van Hove L, Rodeyns J, Aernouts
N, Bakelants H, Cohen J, Chambaere K. Researching Compassionate Communities from an interdisciplinary
perspective: the case of the Compassionate Communities Center of Expertise. The Gerontologist. 2022 Dec
1;62(10):1392-401.

Librada-Flores S, Nabal-Vicuna M, Forero-Vega D, Mufioz-Mayorga |, Guerra-Martin MD. Implementation models
of compassionate communities and compassionate cities at the end of life: a systematic review. International
journal of environmental research and public health. 2020 Sep;17(17):6271.

Sallnow L, Paul S. Understanding community engagement in end-of-life care: developing conceptual clarity.
Critical Public Health. 2015 Mar 15;25(2):231-8.

Kellehear A. Compassionate communities: end-of-life care as everyone’s responsibility. QJM: An International
Journal of Medicine. 2013 Dec 1;106(12):1071-5.

Abel J, Kellehear A, Karapliagou A. Palliative care — the new essentials. Ann Palliat Med. 2018;7(Suppl 2):53-514.
Kellehear A. The Compassionate City Charter. https://compassionate-communitiesuk.com/wp-content/
uploads/2021/12/The-Compassionate-City-Charter.pdf [accessed 22nd October 2024].

Roleston C, Shaw R, West K. Compassionate communities interventions: a scoping review. Annals of palliative
medicine. 2023 Jul 17.

Sallnow L, Smith R, Ahmedzai SH, Bhadelia A, Chamberlain C, Cong Y, Doble B, Dullie L, Durie R, Finkelstein EA,
Guglani S. Report of the Lancet Commission on the Value of Death: bringing death back into life. The Lancet.
2022 Feb 26;399(10327):837-84.

Hartley N. ‘Let’s Talk About Dying’: Changing Attitudes Towards Hospices and the End of Life. InInternational
perspectives on public health and palliative care 2013 Jul 3 (pp. 156-171). Routledge.

Abel J, Bowra J, Walter T, Howarth G. Compassionate community networks: supporting home dying. BMJ
Supportive & Palliative Care. 2011 Sep 1;1(2):129-33.

Cronin P. Compassionate communities in Shropshire. The Irish Hospice Foundation. Abstracts of the 3rd
International Public Health & Palliative Care Conference 2013,. Limerick, Ireland: Milford Care Centre, University of
Limerick. Ireland: 2013:43

Office for National Statistics (ONS), statistical bulletin, [released 30 January 2024] National population
projections: 2021-based interim https://www.ons.gov.uk/peoplepopulationandcommunity/populationandmigration/
populationprojections/bulletins/nationalpopulationprojections/2021basedinterim [Accessed 22nd Oct 2024].

FOSTERING COMPASSIONATE COMMUNITIES | 35



22.

23.

24.

25.

26.

27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

Central Statistics Office, press statement, [released on Older Persons Information Hub

January 2024] CSO Older Persons Information Hub Provides a Snapshot of the Lives of Older

People in Ireland. https://www.cso.ie/en/csolatestnews/pressreleases/2024pressreleases/
pressstatementolderpersonsinformationhub2024/#:~:text=CSO%200Ilder%20Persons%20Information%20
Hub,t0%201.6%20million%20by%202051. [Accessed 22" Oct 2024]

NISRA,, statistical bulletin, [released 2021 April 19] 2018-based Population Projections for Northern Ireland https://
www.nisra.gov.uk/sites/nisra.gov.uk/files/publications/NPP18_Bulletin.pdf [Accessed 22nd Oct 2024].

AIIHPC, Almost 70% say they don’t mind where they receive palliative care as long as they have a good quality of life
(ND https://aiihpc.org/almost-70-say-they-dont-mind-where-they-receive-palliative-care-as-long-as-they-have-
a-good-quality-of-life-ni/ [Accessed 22nd Oct 2024].

McKeown K, Irish Hospice Foundation. Enabling more people to die at home: making the case for quality
indicators as drivers for change on place of care and place of death in Ireland. Irish Hospice Foundation; 2014
Dec 4.

Damery M, Forster N, Mackay E. Dying well at home focus group report, Irish Hospice Foundation, 2023 https://
hospicefoundation.ie/wp-content/uploads/2023/09/Dying-Well-at-Home-Report-Irish-Hospice-Foundation.pdf
[Accessed 22nd Oct 2024].

Murray E. Access to Specialist Palliative Care Services and Place of Death in Ireland. What the data tells us.
McLoughlin K, Foley S (eds.) Irish Hospice Foundation, 2013. https://hospicefoundation.ie/wp-content/
uploads/2013/06/Access-to-specialist-palliative-care-services-place-of-death-in-Ireland.pdf [Accessed 22nd Oct
2024].

