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Abstract

Background: Internationally, participation in advance care planning is low. Whilst a community action approach is advocated, what
the public know and understand about advance care planning is unknown.
Aim: To assess public awareness, knowledge and attitudes towards advance care planning and identify strategies to raise awareness
within a public health framework.
Design: Sequential mixed methods comprising a cross-sectional survey and focus group/interviews.
Setting/participants: A random representative sample of adults from one region of the United Kingdom (n = 1201; response rate
56%) completed a face-to-face survey. Twenty-five participants consented to an additional focus group/interview held in a secure
accessible location or via telephone.
Results: Most participants (78.7%) acknowledged the benefits of advance care planning conversations, however, two thirds did not
want to think about advance care planning or find out more at present. Respondents were reluctant to broach advance care planning
as it was linked to end of life care and funeral plans, and they did not wish to cause distress to their loved one. Respondents trusted
their family to respect their wishes and they considered having an advance care plan in place would be of assistance in the future.
Top-down leadership, normalisation, and increased education were identified as potential approaches to overcome barriers.
Conclusions: Advance care planning was recognised as important despite limited awareness, lack of knowledge and misperceptions.
Whilst a community action approach to enhance understanding and engagement was supported, a ‘one size fits all’ approach will not
work; rather bespoke targeting is required with educational and media messaging aligned.
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What is already known about the topic?
•
•
•

1School

The ethos of advance care planning should be underpinned by a community engagement approach.
Internationally, public engagement in advance care planning remains low, owing to lack of awareness and views of irrelevance prior to a health crisis.
There remains a lack of research on public understanding and attitudes towards advance care planning among the general population.
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What this paper adds?
•
•
•

Less than a third of participants (28.5%) had heard the term ‘advance care planning’ and only 7% had engaged in
advance care planning.
Qualitative interviews revealed that the public are reluctant to broach advance care planning as it was linked to the
death and dying phase which was considered a social taboo to discuss, and they did not wish to cause distress to their
loved one by raising a depressing subject.
Respondents trusted their family members to respect their wishes however they believed having an advance care plan
in place would be of assistance in the future.

Implications for practice, theory or policy
•
•
•
•

By shifting the view of advance care planning as a ‘normal’ conversation to have irrespective of health status, essential
conversations can start earlier and ensure appropriate care reaches everyone who would benefit.
Future interventions should consider the role of the family in increasing advance care planning discussions.
Stereotypical attitudes of advance care planning need to be challenged by offering bespoke communication for different
generations with educational and media messaging aligned.
A consistent message from a trustworthy source, inclusive of the voice of the patient, carer and healthcare professional,
and offering both general and tailored information to the needs of specific groups is advocated.

Background
SARS-CoV-2 (COVID-19) has placed a heightened focus on
the importance of advance care planning worldwide, in
the context of how health can suddenly deteriorate.1–3
Advance care planning is a process that enables adults at
any stage or health status to understand, identify and
share their personal goals, values and preferences regarding future medical care.4,5 It involves ongoing discussions
between patients, proxy decision makers and healthcare
providers. In the UK, advance care plans can be formal
(e.g. advance decisions or assigning a lasting power of
attorney) or informal (advance statements regarding what
the person considers important to their health and care).6
Advocated in policy,3,7,8 the overall goal is to ensure congruence between a person’s values and the care received.
Despite being recognised by patients and families as a difficult topic for discussion,9–11 emerging evidence pre and
during COVID-19 suggests that the public might be willing
to engage in advance care planning conversations.12,13 It
helps to ensure the medical care delivered is consistent to
the person’s wishes/values and preferences, reduces
decision-making burden and helps families prepare for
and cope with bereavement.14
Research on advance care planning has continually
focused on older patients or in the context of a medical
crisis,10,15,16 and evidence suggests uptake is low.17–19
However, there is increasing recognition that advance care
planning should engage the public outside of a medical
setting.20,21 A scoping review of advance care planning
with the public from 2011 to 2020 revealed that while
80%–90% of participants had heard the term, only 10%–
41% had a named proxy or written document.22 Similar
levels of engagement with the public have been reported
across the United States,23 Europe24,25 and the United
Kingdom.26,27 For example, more than 90% of Americans

believed it was important to talk about their wishes with a
loved one however less than 30% had initiated this conversation, believing it was not the right time and not something they felt they needed to worry about at that stage.23
In an attempt to normalise the conversation and increase
public engagement, several social media forums5 and community promotion initiatives have been launched.28,29 Yet
evidence18 suggests comfort levels around these discussions
depend on one’s personal experience with death and dying
as well as their knowledge of advance care planning. There
remains a lack of research on understanding and attitudes
towards advance care planning among the general population. The aim of the study was to examine public awareness,
knowledge and attitudes towards advance care planning
and identify strategies to raise awareness within a public
health framework.

