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Abstract

Background Advance Care Planning (ACP) helps people discuss personal values, goals and priorities regarding future
care with family and professionals. It can support care coordination and guide decision-making as health deterio-
rates. However, uptake remains low internationally. Poor communication and information due to Covid-19 pressures
exacerbated public and professional criticism and concerns. Recent recommendations highlight the importance

of understanding and addressing public perceptions about ACP combined with person-centred approaches to ACP
conversations.

Objectives To explore public perceptions of ACP to inform increased public engagement and empowerment.

Methods Joanna Briggs Institute methodology was applied in a rapid scoping review. Three databases (Embase,
MEDLINE, APA Psyclnfo) were searched for English language reviews and primary or secondary research studies

from 2015 to 2021. Following title and abstract review, two researchers screened full-text articles and performed data
extraction independently using Covidence. Charted data were analysed for themes and subthemes starting with two
recent published reviews. Emerging findings were added and data synthesis reviewed by the research team, includ-
ing public-patient representatives, to achieve consensus.

Results Of 336 studies, 20 included reviews and research papers represented diverse public views, situations

and contexts. Studies found poor public knowledge of ACP and widespread perceptions of confusing or accessible
information. Multiple reports described little personal relevance, perceived risks of emotional distress, fears, mistrust
and misconceptions about the purpose and scope of ACP. Studies identified public concerns stemming from reluc-
tance to discuss death and dying despite this being just one aspect of ACP. Research with minority communities
and marginalised groups found intensified concerns. Some studies cited people who valued maintaining autonomy
by expressing their goals and preferences.

Conclusions Studies reviewed found many members of the public had negative or unclear perceptions of ACP.
Improved knowledge and understanding appeared to influence perceptions of ACP but were not considered suf-
ficient to change behaviours. The research provided valuable insights from members of the public that could inform
current professional and societal debates about the future of ACP. Findings point to a need for novel approaches

to ACP public information and involvement whilst bearing in mind societal norms, diverse cultures and contexts.
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Background

Advance care planning (ACP) supports people of all ages
with serious illnesses, deteriorating health from one or
more long term condition or frailty in older age to think
ahead and plan for what might happen [1]. Conversations
between people and their clinicians or other care staff
are central to ACP and often involve those close to the
person [1, 2]. Talking about goals and values helps peo-
ple prepare for decision making in the future. Preferences
and recommendations for treatment and care can then
be documented, shared and reviewed, as appropriate
[3]. Assessment of ACP processes and outcomes evalu-
ation are complex, but it is clear that uptake remains
low despite evidence of benefits [4]. In the UK, Covid-
19 placed extraordinary demands on healthcare services
leading to prioritisation of aspects of ACP relating to
hospital admission and cardiopulmonary resuscitation.
However, some care planning practices led to public com-
plaints, professional concerns and reduced support for
ACP due to impersonal processes, insensitive communi-
cation, and poor public engagement [5-8]. Advance care
planning continues to evolve internationally with calls for
a broader approach that is more relevant and meaningful
for people, families and wider society [9]. ACP processes
should not over-emphasise documentation of end-of-
life wishes that may evolve over time but rather accept
inherent uncertainties around dying. Effective public
engagement with ACP depends on understanding how
people from diverse communities view planning ahead
for changes in their health, and what information and
support would be of most help to them [2].

Current debates around future directions for ACP in
the USA and internationally concentrate on professional
and policy perspectives [10]. Although ACP research
includes patient and public perceptions, more attention
needs to be paid to them in future ACP developments.
Two recent reviews from 2020 provided valuable data
which help explain some aspects of public perceptions
of ACP. Grant et al.,, evaluated ACP alongside public
views of hospice and palliative care, but their review was
limited to studies from the USA and mostly comprised
population based surveys [11]. Selman et al., conducted
a rapid review of ACP evidence up to July 2020 which
encompassed early Covid-19 articles [7]. Their compre-
hensive appraisal focused on wider aspects of ACP; indi-
vidual, interpersonal, service provider, and system. We
therefore designed a rapid scoping review on public per-
ceptions of ACP. We defined ACP broadly as any type of
future care planning for people with advanced illnesses,
building on these two relevant reviews and including
more recent articles. Our rapid scoping review aimed
to synthesise peer reviewed literature that focused pri-
marily on public perceptions of ACP with the research
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question: “What is the evidence to describe how mem-
bers of the public perceive ACP that could inform wider
public engagement and development of care planning for
the future?”.