Department of Agriculture, Environment and Rural Affairs. Rural policy framework for NI. 2022 https://www.
daera-ni.gov.uk/sites/default/files/publications/daera/Rural%20Policy%20Framework%20for%20NI%20-%20
Full’%20Version%20%28March%202022%29.PDF [Accessed 22nd Oct 2024].

Government of Ireland. Our rural future: Rural development policy 2021-2025. 2021 https://www.gov.ie/
pdf/?file=https://assets.gov.ie/132413/433aebac-f12a-4640-8cac-9faf52e5ealf.pdf#page=22 [Accessed 22nd
Oct 2024].

DoHC. Palliative care for children with life limiting conditions in Ireland - a national policy. In: ROl DoHaC,
editor. 20009.

NI Children’s Hospice. NI Children’s Hospice 2024 https://www.nihospice.org/our-services/children-s-services/.
[Accessed 11th Nov, 2024]

Hughes Z, Alliance C. Rural carers in Ireland: Challenges & opportunities. Care Alliance Ireland Discussion Paper
Series. 2018.

Teahan A, Lafferty A, Cullinan J, Fealy G, O’Shea E. An analysis of carer burden among family carers of people
with and without dementia in Ireland. International Psychogeriatrics. 2021 Apr;33(4):347-58.

Central Statistics Office. Census 2022 profile 4 - Disability, health and carers. 2023, September 28 https:/www.
cso.ie/en/releasesandpublications/ep/p-cpp4/census2022profile4-disabilityhealthandcarers/carers/ [Accessed
22nd Oct 2024].

McConnell T, Finucane A, Hanna J, Harrison C, Hudson B, McCullagh A, Paradine S, Patynowska K, Reid J.
Experiences of loneliness among people at the end of life and their carers in Northern Ireland. Marie Curie. 2022.
https:/www.mariecurie.org.uk/globalassets/media/documents/policy/policy-publications/2022/experiences-of-
loneliness-among-people-at-the-end-of-life-and-their-carers-in-northern-ireland.pdf [Accessed 22nd Oct 2024].
Aoun SM, Richmond R, Gunton K, Noonan K, Abel J, Rumbold B. The Compassionate Communities Connectors
model for end-of-life care: implementation and evaluation. Palliative Care and Social Practice. 2022
Nov;16:26323524221139655.

Aoun SM, Rosenberg J, Richmond R, Rumbold B. The Compassionate Communities Connectors programme:
experiences of supported families and referring healthcare providers. Palliative Care and Social Practice. 2023
May;17:26323524231173705.

Graham-Wisener L, Dempster M, Sadler A, McCann L, McCorry NK. Validation of the Distress Thermometer in
patients with advanced cancer receiving specialist palliative care in a hospice setting. Palliative Medicine. 2021
Jan;35(1):120-9.

McGarrigle CA, Ward M, De Looze C, O’Halloran A, Kenny RA. Caring in the time of COVID-19, longitudinal
trends in well-being and mental health in carers in Ireland: Evidence from the Irish Longitudinal Study on Ageing
(TILDA). Archives of gerontology and geriatrics. 2022 Sep 1;102:104719.

Moriarty J, Maguire A, O’Reilly D, McCann M. Bereavement after informal caregiving: assessing mental health
burden using linked population data. American journal of public health. 2015 Aug;105(8):1630-7.

36 | FOSTERING COMPASSIONATE COMMUNITIES



41.

42.

43.

44,

45.

46.

47.

48.

49.

50.

51.

52.

53.

54.

Irish Hospice Foundation. Adult Bereavement Care Pyramid. 2020. https://hospicefoundation.ie/our-supports-
services/bereavement-loss-hub/i-work-in-bereavement/adult-bereavement-care-pyramid/ [Accessed 22" Oct
2024

Harrison C, Graham-Wisener L, McEwan J, Nelson A, Berry E, Dempster M, Shayegh J, Bryne A, Islam I. Creating
a Death Literate Society: The importance of boosting understanding and awareness of death, dying and
bereavement in Northern Ireland.

Marie Curie. Creating a Death Literate Society [Internet]. 2022 [Internet]. https://www.mariecurie.org.uk/
globalassets/media/documents/policy/policy-publications/2022/creating-a-death-literate-society.pdf [Accessed
11th Nov, 2024]

Sudore RL, Lum HD, You JJ, Hanson LC, Meier DE, Pantilat SZ, Matlock DD, Rietjens JA, Korfage IJ, Ritchie CS,
Kutner JS. Defining advance care planning for adults: a consensus definition from a multidisciplinary Delphi panel.
Journal of pain and symptom management. 2017 May 1;53(5):821-32.

Brinkman-Stoppelenburg A, Rietjens JA, Van der Heide A. The effects of advance care planning on end-of-life
care: a systematic review. Palliative medicine. 2014 Sep;28(8):1000-25.