Methods
Design
A two phase, explanatory, sequential mixed-methods
design30 was used, including a cross-sectional survey and
focus groups/interviews with members of the public.
Phase 1 assessed the knowledge, attitudes and behaviours of the public in Northern Ireland regarding advance
care planning, and phase 2 explored these concepts in
depth and identified future strategies for public promotion of advance care planning. GRAMMS reporting guidelines were used to structure the paper (Figure 1).31

Participants
Participants for the survey comprised a random representative sample of adults from the Northern Ireland population aged 18 years and over; selected from a database
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Qualitave
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Integraon

Quantitative Phase

Integration

Qualitative Phase

Integration

Data collection: Cross
sectional survey based on
PaCKS with a stratified sample
across Northern Ireland
Output: Numerical Item
Scores

Data synthesis: Review
literature and phase one
survey to determine
areas for further
investigation
Output: Topic guide for
qualitative phase with
five broad areas of
discussion

Data collection: Conduct
interviews/ focus groups with a
random sample of participants
from phase one
Output: Field notes
Transcripts

Data synthesis:
Merging and interpreting
of evidence by identifying
similarities and
differences
Output: Results,
discussion and conclusions sections

Data Analysis: Descriptive
statistics; Factor Analysis;
Linear regression; t-tests;
ANOVA
Output: Descriptive and
Inferential statistics

Data Analysis: Braun and Clarke,
2006 (Familiarisation, generating
codes, search for themes, review
themes, define and name themes,
produce report)
Output: Coded Text

Figure 1. Research design.
Table 1. Eligibility criteria (phase 2).
Inclusion criteria

Exclusion criteria

Age 18–80
Able to speak and read English
Previously completed NILT survey
Willing to participate and provide
informed consent

Experienced
bereavement within the
last 6 months

of addresses, where interviewers selected one adult at
random for face to face completion of the survey at each
address using the ‘next birthday’ method; Consent was
obtained prior to completion. Following completion of
the survey, participants were asked if they would like to
participate in the second, qualitative phase. Those who
agreed to contribute had their contact information collated (separately to the survey responses). Willing participants were contacted via telephone. Participants who
met the eligibility criteria (Table 1) were sent study information and upon receipt of the consent form, were invited
to take part.

Data collection
Phase 1 data was collected in 2018, as part of the annual,
cross-sectional attitudinal, Northern Ireland Life and Times
survey (NILT) (https://www.ark.ac.uk/nilt/). Eight items relating to participants’ attitudes towards advance care planning
were informed by the EAPC White Paper on advance care
planning32 and were responded to using a five-point Likert

scale. There were a further two yes/no response items on
knowledge of advance care planning, as well as a question
allowing participants to detail with whom they had previously discussed advance care planning (nine options).
Participant’s sociodemographic characteristics (age, gender,
religion, education level, marital status and income) were
collected. Face-to-face interviews were carried out using
computer assisted personal interviewing, and there was a
further self-completion questionnaire which respondents
were asked to complete on a tablet, or on paper.
Participants in phase 1 were provided with the following definition of advance care planning:
‘Advance care planning enables people to define goals and
preferences for future medical treatment and care, to discuss
these goals and preferences with family and health care
providers, and to record and review these preferences if
appropriate.’

In phase 2, data was collected from October 2018 to July
2019 by DM, KC, EB and SMcC (postdoctoral researchers
and/or specialist practitioners). The researcher was not
known to participants prior to the data collection. The
interview schedule was based on the literature and quantitative results, comprising of five broad topic areas surround advance care planning: knowledge; behaviour to
seek knowledge and information; perceived accessibility
of services and future strategies for promoting public
awareness. While focus groups were offered, the majority
of participants wanted to undertake interviews, lasting
40–60 min. Data were collected in a neutral public place,
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the participant’s home or via telephone, and were audio
recorded and field notes taken. The data collection tools
were piloted with academics and NILT data collectors
prior to implementation.