Methods

A rapid scoping review is suitable for the description
of existing literature on the topic of public perceptions
about advance care planning and identify the extent of
existing research evidence [12]. In a complex, multidi-
mensional area of study like ACP, a scoping review facili-
tates the description of diverse published literature and
can enhance understanding of multiple facets of public
perceptions about ACP [13]. The review followed the
Joanna Briggs Institute methodology for rapid scoping
reviews based on a framework by Arksey and O’Malley
with additional recommendations from Levac et al [13—
15]. This ensured transparency and rigor in a process
designed to provide a focused overview of evidence on
public perceptions of ACP in the UK and internationally.

Search strategy

A protocol for the search strategy and its conduct was
drawn up by a project researcher (AC) in conjunc-
tion with an information specialist (MD) and piloted in
January 2021. Following review by the project lead and
other researcher (KB, BM) the protocol was revised.
The revised search was run 16 June 2021 by a project
researcher (AC).

We used the OVID platform to search Embase, MED-
LINE, and APA PsycInfo. As this was a rapid scop-
ing review, studies were limited to those written in the
English language due to time constraints and a lack of
translation resources. We chose 1% January 2016 to the
present (at the time of the search) to enable us to focus
on recent studies. Inclusion and exclusion criteria are
shown in Table 1.

The information specialist (MD) recommended a
search strategy based on key words and inclusion of
two additional text terms (hospice, palliative) alongside
advance care planning. Anticipatory care planning is the
preferred term in Scotland so was included in the search
terms. Search terms were developed in line with the PCC
framework (Population, Concept, Context) [13]. Concept
terms searched were: advance care or anticipatory care or
hospice or palliative. Context and Population terms were
combined and defined as: public awareness or public per-
ception or public opinion or social marketing. Studies
could come from any country or care setting including
home, care home, hospice or hospital. The search strat-
egy, as performed on OVID, is presented in Fig. 1.

Search results were uploaded to Covidence by a pro-
ject researcher (AC): an online platform that supports



Canny et al. BMC Palliative Care (2023) 22:107

Page 3 of 15

Table 1 Rapid scoping review public perceptions of ACP—inclusion and exclusion criteria

Inclusion criteria

Exclusion criteria

Articles of primary or secondary research focusing on public perceptions °
of advance care planning ® in any care setting

Qualitative, quantitative or mixed methods primary or secondary research
in English that included public perceptions or experiences of ACP

Trials, implementation studies, evaluations or audits of ACP if an element
of that consisted of public perceptions of ACP prior to the intervention

Reviews of ACP if part of the review synthesised public perceptions of ACP

Studies only reporting professional perspectives

Papers in a language other than English (as there were no resources
for translation)

Opinion papers, editorials, discussions and other non-research pieces.
Conference papers, posters and abstracts. Research study protocols

Research into ACP and ACP implementation studies focused solely
on intervention outcomes

@ Perceptions encompassed knowledge, understanding, beliefs, attitudes, and opinions about ACP

b ACP defined as any type of future care planning for people with any advanced progressive illness

systematic data handling for literature reviews. [16] After
checking and removal of duplicates, two researchers (AC,
BM) conducted independent screening of article titles
and abstracts then full text review before data extrac-
tion of relevant studies from the search results. Areas
of conflict were resolved through discussions in online
meetings (BM, AC). Members of the research team and
project steering group were asked to suggest relevant, key
articles published or in press through to June 2021. These
were checked against the results and added if missing
from the searches.

Study selection process

Two researchers (AC, BM) read all the full text arti-
cles and agreed final selections guided by the inclu-
sion and exclusion criteria (Table 1) and supported by a
third-party reviewer (KB). Search results are shown in
Fig. 2 in line with PRISMA-ScR guidelines [17-19]. One
researcher (AC) extracted data from the included stud-
ies to an Excel spreadsheet that collated information on
year of publication, study title, authors, country of ori-
gin and study design/methodology/population. This was
reviewed by the second researcher (BM) and conflicts
resolved through online-meetings. (Tables 2 and 3).