Solinis RN, Hasson N, Idoiaga GE, Molina EH, Flores SL, Rodriguez C. Impact of a home-based social program in
end of life care in the Basque Country: SAIATU Program. International Journal of Integrated Care (1JIC). 2014
Oct 2:14.

Abel J, Kingston H, Scally A, Hartnoll J, Hannam G, Thomson-Moore A, Kellehear A. Reducing emergency hospital
admissions: a population health complex intervention of an enhanced model of primary care and compassionate
communities. British Journal of General Practice. 2018 Nov 1;68(676):e803-10.

Aoun SM, Bear N, Rumbold B. The compassionate communities connectors program: effect on healthcare usage.
Palliative Care and Social Practice. 2023 Oct;17:26323524231205323.

Lolich L, Lynch K. No choice without care: palliative care as a relational matter, the case of Ireland. Soundings: An
Interdisciplinary Journal. 2017 Nov 1;100(4):353-74.

AIIHPC. Briefing Paper: Public health approaches to palliative care. 2017. https://aiihpc.org/wp-content/
uploads/2015/02/Briefing-Paper-Public-Health-Approaches-to-Palliative-Care-Nov-2017.pdf. [Accessed 23 Oct
2024

Irish Hospice Foundation. The Public Health Approach to Dying, Death and Bereavement: An Irish Hospice
Foundation Discussion Paper. 2019. https://www.lenus.ie/bitstream/handle/10147/628937/IHF-Public-Health-
Report-to-dying-death-and-bereavement-2019.pdf?sequence=1&isAllowed=y. [Accessed 23 Oct 2024]
AIIHPC & IHF. Round Table on a Public Health Approach to Palliative and End of Life Care on the island of Ireland.
2019. https://aiihpc.org/wp-content/uploads/2020/06/Round-Table-Report.pdf. [Accessed 23 Oct 2024]
Dumont K, Marcoux |, Warren E, Alem F, Alvar B, Ballu G, Bostock A, Cohen SR, Daneault S, Dubé V, Houle J.
How compassionate communities are implemented and evaluated in practice: a scoping review. BMC Palliative
Care. 2022 Jul 20;21(1:131.

Ganz M. Why stories matter. Sojourners. 2009:38(3), 16. https://commonslibrary.org/wp-content/uploads/Why-
Stories-Matter_-Marshall-Ganz.pdf [Accessed 23rd Oct 2024].

FOSTERING COMPASSIONATE COMMUNITIES |37









QUEEN’S
UNIVERSITY
BELFAST

Compassionate Communities: Position Paper Fostering
Compassionate Communities: A Call To Transform Caregiving,
Dying, Death And Grieving On The Island Of Ireland

% Irish Foyle

- . . Public Health i An Roinn Gnéthai Eachtracha
The Al Ireland Inéultl! olf_l PC q’ HOSplce . Hosplce Agency Department of Foreign Affairs
Hospice and Palliative Care Foundqtlon

Together we care




¢

Marie
Curie

Care and support
through terminal iliness

Creating a death
literate society

The importance of boosting understanding
and awareness of death, dying and
bereavement in Northern Ireland

QUEEN'’S
4 UNIVERSITY
N BELFAST

UNIVERSITY @§ Canolfan PRIME Cymru
PRIFYSGOL AL
CARDYD \%4} PRIME Centre Wales




Creating a Death Literate Society

Contents

Introduction 3
Context: What is death literacy and why is it important? 4
Death knowledge 4
Death skills 4
Why does death literacy matter? 5
Levels of death literacy in Northern Ireland 7
Familiarity with key palliative and end of life care terms 7
Talking to others about death, dying and bereavement 9
Finding support and information in the context of death, dying and bereavement 10
Time is running out to tackle Northern Ireland's death literacy problem 12
Reccomendations for policymakers and health and social care leaders 13
Developing death literacy: International examples 14
Contributors and acknowledgments 15

References 16



Introduction

ith an aging population and
growing palliative care needs,
more and more people in Northern

Ireland are being impacted by death, dying
and bereavement with each passing year.

For understandable reasons, many people
here don't like to think about death and would
rather put any talk of it on the long finger until
it can no longer be avoided. But what impact
does this have?

How are our end of life and bereavement
experiences affected if we have little
awareness or knowledge of the practical
matters of death and dying? What happens
when someone close to us is diagnosed
with a terminal health condition and we
don’t know very much about the care they
need and how it is accessed? What are the
consequences for the care we receive when
we're dying ifwe haven't ever discussed our
end of life wishes with our loved ones or
clinicians? Put another way, what are

the impacts of ‘death illiteracy’?