Data analysis
In phase 1, descriptive statistics to summarise demographic factors and the public’s knowledge and attitudes
towards advance care planning were calculated using IBM
SPSS v25.0.
Phase 2 data were stored and managed through NVivo
10 Software. Focus groups/interviews were transcribed,
anonymised and subject to thematic analysis.33 This
involved a six-step process of familiarisation, generating
codes, searching for themes, reviewing themes, defining
and naming themes and producing a report. Themes were
derived by exploring patterns, similarities and differences
within and across the data in relation to participant’s perspectives on advance care planning. Data analysis was done
by two authors (OB and FH) to enhance credibility and
trustworthiness.

Integration
Integration was evident through data transformation
between phase 1 and 2,34 and merging in the results and
discussion.30 The data from phase 1 informed the development of the interview schedule utilised in phase 2, and
the results from both phases were analysed in parallel,
and integrated using data matrix and weaving the thread
techniques, and presented thematically throughout the
results and discussion.

Results
Description of sample
A total of 2161 people were contacted, 1201 of whom completed the survey (response rate 56%), representative of
the demographic profile in Northern Ireland. The participants were aged between 18 and 95 years (mean: 61 years).
The largest proportion of the population, 17.7%, were aged
between 45–54 years. Over half were female (58.3%); most
were white (95.5%) and born in Northern Ireland (84.2%). A
full demographic profile can be found in Table 2.
Twenty-five participants contributed to phase 2. Almost
all participants (96%) were white; 60% were male and 72%
were married or co-habiting. Less than a quarter (24%) were
under 50 years, with the largest proportion of participants
(36%) aged between 61 and 70 years. Almost half (48%)
were retired, and all participants were Christian (Table 3).

Findings from thematic synthesis
Three overarching themes were identified through the
merging and integration of qualitative and quantitative
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Table 2. Participants’ demographics (phase 1).
Category
Gender
Male
Female
Age
18–24
25–34
35–44
45–54
55–64
65–74
75–84
85+
Marital status
Single
Married
Married but separated
Divorced
Widowed
No answer/refused
Description of area lived
Big city
Suburbs/outskirts of big city
Small city or town
Country village
Farm or home in country
Household income
Fallen behind prices
Kept up with prices
Gone up by more than prices
Don’t know
Country of birth
Northern Ireland
England/Scotland/Wales
Republic of Ireland
Elsewhere
Ethnic group
White
Other
Highest qualification
Degree or higher
Diploma or equivalent
GCE A Level or equivalent
GCSE (A–C) or equivalent
GCSE (D–G) or equivalent
No qualifications
No answer/refused
Religion
Catholic
Protestant
No religion
Missing/other religion

n (%)
501 (41.7%)
700 (58.3%)
87 (7.3)
174 (14.6%)
203 (17.1)
210 (17.7%)
189 (15.9)
173 (14.6%)
121 (10.2%)
31 (2.6%)
378 (31.8%)
514 (43.3%)
57 (4.8%)
103 (8.7%)
136 (11.4%)
13 (1.1%)
212 (17.7%)
109 (9.1%)
498 (41.5%)
172 (14.3%)
210 (17.5%)
591 (49.2%)
473 (39.4%)
52 (4.3%)
85 (7.1%)
1011 (84.2%)
72 (6%)
33 (2.7%)
85 (7.1%)
1147 (95.5%)
54 (4.5%)
302 (25.3%)
98 (8.2%)
151 (12.7%)
223 (18.7%)
124 (10.4%)
295 (24.7%)
8 (0.7%)
431 (38.2%)
496 (43.9%)
202 (17.9%)
72 (6%)

data: ‘Advance care planning is a last resort’; ‘It’s inevitable but you don’t talk about it’ and ‘If you’re better
informed, you’ll make a better decision’.
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Table 3. Participants’ demographics (phase 2).
Demographics
Gender
Male
Female
Age
30–40
41–50
51–60
61–70
71+
Not answered
Employment status
Retired
Employed
Unable to work
Self employed

n (%)
15 (60%)
10 (40%)
1 (4%)
5 (20%)
7 (28%)
9 (36%)
1 (4%)
2 (8%)

12 (48%)
8 (32%)
3 (12%)
2 (8%)