Data analysis

We employed a simplified form of inductive coding to
identify patterns in the data and aid interpretation [36].
After collating article details and content, reported
themes and subthemes were categorised by the research-
ers (AC, BM) starting with findings from the two key
review papers used to inform this study before moving
on to the other review papers and finally each primary
study. From these data, we generated domains covering
key aspects of published research into public percep-
tions of advance care planning. Themes and domains
were developed by a project researcher (AC) in the first
instance before being reviewed by the full research team
including our three Patient and Public Involvement

(PPI) representatives, who are members of the public
with a wide range of experiences as patients, carers and
advocates.

Results

Titles and abstracts of 336 articles (after removal of 402
duplicates) were screened. From these, 60 articles were
included for full text review. After full text review, 40
records were excluded as they failed to meet the inclu-
sion criteria (7 =238) or had been included in either of the
2020 scoping reviews (n=2) (Fig. 2 — PRISMA diagram).
Under 5% of articles required collective decision making.
All the papers suggested by experts from the research
team and steering group that met the inclusion criteria
were present in the database searches.

A total of 20 studies met our inclusion criteria. They
consisted of 9 reviews: systematic review (n=6), rapid
review (n=2) and scoping review (n=1), primary studies
(n=10), and secondary data analysis (#=1). The eleven
primary and secondary studies encompassed more
than 9,400 participants. Studies originated from Europe
(n=9), North America (n=6), Australasia (#=3) and
Asia (n=2). Studies represented a combination of quali-
tative, quantitative and mixed-methods designs. They
included exploration of ACP viewpoints from disease
specific cohorts, ethnic minority populations, and vul-
nerable groups. The included studies are listed in Tables 2
(reviews) and 3 (primary and secondary research).

Findings of this rapid review are grouped into four
domains: knowledge and engagement; fear, mistrust, and
avoidance; misconceptions and misinformation; and pub-
lic expectations of healthcare practitioners. See Tables 4
(reviews) and 5 (primary and secondary research) for a
summary of key findings from the two sets of studies.

Knowledge and engagement

Knowledge of ACP was described as low in all the
review studies with authors reporting this as a key
contributing factor behind poor uptake of ACP.
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Databases searched
Embase <1980 to present>

Ovid MEDLINE(R) and In-Process, In-Data-Review & Other Non-Indexed Citations <1946 to present>

APA PsyclInfo <1806 to present>

Search terms and limiters

1 (advance care or anticipatory care or hospice or palliative).mp. [mp=ti, ab, hw, tn, ot, dm,
mf, dv, kf, fx, dq, bt, nm, ox, px, rx, ui, sy, ux, mx, tc, id, tm]

2 (public awareness or public perception or social marketing or public opinion).mp. [mp=ti, ab,
hw, tn, ot, dm, mf, dv, kf, fx, dg, bt, nm, ox, px, rx, ui, sy, ux, mx, tc, id, tm]

3 Dates 1/1/2016 to present (16/06/2021)

Fields searched - key

When searching three databases combined, the default “Multipurpose” (.mp) search fields of all
databases were combined and used.

e Ti=title

e Ab=abstract

e Hw=Subject heading word

e tn=Drug Trade Name

e ot=original title

e dm= Device Manufacturer

e mf= Drug Manufacturer

e dv=Device Trade Name

o kf=keyword heading word

o fx=floating sub-heading word

e dg=Candidate Term Word

e bt=book title

e nm=name of substance word

e ox=0rganism Supplementary Concept Word
e Px=Protocol Supplementary Concept Word
e Rx=Rare Disease Supplementary Concept Word
e Ui= Unique Identifier

e Sy=Synonyms

e Ux= Population Supplementary Concept Word
e Mx=Anatomy Supplementary Concept Word
e Tc=Title Comment

e |d=Article Identifier

e Tm= Test & Measures
Fig. 1 Ovid search details
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[ Identification of studies via databases and other methods ]

Fig. 2 PRISMA 2020 flow diagram

Participants in many of the primary research pro-
jects were unaware of ACP before participating in the
research study with cited quotations such as Tve never
heard of them’ or I didn’t know it existed’ and “Where
does the man in the street get this information from?
A lot of people go through life and have never heard of
it! [25]. Dixon et al.reported inequitable access to pal-
liative care services and opportunities for care planning
among travelling communities and a lack of knowledge
of what services were available [24]. Additionally, Jer-
wood et al.examined views and experiences of patients
and carers with severe mental illness and incurable
physical conditions; they found that all participants
highlighted their own lack of knowledge of available
services; Actually, I don’t know what support is out
there, it would be helpful for us to know, you know, what
we can do is ... even if it isn’t for now, so we know when
we do need it. [34]. Even with good knowledge, engage-
ment with ACP may be poor. Grant et al. found four
studies in their review reporting high public awareness
of ACP where 80-90% of people were informed but just
23-32% had started an ACP process. Familiarity with