Death literacy concerns the knowledge, skills
and awareness of issues concerning death,
dying, end of life care and bereavement. It is
about understanding these issues and having
the ability to put that knowledge into practice
—not only for own benefit, but to support
those within the wider community who are
impacted by death and dying as well.

Death literacy is, perhaps, an unfamiliar
concept in Northern Ireland, but a crucial

one that will significantly impact the end of
life and bereavement experiences of every
person who lives and dies here. This report
examines the importance and impact of
death literacy and — based on new survey data
— provides a snapshot assessment of levels of
death literacy in Northern Ireland.

Creating a Death Literate Society

It shows that there are important gaps in
death literacy among the local population,
with too many people unprepared for the end
oflife and unaware of where and when they
can access support when they're impacted by
death, dying and bereavement.

Finally, the report provides recommendations
that we believe can help address Northern
Ireland’s death literacy problem in the months
and years ahead.

Death literacy is a growing area of study
and scholarship around the world, but there
is a lack of robust evidence that is specific
to Northern Ireland. Given the enormous
impact that death illiteracy can have, this
situation needs to be addressed. We hope
this report can play a small role in bridging
that evidence gap, and maybe even spark a
renewed interest in the subject among local
policymakers and health and social care
leaders.

Methodology

This report is based primarily on a survey

of public attitudes to death and dying in
Northern Ireland, carried out in 2021 and
designed by a research partnership of Marie
Curie; the School of Psychology, Queen’s
University Belfast; and the Marie Curie
Palliative Care Research Centre and Division
of Population Medicine, Cardiff University.

The surveywas completed by 506 adults in
Northern Ireland. The same survey was also
conducted in England, Scotland and Wales,
offering the opportunity to compare findings
across these jurisdictions.”



Context
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What is death literacy and why is it important?

Death literacy is commonly described as

a set of knowledge and skills that make

it possible to gain access to, understand
and make informed choices about end of
life and death care options. Populations
with high levels of death literacy will have
context-specific knowledge about the
‘death system’ where they live and the
ability to put that knowledge into practice 2
3~ both for their own benefit and to support
those within the wider community who are
impacted by death and dying.

‘Death systems’ are defined as the means
by which death and dying are understood,
regulated and managed in a society. They
include and involve several components
—including people (e.g. health and social
care practitioners, funeral workers, religious
leaders), places (e.g. hospitals, hospices,
mortuaries, cemeteries), times (e.g. death
anniversaries and remembrance days),
symbols and rituals (e.g. last prayers) and
more. *

Much like health literacy is about a person’s
ability to understand and use information
to make decisions about their health, ®
death literacy enables people to engage,

in an informed way, with issues of death,
dying and bereavement.

When this death-related knowledge and
awareness is delivered and facilitated
through the community and other actors
such as schools, workplaces, churches and
more, this can be understood as a public
health or health promotion approach —
helping to change attitudes, behaviours
and experiences of death, dying and
bereavement in different populations. ®”
(see pages 11 and 14).

Researchers define a number of specific
features or components that characterise

death literacy. While they are grouped in
otherways elsewhere, in this report, we
combine them under the themes of death
knowledge and death skills.

Death knowledge

This component of death literacy includes
factual knowledge and understanding of
the death system and the dying process,
including what palliative and end of life care
involves and who provides it. For example,

a person with high levels of death literacy
may be familiar with key palliative and end
of life care terms/phrases and know how
these services are accessed by patients and
their loved ones.

Death knowledge also covers knowledge

of end of life planning processes (e.g.
advance care plans, wills, funerals etc.);
what could be called ‘death administration’
— for example, how a death certificate is
obtained; and community-level knowledge,
such as awareness of the sources of support
available for groups like end of life carers
and bereaved people in the places they live.

Death skills

Death skills refers to the confidence and
ability to talk about death, dying, and
bereavement with others. This may include
conversations with family, friends or health
and social care professionals about issues
like end of life wishes and planning, and
experiences of loss and grief. ®

Though there is some degree of overlap
between elements of death knowledge and
death skills, increased levels of knowledge
can increase the confidence and ability to
discuss issues of death and dying.



Why does death literacy
matter?

While it may be a relatively unheard-of
concept among the general population in
Northern Ireland, death literacy is incredibly
important.

Knowledge and understanding of palliative
care impacts on access to quality care for
dying people. ° Robust knowledge of these
services, and the range of other supports
available, is therefore key to ensuring
households and families impacted by
terminal illnesses are able to access care
and support when and where they need it.

Even in the best of circumstances,
navigating Northern Ireland’s complex
Health and Social Care system is difficult

— this difficulty will only be compounded

if people at the end of life are unable to
make informed decisions based on a strong
understanding of the available services and
how they're accessed.