Theme 1: Advance care planning is a ‘last
resort’
Nearly one third of survey respondents (28.5%, n = 276)
had heard of the term ‘Advance care planning’ and yet
only 7% (n = 66) had ever engaged in a conversation about
it. Friends/family (60.6%, n = 40), the General Practitioner
(GP) (43.9%, n = 29) and a member of the clergy (31.8%,
n = 21) were most likely approached to discuss the topic
by those who reported that they had engaged in conversations, and in many cases multiple people were
approached. Further qualitative exploration found the
participants were unaware of the term advance care planning, including those with caregiving experience. Many
admitted they were unsure of how best to plan or support
someone through a terminal illness with most viewing
advance care planning as a ‘last resort’ when all treatment had failed. Perceived to be an ‘insurance’, some participants described it as a ‘legal document’, ‘will’ or
‘contingency plan’ intended to act as a buffer against life
events relating to their health. Phase 2 participants noted
advance care planning was focused on funeral wishes and
medical care/treatment options once a terminal illness
had been diagnosed, however, this topic was not considered part of a normal conversation.
Several issues were outlined including a perceived lack
of knowledge and awareness by healthcare professionals
(HCPs) of advance care planning; and a lack of funding and
resources within the health service to facilitate the growing need to promote advance care planning:
‘. . .putting in place, a plan for what sort of care you might
need, different circumstances, different health issues. . . for a
service to be available when needed and be locally accessible
and available quickly. . .’ (PCACPI010)

Demographics
Ethnic origin
White
Black African
Marital status
Married
Separated
Divorced
Cohabiting
Single (never married)
Widow/widower
Other
Religious affiliation
Catholic
Protestant
Other Christian

n (%)
24 (96%)
1 (4%)
15 (60%)
2 (8%)
2 (8%)
3 (12%)
1 (4%)
1 (4%)
1 (4%)
12 (48%)
10 (40%)
3 (12%)

For the few participants who knew about advance care
planning, information was sourced from online platforms,
the media, friends and family, HCPs and religious and
social service providers. All participants would approach a
healthcare professional (GPs, a consultant if under the
care of one, social worker and specialist palliative care
teams) if they needed more information about advance
care planning. ‘Asking google’ was another source of
information, however, participants sometimes worried
about the credibility of online information due to media
reports of false news.

Theme 2: ‘It’s inevitable, but you don’t talk
about it’
Almost two thirds (63.3%, n = 578) of respondents felt
they were in good health and did not want to think
about advance care planning (Table 4). However, when
exploring the impact and role of the family, 81.2%
(n = 732) of respondents felt it would be comforting to
know they had left wishes with their family and 66.6%
(n = 597) felt their wishes would be followed.
Respondents believed advance care planning would not
have a negative impact on the quality of care they
received and 83.6% (n = 751) trusted their family to
make the right decision for their care. All survey
respondents were asked if they would like to find out
more about advance care planning and almost two
thirds who responded (68.3%, n = 607) said no.
Whilst some had started to think about future care,
most found the subject difficult to broach with loved ones
or HCPs. This was because they feared causing ‘upset or
distress’ to their loved ones by speaking about ‘their own
mortality’.
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Table 4. Participants’ responses to items on their attitudes to advance care planning.
Statements

SA

A

N

D

SD

1. I am in good health and do not want to think
about preparing an advance care plan
2. It would comfort me to know I have left
guidance about my wishes for my family (P)
3. I would worry I could not change my mind (N)
4. I trust my family to make the right decisions
for me (P)
5. I cannot change what will happen in the
future and so there is no point in planning (P)
6. It is difficult to know if my wishes will be
respected (N)
7. I worry that if I make plans for my future care
and treatment, doctors would stop treatment
too soon (N)
8. Discussing my wishes would give me a sense
of control (P)

25.4% (232) 37.9% (346) 15.6% (142)

16.3% (149)

3.4% (31)

1.3% (12)

27.1% (244) 54.1% (488) 10.8% (97)

4.4% (40)

0.4% (4)

3.2% (29)

2.2% (20) 16.7% (150) 17.1% (1545) 46.9% (421) 11.1% (100)
36.4% (327) 47.2% (424)
9.8% (88)
3.7% (33)
1.0% (9)

DK

5.9% (53)
1.9% (17)

4.0% (36)

18.3% (164) 21.1% (189)

42.7% (383) 11.0% (99)

2.9% (26)

2.7% (24)

13.5% (121) 14.5% (130)

50.2% (450) 16.4% (147)

2.8% (25)

1.8% (16)

11.9% (107) 17.0% (152)

48.9% (438) 12.5% (112)

7.9% (71)

23.7% (212) 55.0% (493) 11.4% (102)

‘. . .it’s never really talked about . . .like deaths and funerals
– nobody really likes to envisage the end. . . it’s inevitable at
some stage, but you don’t talk about it, it’s not going to
happen, so to speak’. (PCACPI003)

Some acknowledged that introducing the topic of advance
care planning among family and friends could be perceived as an indication of an impending problem:
‘they’d start to think, is there something wrong with you?’
(PCACPI014);

or viewed as depressing:
‘you might be short of friends every time you start talking
about death.’ (PCACPI016).