Records removed before screening:

Duplicate records removed by literature review
management system (Covidence) (n = 463)
Records marked as ineligible by automation
tools (n = 0)

Manually added records removed as duplicates
(n=11)

)
5
= Records identified from
ki) databases (n = 1,028) >
’.é Records added manually (n = 30)
[}
=
—
m |
Records screened by title and —>
abstract (n = 584)
o
c
£ l
@
e
1]
]
—_—
Reports assessed for eligibility
(n =60)
— l
Primary and secondary data
E analysis studies (n = 11)
S
© Systematic, scoping and rapid
c . o
= review studies (n = 9)

Records excluded (n = 524)

Reports excluded: (n = 40)

Reason 1: Not ACP focused (n = 15)

Reason 2: Not public perceptions (n = 12)
Reason 3: Conference paper (n = 7)

Reason 4: Ineligible study design (n = 2)
Reason 5: Discussion paper (n = 1)

Reason 6: Conference poster abstract (n = 1)
Reason 7: Included in Selman and/or Grant
reviews (n = 2)

ACP concepts did not necessarily translate into active
participation in ACP [11].

Several studies reported that increased knowledge
and engagement with ACP was associated with older
age, white ethnicity, female gender, a higher educa-
tional level and income, and being a healthcare pro-
fessional [2, 26, 30]. Lack of easily accessible and
straightforward information seemed to exacerbate
poor knowledge and understanding and limited peo-
ple’s ability to engage with ACP. This was evident in
findings from an Australian interview study; “The
complexity of the form is likely to be a significant fac-
tor in preventing people from completing the formal
process, particularly as support with the process is lim-
ited or difficult to access! [25]. Having found evidence
of inequities of access to ACP among informants,
Selman et al.recommended provision of informa-
tion and resources in other formats to help support
informed decision-making about future care [7].
‘Video decisions aids and video and web-based ACP
resources are particularly valuable. An important ben-
efit is that these kinds of resources are effective among
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Systematic, scoping and rapid reviews

Date published Study title Authors

Country of origin Design/study population

2015 February 13 Barriers to advance care planning
at the end of life: An explanatory
systematic review of implementa-

tion studies [20].

Overview of systematic reviews
of advance care planning: Sum-
mary of evidence and global
lessons [2].

2018 May 18

2018 June 29 Advance care planning: A system-
atic review about experiences
of patients with a life-threatening

or life-limiting illness [4].

2018 September 18
with chronic respiratory diseases: ~ Heide A
A systematic review of preferences

and practices [21].

2020 March 10 Advance care planning for people
living with dementia: An umbrella
review of effectiveness and experi-

ences [22].

Lynch J, etal

2020 May 18 Public perceptions of advance care
planning, palliative care, and hos-

pice: A scoping review [11].

2020 August 18 What enables or hinders people
in the community to make etal
or update advance care plans

in the context of Covid-19,

and how can those working

in health and social care best sup-

port this process? [7].

Lund S, Richardson A, May C UK

Jimenez G, Tan WS, Virk AK, et al

Zwakman M, Jabbarian LJ, van

Delden JJM et al

Advance care planning for patients Jabbarian LJ, Zwakman M, van der

Wendrich-van Dael A, Bunn F,

Grant MS, Back AL, Dettmar NS USA

Selman L, Lapwood S, Jones N, UK

Explanatory systematic review

Singapore/UK Overview of systematic reviews

Netherlands Systematic review

Netherlands Systematic review

Belgium/UK Evidence synthesis including sys-

tematic reviews and primary studies

Scoping review encompassing
over 9,800 study participants

Rapid review synthesis

2020 September 21 Identifying barriers and facilita- Macleod A, Nair D, llbahar E, etal  Australia Rapid literature review
tors to implementing advance
care planning in prisons: A rapid
literature review [23].
2021 February 3 Gypsy, Traveller and Roma Dixon KC, Ferris R, Kuhn |, et al UK Systematic review and thematic

experiences, views and needs
in palliative and end of life care:
A systematic literature review
and narrative synthesis [24].

analysis

people with limited English proficiency, poor health
literacy or from otherwise disadvantaged groups. Use
written resources and ACP forms which are under-
standable, acceptable, sensitive, honest, and reliably
capture patient wishes. [7].