When we acquire death knowledge and skills,
it allows a whole-community approach to
supporting those who are experiencing
death, dying and bereavement.
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This may help to take some of the burden
off end of life carers — many of whom face
exhaustion, burnout and declining health
and wellbeing as a result of their caring role.™

In death literate communities, people

can talk openly about death and dying.
This helps to increase engagement with
palliative care services '" and also leads
people to feel more capable of sharing their
end of life wishes. Such agency around a
person’s end of life wishes is a benefit in its
own right and reduces the distress facing
their loved ones, who would otherwise be
left to make decisions on their behalf. ™2 It
can also avert potential conflict between
different health professionals, family
members and care agencies.

Failure to have these conversations during
the routine days of living results in decisions
being made in times of declining health

or crisis, affecting the quality and range of
care and support available to patients and
their loved ones; and impacting on people’s
ability to die where or how they would wish. ©

Layton Thompson/Marie Curie



The Department of Health’s Advance

Care Planning Policy document reinforces
these ideas, highlighting the wide range

of benefits when people have meaningful
conversations about end of life wishes,
including: an enhanced quality of life; peace
of mind, giving people the opportunity to
put their affairs in order; easing caregiver
concerns and clarifying a person’s wishes at
the end of life for those closest to them. ™

While there are many factors and
interventions necessary to encourage

end of life discussions and advance care
planning, high levels of death literacy are a
crucial facilitator/driver.

In the bereavement phase, good levels of
death literacy are also critical to ensuring
newly bereaved people can identify their
griefand seek out relevant information
and support to help them manage it. As a
consequence, they may avoid some of the
complications sometimes associated with
the grieving process, such as depression
and wider mental ill-health. > In this sense,
death literacy can help increase collective
wellbeing and resilience among bereaved
people? Understanding the death process
and knowing what to expect may also ease
bereavement experiences.

The issue of death literacy among children
and young people is strongly debated,
even though experiencing death is an
inescapable reality for many of them. Up
to date statistics are hard to find, but it is
estimated that around 1,500 children under
the age of 18 in Northern Ireland were
bereaved of a parent in 2015, '® and this
figure doesn’t cover the many more who
are bereaved of siblings, grandparents and
other loved ones each year.

Evidence suggests that some children
have a desire for access to information and
education about death and recognise the
importance of this —including in helping
them to prepare for the experience of
personal bereavement. '/

In a VotesForSchools poll, run in
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collaboration with the UK Commission on
Bereavement in 2022, 58% of 7-11 year old
students across the UK, and 38% of 12-16
year old students, said that coping with

loss and bereavement should be taught at
school. '®

Despite this, many children and young
people do not have the opportunity to

talk or learn about death and dying,
whetherthat is in school or other settings.
Researchers argue that this may be

doing them harm — fostering confusion
and ignorance about death, * stifling
understanding of griefand the natural
responses to it, and even creating obstacles
to receiving meaningful bereavement
support when they experience the loss of a
loved one.™®

Knowledge and understanding of the
issues associated with death, dying

and bereavement has the potential

to significantly shape end of life
experiences for everyone in Northern
Ireland. The next chapter of this report
analyses new survey data to provide a
snapshot of death literacy levels among
the local population.

Philip Hardman/Marie Curie
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Levels of death literacy

in Northern Ireland

Our survey on public attitudes to death

and dying in Northern Ireland offers
unique insights into levels of death literacy
among the local population. With the same
survey having been carried out in England,
Scotland and Wales, we are also able to
compare local levels of death literacy with
those across the UK, helping to identify
both strengths and areas for improvement
in Northern Ireland.

This chapter is divided into three primary
sections, examining: i) Familiarity with

key palliative and end of life care terms; ii)
Talking to others about death, dying and
bereavement; and iii) Finding support and
information in the context of death, dying
and bereavement.

Familiarity with key palliative
and end of life care terms

Awareness and understanding of the core
elements of palliative and end of life care is
central to the knowledge element of death
literacy. Our survey presented a number of
relevant terms and asked respondents if
they were familiar with them.

As Chart 1 illustrates, respondents in
Northern Ireland performed favourably
compared to their peers across the UK—
with higher familiarity with 13 out of the 15
terms in NI compared to the UK average.
Across the four individual jurisdictions,
respondents in Northern Ireland had the
same or higher levels of familiarity with 11
out of the 15 terms.

Chart 1 Which palliative and end of life care terms are you familiar with?
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That being said, the local results are still
cause for concern. Less than 50% of people
in Northern Ireland were familiar with over
half (8 out of 15) of the terms — and in some
cases, recognition was even lower still.

Less familiarity with specialist terms like
‘artificial hydration’ and ‘life sustaining
treatment’ was to be expected, but more
than one in five people were not familiar
even with more common terminology

like ‘palliative’, ‘end of life" and *hospice
care’. Given that these services make up
core parts of the care and support that
people will need when living with terminal
illnesses, the lack of awareness of them
among such large proportions of the public
is very worrying.