Respondents in phase 2 felt life was ‘hectic’ and ‘busy’ and
reported the stereotypical view that advance care planning was for those who were older or for when a ‘health
crisis is looming’. Generational differences were also
noted, with a belief that older people may be more able
to acknowledge their mortality, whilst younger generations felt it wouldn’t ‘affect them’. There was a recognition that such attitudes can be challenging, and
participants suggested a more tailored educational
approach should be offered for different generations.
‘once you get to my age (67 years), or getting into your later
life, you start to think of things like that (advance care
planning), whereas . . .younger people are not really going to
be interested’ (PCACPI008).

Several participants further reported how their cultural
beliefs would influence when, how and who they would
approach to discuss advance care planning. However,

5.9% (53)

0.6% (5)

3.5% (31)

respondents believed that if they didn’t think about their
own mortality, ‘it’s almost superstition, it won’t happen’.
Participants also acknowledged that having a shared
experience (being directly affected) often facilitated
discussions:
‘whenever the people that you know are going through that
process, then the terminology is used loosely, because you’re
in that circle’ (PCACPFG002).

Theme 3: ‘If you’re better informed, you’ll
make a better decision’
Whilst advance care planning was viewed as an ‘individual responsibility’, participants noted the need for government leadership to aid its implementation into
everyday life. It was noted that integrating advance care
planning into existing events such as applying for life
insurance schemes could stimulate family discussions on
the subject. Yet, participants recognised a dearth of
standardised lay information hampered public engagement. They recommended that information should be
tailored to convey positivity such as the concept of a ‘a
good death’ and dying in a ‘good way’, and broached
with everyone, irrespective of their age or health status.
Participants added that disseminating such information
could be done through various platforms such as information in GP surgeries, libraries, posting leaflets and
regionally incorporating media platforms (e.g. TV, radio,
newspapers and billboards). There was some discussion
about the benefit of using social media platforms and
weaving the topics into soap storylines, as a way of gearing people’s mind-set towards advance care planning
and stimulate discussions that will ultimately sensitise
people:
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‘If you’re better informed, you’ll be able to make a better
decision’; whilst another said, ‘it would have to be a wider
thing, it’s about getting information and also [getting] it in a
way that [people] understand’.

Normalising the conversation as part of everyday language was key for several participants. There was a sense
that introducing these conversations informally within
families and amongst peers (e.g. in church or social
groups) was the best way to break down existing barriers
and ‘taboo’ surrounding death. They suggested including
advance care planning information within the school curriculum as a way of normalising these conversations:
‘. . .people should be taught about advance care planning at
school. You’re thinking about advance care planning and it’s
part of the curriculum and lessons, so that when your mum or
dad come to have something, you’ve got an awareness
instead of it just hitting you like a brick wall and when you
come to have your care, your children will be able to support
you . . .’ (PCACPI002).