One Canadian study found that although many par-
ticipants reported having little knowledge of the term
ACP, a substantial proportion were doing a form of
ACP by having conversations or making decisions with
their family and friends rather than with their doc-
tor [26]. In their review, Selman et al.supported these
inferences that some people preferred informal discus-
sions with family members [7].

Fear, mistrust, and avoidance

In the studies reviewed, researchers frequently identi-
fied fear, mistrust and avoidance as key factors behind a
lack of engagement with ACP. McLennan et al., reported
that patients feared they would be ‘tempting fate’ if they
became more open to ACP conversations [22]. Other
studies highlighted the finding that by recording an ACP,
people thought they would lose their autonomy and inde-
pendence. A commonly reported concern for many of
the study participants related to mistrust of ‘what some-
one might do’. [23, 25]. Several studies found that people
believed their expressed preferences and wishes would
not be carried out irrespective of having a documented



Page 7 of 15

(2023) 22:107

Canny et al. BMC Palliative Care

(102’1 =u) ubisap
SpoyIaw-paxiu [ejpuanbas ‘A1ojeue|dxs ‘aseyd oml y

(8= U) SM3IAJSIUI PRINIDNIIS-IUIDS ‘DARY[END

(1 1€ =u) AuUNWwwod YyIs ‘AaAIng

(005’ =) ApN1S [BUONDS-550.2 ‘SPIM-UOIBU PaYIIRIS
(018=U) ApNs [BUONDSS-5SOID BMS-NIA

(P05’ =u) e18p paLiodal
-§|95 aAIBIUSSAIdaI A|[eUOIRU JO SISAjeue e1ep A1lepuodas

(61 =U) 'sianibaled Ajiwey JIay) pue
24n|Ie) 1B3Y YIIM SYNPEe J9P|0 JO APNIs aAlRHeND

(09=u) ‘Apn1s aAnduDSIP aAleUEND
(L6 =udygnd auyp jo

SIDQUIBW ‘09¢ =U '$3sInu /510100(J) "9|doad Jap|o pue
SIDIOM B1EDY1[EY JO SMBIA UaM1S] APnis aAneledwoD)

(€251 =u) |od uoluido auluo

(9z =u) smaiaiul uedipiued yidsp-ul ‘Apnis aanelenD

AN

AN

AN

3.0

epeued)

VSN

epeue)

VSN

eljjelsny

epeued

eljensny

[ 19 ‘0 S3pIWIeg | 191LIS ‘S SPIIB P

232 'Q J23SIWIYJ ‘D PIeA ‘[ POOMIS[

SV ‘epuet

2237 10UD "} UeH 'AS 94y

[B19 |\ UDAB[S 'y U] ') pIeuIdg

S USIM-YD0M " INYD S 1963l

[e 32 g unysdn ‘S e T w
|e 19 v 1pJebunig
YS uepior ‘H wn

[219 'S Webnwiueys ‘J SIMaT ‘N _UOPIRD

|2 39 "D J9|Ae] 7 ASAURH VY BIISXIS]

213 ‘O Aleq ‘Hr Appog ‘IA UeuuS TN

‘[S€] Apnis spoyiaud paxiud [elnusnbas v
:bujuueld a1ed 3dueApe spiemol

sapninie pue abpasjmouy d1jgngd ;usddey 3uom
1111 INOGE YUIY1 LUOP | 4] :UONISISANS 1SOW(e S 3],

re] ssed 8y Jo

pua pue aAeljjed UO SUOIIPUOD [edIsAyd ajgeindul pue
SSOU|! [PIUSU 249ASS UM SI121eD pue siusied Jo
S9DURAXD puR SMIIA 9y oeg dals LUop ‘Ul ued

[€€] (ANUNWWIOD YYIS Igefund ayl ulyum
Buluueld a1ed aoueApe Jo uoluldo d1jgnd ay3 st 1eypn