The results for advance care planning
(ACP) were even worse, with 73% of people
unfamiliar with that term, and low levels of
recognition of some of the documentation
and processes involved. For example, 86%
were unfamiliarwith ‘advance directive’,
over half (52%) were unfamiliar with ‘living
will’ and 46% were unfamiliar with ‘power
of attorney’. People in Northern Ireland
were less familiar with these latter two
terms than their peers in Scotland and
Wales by a range of 1-7%.
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The impact of this is, arguably, illustrated
when we asked people whether they had
undertaken any activity in relation to
advance care planning (Chart 2). Only a
minority reported having done so, while

a sizeable group responded negatively to
the idea of ever engaging with the process
in the future. This included 22% who said
they would not, or did not intend, to speak
to a doctor or nurse about their end of life
wishes.

We may reasonably conclude that these
trends are explained, at least partially, by a
lack of awareness of advance care planning
and its benefits — fundamentally an issue
of death literacy (other contributing causes
linked to death literacy are discussed in the
next sections).

people in
Northern
Ireland were
unfamiliar
with the
terms
‘palliative
care’, ‘end
of life care’
and ‘hospice
care’.

of people

in Northern
Ireland were
unfamiliar
with the term
‘advance care
planning’.

Chart 2 Select an option to express your position on the following statements

Formally expressing my future health care wishes
and preferences

Talking to someone about my end of life care wishes
Making financial arrangement for the funeral

Talking to someone about whether | want my body to
be buried or cremated or donated

Making a decision on organ donation

B | have donethis @ !intend to dothis B |do notintend to do this

% Respondents

I'will not do this

B Don't know




Finally, it is worth highlighting the low
levels of familiarity with terms related to
resuscitation. More than one in four people
in our survey were unfamiliar with the term
‘Do Not Resuscitate Order’ (DNRO), nearly
40% were unfamiliar with ‘Do Not Attempt
Resuscitation’ (DNAR), and less than a

third were familiar with ‘Do Not Attempt
Cardiopulmonary Resuscitation’ (DNACPR).

Decisions about resuscitation may be
among the most important any of us

can make about the way we would like to
die. They help to prevent inappropriate
interventions at the end of life — ensuring
the person’s last hours or days are spent
as peacefully as possible 2° and avoiding
added distress to families and loved ones.
Raising greater awareness of these vital
components of end of life planning ought
to be a priority for health and social care
stakeholders.
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Talking to others about death,
dying and bereavement

As highlighted in page 4, the willingness
and ability to talk openly about matters of
death, dying and bereavement is one of the
central skills of a death literate population.
When we asked how much Northern
Ireland, as a society, talks about death and
dying, 11% answered ‘too much’—the
highest proportion in the UK (3% more than
in Wales, 2% more than in England and 8%
more than in Scotland).

Our survey also specifically examined
people’s willingness to talk about these
issues with two groups — their friends and
family and their doctors and nurses.

Nearly two-thirds (65%) of people said they
were comfortable/very comfortable talking
to their friends and family about death

and dying in general, with 73% saying the
same about their end of life treatment and
care wishes. Slightly more (76%) said they
were comfortable/very comfortable talking
about their end of life wishes around death
(Chart 3).

Chart 3 How comfortable would you feel discussing the following
topics with your family and friends?
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These trends are welcomed, but when we
analyse the number of negative responses
to these questions, it casts the results in a
more worrying light.

In Northern Ireland, nearly one in

four people (23%) said they were
uncomfortable/very uncomfortable talking
about death and dying in general with
their friends and family — 5% higher than
the UK average and between 5-7% higher
than each individual jurisdiction (Chart 4#).
Compared to the UK average, the number
of people selecting uncomfortable/very
uncomfortable was higherin Northern
Ireland for every item in this question —
suggesting that, of all the jurisdictions in
the UK, we have the biggest problem with
talking about death and dying within social
settings.

People’s willingness to talk specifically
about their end of life wishes with their
doctors and nurses were more similar
across the UK. In NI, 76% of people

said they would be comfortable/very
comfortable to have those discussions
(Chart 5) —which was only slightly higher
than the UKaverage (74%) and the
proportion in England (73%) and Wales
(75%).

The proportion of those selecting
uncomfortable/very uncomfortable was
broadly similar across the UK as well,
although slightly higherin Northern Ireland
than the overall average (12% vs 10%) —
meaning that roughly one in eight people
here would not be comfortable talking
about their end of life wishes with their
doctor or nurse.

*See end of report (p18-19) for Chart 4
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Chart 5 How comfortable would
you feel discussing your end of
life wishes with your doctors and
nurses?