Discussion
Main findings
Most participants had not heard the term advance care
planning, did not participate in discussions, and did not
want to find out more about the topic. Almost two thirds
(63.3%, n = 578) of survey respondents felt they were in
good health and did not want to think about advance care
planning, mirroring international and national literature
regarding awareness35,36 and uptake.23–27 Of those who
had heard the term, common misperceptions persisted:
(1) focus only on medical care and treatment options, (2)
only applicable at the end of life and (3) only as a ‘last
resort’ when all treatment had failed. The ambivalence of
participants, and feelings of ‘not being ready’ to engage in
advance care planning discussions, mirrors the research
base.11 However, a review of communication about care
goals found that absent, delayed or inadequate communication about end-of-life preferences is associated with
poor quality of life and anxiety, family distress, prolongation of the dying process, undesired hospitalizations,
patient mistrust of the health care system, physician burnout and high costs.37 By waiting until a medical emergency
arises, the emotive context of such conversation is raised,
which may impact on the clinical, legal and professional
ethical decisions made.38 In addition, advance care planning at this late stage hinders upstreaming and normalisation of the early conversations advocated in public health
policy.8 Therefore, increasing awareness and understanding, both among the wider public and health and social
care professionals, is crucial. Efforts should be made to
integrate advance care planning into bigger public health
campaigns on healthy ageing as part of everyday conversations, including funding and resource planning.
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Misconceptions have been attributed to lack of public
education,5,39 lack of exposure to the topic and personal
experience of family and friends at the end of life discussing resuscitation, treatment and symptom control.40 As a
result of these misconceptions, advance care planning is
viewed medically and associated with end of life care and
may explain why the majority of participants did not want
to receive more information. The combination of these
factors: (1) impact on viewing advance care planning
holistically; (2) may result in less engagement as its not
perceived to be relevant and (3) results in non-medical
aspects of care not being adequately addressed. To
address key misperceptions requires agreement on the
key components of the message, shared terminology and
consistency in delivery.
Qualitative data from this study revealed that
although people acknowledged the benefits of advance
care planning, they recommended the need to introduce
this at an earlier stage through schools and colleges.
Doing so may help to educate and dismantle the cultural
taboos and superstitions around death and dying as
reported in this study and others.8 Evidence suggests
that young and old are willing to hold such conversations,41 but require a platform through which such conversations can occur. In this study, participants identified
opportunities to provide thinking space and facilitate
conversations outside of an end of life situation. For
example, integrating advance care planning into life
insurance policy, story lines in television programme and
informal sessions in local community groups. These
approaches have already shown some successes.5,20,28,42
The pandemic may also offer such a platform and space
to create acceptable reasons for the public to discuss
future care.13 Exemplars of good practice illustrating
how community support can be developed and maintained should be developed and provided.
A key theme coming throughout the qualitative data
was the need to have a trigger in terms of participating
but also the role and importance of family members.
Whilst 72% of respondents in the survey were married or
cohabitating the influence of this on the respondent’s
engagement or attitude to advance care was not reported,
despite research indicating that family opinions have been
found to be highly influential on the willingness to engage
in palliative care and advance care planning discussions.43,44 The respondents noted that they would trust
their family members to respect their wishes and that
they considered that having an advance care plan in place
would be of assistance in the future. However, many family caregivers perceive the initiation of conversations
about death and dying as burdensome, partly because
they lack accurate knowledge and partly because they are
unsure how much their loved one wanted to be involved
or expects them to be involved.45 Therefore, further
research should consider a focus on the role of the family
and provide them with the knowledge and skills to initi-
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ate, and support a loved one through, advance care planning discussions.

Strengths and weaknesses
Utilising a mixed methods approach helped to contribute
to a broader understanding of the publics views however
this was with a small convenience sample and hence bias
may be introduced. In addition, due to ethical considerations given to the qualitative data collection, we excluded
people who had been recently bereaved, therefore, this
may have skewed results as the recently bereaved may
have had a different perspective. Data were collected prior
to the outbreak of the pandemic; therefore, it is possible
that attitudes may have changed in terms of willingness to
seek out more information or discuss advance care planning. Three researchers from different backgrounds and
specialties were involved in data collection, and data analysis was completed by two independent researchers and
reviewed by a team member separate from the data collection process to ensure rigour. Phase 2 participants had all
participated in phase 1 where a definition of ACP was provided. Although there was a time delay between participation in phases 1 and 2, the impact of this definition on their
understanding was not explored in depth.

What this study adds
This study provides empirical evidence on the knowledge
and attitudes of one region of the United Kingdom public’s awareness regarding advance care planning and offers
strategic direction to increase awareness and engagement through education within a public health campaign.
Despite being advocated in policy3,7,8 and embedded in
initiatives worldwide, the public are still largely unaware
of the term ‘advance care planning’ and what it means,
and have a reluctance to engage in discussions, associating it with death and the very end of life. Family members
play a key role in influencing attitudes and engagement
with advance care planning and should be central in
future interventions to increase participation.
By shifting the view of advance care planning as a ‘normal’ conversation to have irrespective of health status,
essential conversations can start earlier and ensure appropriate care reaches everyone who would benefit. A community action approach to enhance understanding and
engagement is supported, however, a ‘one size fits all’
approach will not work; rather bespoke targeting is
required with educational and media messaging aligned.
There is a need for public health campaigns to recognise
the disparity in what palliative care is seen to offer (end of
life care), and move forward by raising awareness, removing misconceptions and increasing openness to holistic
palliative care. A consistent message from a trustworthy
source, inclusive of the voice of the patient, carer and

Palliative Medicine 00(0)
healthcare professional, and offering both general and
tailored information to the needs of specific groups is
advocated. Although the results from this study indicate
that most people were not interested in seeking out further information, a global shift in mindset resulting from
COVID-19 may create a platform upon which to start
conversations.
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