‘[2€] s)Npe uealoy Ul Y1eap poob e piemoy
SOPNIINL PUB ‘UOIIBWIOUI JO S9DINOS ‘218D dAfe]||ed
A|1ea 35N 01 UOIIUIUI 3Y} USMIS] SUOIIRIDOSSY

‘[1€] @on2eid Ajiwey ul buluued
218D 9DUPAPE 0} SJalleq paniodal-1usned bunojdxg

‘[0€] A9AINS [eUONEU B WO
sybisul :synpe Buouwle a4ed dAlel|jed Inoge suon
-0d3a5U0D5IW UOWWIOD PUE SSAUSIBME JO DB

‘[62] Apn1s aAneljenb v :SI1aAIbaIeD Ajiwie) pue
S)NpPe Jap|0 JO dAID3dSISd SY3 WOL) UOReDIUNWILIOD
3JI|-Jo-pus Jo sabuajjeyd ,suaddey ‘suaddey sansreypn,

'[87] s9AIDadsIad Jaulied a1ed pue Juslied :95easig
suosupiied Ul buiuueld s1ed adueApe buiulel

"[£7] SA9AINS [BUOIID3S-SSOID dARRIIUBND DIjgnd 243 JO
SISQUISW PUB SISPIAOID 218D-U1 B3y USaMISq
Spaau ajl|-Jo-pus Jo suoidaniad uo adULUOSSI

‘[97] jod uoluido suljuo ue woij sbuipulq

(Buiuue|d a1ed PadURAPE JO YUIYL SUBIPRURD) OP JBYAN
‘[¢q] buluueld

218D 9DUPAPE Ul $2111UN1I0ddO pue SISLUeG UO S9AL
-d>adsiad Aunwwo) |01auod Bupyey Jo Buiysinbuiiay

/1 ke 120t

61 Y21BN 1C0C

61 J9qWSAON 0C0C

€0 Jaquia1das 0707

ST Ke 020T

0l Y218\ 0C0C

(1 19qui=2=Q610¢

8 ke 610¢

¥z Alenuer 6107

0 1240120 §10¢

LOaunf §10¢

uone|ndod Apnis/ubisaq

uibuo jo L13uno)

sioyiny

apn Apmis

paysiiqnd aeq

salpnis sisjeue ejep A1epuodas pue Alewild

salpnis sisAjeue elep Alepuodas pue Alewd | | Jo MaIAIBAQ € d]qeL



Page 8 of 15

(2023) 22:107

Canny et al. BMC Palliative Care

e11USWSP JO S9HR1S 9dUPAPE 91 Ul A|[e12adsa ¢V JO SIS|GRUS Se S1auoil

-noeJd a1edy1jeay/siaied/siagquisul Ajiwel/siusiied usamiag sdiysuolreas bunsniy pauodal osje
Jaded ay] "92e|d 4001 SUONESISAUOD ¢V JSUISUM Ul [EIUSUINIISUI SI9M SIIWIRUAD A|iude) 9A1L
-150d '$59201d DV Y1 JO 2IBMBUN U3LO I9M OUM SI21BD/SI9GUISW A|IUIB) JUBIDN[DI 240U

11941 UrYL 4DV BUISSNISID Ul PISSaIISIP SSO| 919M BIUSWSP UM 3|d03d 'SUOISIDIP 9xeud pue
puelsIsapuUN 03 A1l|Ige SARIUDOD Judited pue SUOMIESISAUOD ¢DV JO Bulwil 8y Usam1ag aduejeq e
BuIpuy JO SUI9OUOD Jaied paliodal SaIpNIs AJewld pue SMaIASI J11BWSISAS JO SISSYIUAS SIY |