2%
10%

B Verycomfortable ™ DontKnow
B Comfortable
B Veryuncomfortable

Uncomfortable

Finding support and information
in the context of death, dying
and bereavement

As we have seen, someone with high

levels of death literacy will have
context-specific knowledge about the

death system where they live and, crucially,

the ability to put that knowledge into practice. >
Our survey assessed this knowledge-into-
practice element in relation to two key
areas — planning ahead for the end of life
and accessing bereavement support when
someone dies (Chart 6).

The results are, again, very concerning.
Nearly a third (30%) of people in Northern
Ireland disagreed/strongly disagreed

with the statement ‘| know where to find
information on how to plan in advance for
my care at the end of life’.

of people in
Northern
Ireland said
they were
uncomfortable
talking about
death and
dying with
their friends
and Family.

of people

in Northern
Ireland

don’t know
where to find
information
on advance
care
planning.
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Public health approaches to
palliative care

Public health approaches to palliative and
end of life care seek to promote public
openness around death, dying and loss;
tackle the stigma that can surround these
issues; and empower people, families

and communities to draw on their own
resources and community supports to
adapt and cope with death and dying. *

There are a number of core tenants at

the heart of these approaches, including
community development, death education
and partnership working between societal
stakeholders such as schools, workplaces,
churches and more. ®

These approaches also help to extend
the reach of end of life and bereavement
services by engaging wider populations
beyond those who are actively dying and
their loved ones.

Examples of public health approaches in
practice:

* The Cheshire Living Well, Dying Well
programme delivered training to people in
public-facing roles to engage their service
users around issues of life, age, death

and loss. The programme also delivered
bereavement and grief training for students
at the University of Chester. ©

» St. Christopher’s Hospice, London,
developed programmes to raise awareness
of dying and bereavement with local
schools. Groups of students aged 9-16
visited the hospice and had the opportunity
to talk to staff and patients about terminal
illness and bereavement, helping to reduce
anxiety and foster confidence in engaging
with these issues.

A Paul, 5 and Sallnow, L {2013). Public health approaches to end of life
care in the UK: An online survey of palliative care services. BM|] Supportive &
Palliative Care, 3 (2).

B Public Health Palliative Care International.

C  Abel,| etal (2016). Each community is prepared to help: Community
development in end of life care.

D Kelleher, A (2013). Compassionate communities: End of
life care as everyone's responsibility. QJM, 106 (12}
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Chart 6 To what extent do

you agree or disagree with the
following statements about the
availability of information or
services regarding end of life care?
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When those who selected ‘don’t know’
are added to this, it means over half (55%)
of people failed to provide an affirmative
answer to the question.

Local survey respondents performed
slightly better in this question than the UK
average, with 46% of people in Northern
Ireland saying they agreed/strongly agreed
that they knew where to find information
on advance care planning, compared to
44% across the UK as a whole. Rates were
the same in Scotland (46%) and higherin
Wales (47%).
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Our Andings still suggest, however, that
more than a decade after the Department
of Health'’s Living Matters, Dying Matters
Strategy highlighted the importance

of accessible information to support
meaningful future end of life care planning
in Northern Ireland 2", too many people still
do not know where to find this information.

Regarding bereavement support, nearly a
quarter (24%) of people in Northern Ireland
disagreed/strongly disagreed with the
statement ‘if someone close to me were

to die, | know where to find support’. When
the ‘don’t knows’ are added, this means
over 40% of people did not provide an
affirmative answer to the question.

As above, there are some positives to take,
as the proportion of people who selected
agree/strongly agree to this question was
slightly higher in Northern Ireland (58%)
than the UK average (54%) and the four
jurisdictions individually (England 53%,
Scotland 54%, Wales 56%).

However, outperforming a low benchmark
is not a cause for celebration. With
evidence suggesting that those who
receive insufficient bereavement support
are more likely to experience a worsening
of physical and mental health, ? there is
clearly a lot of work to do to ensure more
people in Northern Ireland are aware of the
bereavement support available where they
live.

Time is running out to tackle
Northern Ireland’s death literacy
problem

Our survey findings show that there are
numerous important gaps in Northern
Ireland’s death literacy levels. Demographic
trends here suggest there has never been a
more important time to begin addressing
them.
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Like many of our neighbours, Northern
Ireland’s population is ageing rapidly, with
growing numbers of people living longer
with multiple chronic or terminal health
conditions and complex needs. During the
period 2010/11-2020/21, the number

of people on Northern Ireland’s Palliative
Care Register doubled, 23 while deaths from
cancer, chronic lower respiratory diseases
and dementia alone increased by 10%,
17% and a staggering 65% respectively. 24

Looking to the future, demand for palliative
care is expected to grow by over 30% by
2040, > with the number of people dying
each year growing by nearly a fifth during
this time. %

In this context, it is imperative that
death literacy is given much greater
prominence on the agendas of
policymakers and health and social
care leaders. Failure to tackle the death
illiteracy that exists in large parts of
Northern Ireland’s population will have
serious consequences for the end of life
experience of thousands of local people
in the years ahead.

Philip Hardman/Marie Curie
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Recommendations for policymakers
and health and social care leaders

This report has shown that, while Northern
Ireland is not an entirely death illiterate
society, some sections of the population
could benefit from greater understanding
and awareness of key issues related to
death, dying and bereavement. At present,
there are too many people unprepared for
the end of life and reluctant to discuss or
plan forit. Others are comfortable talking
about these topics, but are unaware of
where and when they can access support
when they need it.

These are critical challenges to overcome.
The following recommendations, while
by no means exhaustive, can help
policymakers and health and social care
leaders to begin addressing Northern
Ireland’s death literacy gaps:

* As part of a public health approach to
palliative care, the Department of Health
should commission an action plan

for promoting death literacy across
Northern Ireland. This should utilise co-
design/co-production models involving all
stakeholders and sectors with a role to play
in raising awareness and understanding

of issues of death, dying and bereavement
(e.g. workplaces, religious groups,
community organisations, schools etc. —
see international examples on page 14).
Funding should be attached to the action
plan to ensure these stakeholders have

the resources and capacity they need to
play a full role in meeting its objectives.
Development of the action plan would,
ideally, be a dedicated workstream undera
new palliative care strategy for Northern
Ireland.

* Death education programmes should

be included in relevant parts of the school
curriculum in Northern Ireland, as part of a
life-course approach to teaching children
and young people about death, dying and

bereavement. These programmes should
be designed by the Departments of Health
and Education and the Council for the
Curriculum, Examinations and Assessment
(CCEA), following international evidence
and best practice.

* The Department of Health’s new Advance
Care Planning Policy should be finalised
as a priority in the next Assembly mandate,
with any required funding provided in full.

* Modules/courses on promoting death
literacy among patients and their loved
ones should be part of training and
Continuing Professional Development for
relevant health and social care disciplines.
This should include nursing, Allied Health
Professions, social work and more.

* A benchmarking exercise should be
carried out to assess the accessibility and
quality of information materials on core
death literacy issues in every statutory
health and social care setting in Northern
Ireland. Where they are not available
already, information packs covering key
themes — including details on palliative and
end of life care services, the importance of
discussing death and dying with loved ones
and signposting to bereavement support —
should be distributed.

* Further research should be
commissioned to explore death literacy
challenges in Northern Ireland and design
the evidence-based interventions required
to address them. This should include a
specific research focus on if/how public
health interventions can improve death
literacy.

* A representative annual survey should
be carried out to measure progress and
monitor trends on death literacy levels
among the Northern Ireland population.
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Developing death literacy: International examples

Death literacy among young people:
Calvary Health Care Bethlehem schools
project, Australia

In 2015 an immersion programme in
palliative care was developed at Calvary
Health Care Bethlehem, a public hospital
specialising in palliative care and neurology,
for Year 10 students at a girl’s college in
Oakleigh, Australia. The students interviewed
a range of healthcare staff and spent time
with patients. These activities supplied visual
and narrative material for the development
of a DVD resource, which was used as part

of classroom death education sessions. A
project evaluation found that:

* Most participants developed a new or
deeper understanding of death and palliative
care.

» Almost half of the participants described a
decreased fear of death.

* Nearly half of the participants reported
increased feelings of confidence in talking
about death, dying, palliative care, griefand
loss.

* Some described being able to speak for the
first time about end of life issues with family

and friends, while others spoke about being

able to have these conversations more easily
or with greater confidence. ?’

Death literacy through digital resources:
Dying2Learn mass online course

In 2016, clinical and academic palliative care
experts from Australia developed and launched
a global online course aiming to foster
community death conversations and build
awareness of palliative care

and other issues of death and dying. The
course content explored themes including
how care practices for dying people have
changed over time, the role of medicine in
how we die and how society engages with
death. Participants from around the world
accessed videos and articles on these subjects,
completed online activities and interacted
with each othervia discussion boards.

An evaluation of the project found that mean
scores on death competence —which includes
many of the key death knowledge and skills
themes set out in page 4 above — increased
between the beginning and end of the course,
with participants perceiving themselves to be
better prepared to cope with the occurrence of
death in their lives. The course was beneficial
for all participants regardless of whether

they had previously experienced a personal
bereavement. %

iStock
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Chart 4 How comfortable would you feel discussing
the following topics with your family and friends?
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For more information contact:

Craig Harrison
Policy Manager, Marie Curie
Northern Ireland

E: craig.harrison@mariecurie.org.uk

Thank you to everyone who supports us
and makes our work possible. To find out
how we can help or to make a donation,
visit our website mariecurie.org.uk
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