pa3usWIN0p 3q 03 S|eob paduenu

2J0W MOJ|B UDIYM S|[IM BUIAI/SQDY PUR SWIOJ (JUSWIRI| BululrISNG-3)17 10} SISPIQ URIDISAY)
1570d U99M1G UOISNJUOD PapN|Dul SUOIIASIUODSIA "SIUSWNDOP pasiielou bulinbal suonenbal
A10IN1eIS AQ Po1RgI9IEXD SEM DDIAIDS SIY3 JO 93 1dn Ul ¥oe| 3yl pa1sabbns 1odas ay | 'saysim
11941 MOJ|04 01 SWIR1SAS Y1jeay 1snJy 1ou pip buiroiddesip a1em oym asoy ] "yi1eap jusiied e jaye
SUOEDI|dWOD P1RIDOSSe PUB BUIRW-UOISIDIP 21NIN JO USPING Y1 LIOI) SUO PIAO| JIYd
109101d 0} PaYSIM dDV JO S1USUOOI "DANDUIP USNLIM B Pa1a|dUIOd pey 97E—E7 pue Jayewl
uoIsIapP Axoid a1edyijeay e paweu buiaey paniodal 941 4-9%01 AJUO ING 4DV JO SIeME IaM
syuedidiued JO 9506—08 4O [PI01 V DV 104 Bupiel-uoilDe MO INg ssauaieme ybiy punoy

podas ay] sauedpinied 008’6 < Bulsseduodud S3IPNIS 7| PaPN|PUl M3l Buidods siy|

yieap BuIssndsIp 01

95ueIdNRI B Ul AJejndiled paluswndop S49M SUBIDIUID puUe sjusiied Usamiag 1SSy 'san
-lUNWWOD AYIOUIW UIYIM dDY dn a3l 10 SSNS|p 03 ssaubul|jim ) paduan|jul S1010e) palejal
-31N3|ND) "$92IN0S3I DY 01 559208 10edWl A[SSISAPE PINOM PLIOM 6 |-PIA0D) 150d B 1ey) paAal|aq
AUBA| 'UOIIBIUSUINDOP [BLUIO UBY] SUOISSNISIP AjIUUe) [PLLIOjUl Pallajaid 3|el 01 Apeas a1am oym
950U JUPAS|SMI SEM ¢DY BUIASIISG ‘B4BD 31| JO PUS SSNDSIP 01 JUBIDN|SI I9M PUE U1eSp PIBMO)
suonows aAnebau pey Auepy ‘sdiysuolie|al [euosiadiaiul uo papusdsp ysnw ybnoyye
SUOISSNISIP dDY S1PI1IUI 01 SdD PR123dXa S1USlled S|00) 01 SS90 JO 38| paAldiad e pue
A2eJ331| Y3jeay Jood pey awos ddy Inoge abpajmous payoe| syuaiied punoy maiaal pides siy|

UMOUY 2J19M saduaIaja1d 119yl 1ey)

J31]21 JO 35UDS B passaidxa sas5920.1d DY Ul 26eBUS pIP OYM 350 SUOIPSISAUOD dDY Ul
abebus 01 ssaubulj|IM 11341 PRDUSNUI SUISOUOD 959y JO abrIUBAPE Uy el Bulaq JO YSu 18 pue
Sa1ewul pue JJels uosiid Ag a|gesau|nA Jo seam pamala Bulag Jo Jeaj Joj dDJy 03 HWWIOD 0}
1UBIDN|2I OS|e 2IaM SIBUOSLI4 "PJIoUbl 90 PINOM SaYSIM DY J1ayl Bulalediad Auew 01 pa| sy
'SI90LJO [BUONID1I0D PUR SI2UOoIIdeId 21edY3 ey UOSHd WO} UISDUOD JO 3DB| B pUe WISAS
2IeDY3{BaY UOSHd Y3 Ul 1SN11 JO ¥DB| B Passaldxe awos ‘2Bpajmouy pey oym 3503 104 ‘SUOLE|
-ndod uosud ul 4DV pue suondo Jusu1eal) ‘uoileudiojul [edIpaW euosiad 03 ssadde ‘uoissalbold
95B3SIP [PNPIAIPUI JO 9BPamouy paliwil| ‘Adelall] yijesy mo| pariodai Apnis malaai pidel siy |

sisuofIdeId 24Dyl |eaY pue SIURIIRd USIMISG SINSS| 1SNJY PUE UOISUS) [eIn3nd

*ABOJOUIUIIRY [BIIPAW JO BUIPURISISPUN PUE S||I4S ADBISII| MO| DYV JO SSaUDIRME P3| ‘SI3NDY
-JIP UO1BDIUNUILIOD ‘21edY3[eay AYUNWWOD O} SISNIe] [eD11DRId '€ "JUSUISARSID] PUB U1edp ‘91ed
[euosiad ‘ssaujl punole suopsiadns 01 Buie|al sja1Rg Yijeay 12unsiqg ‘g 'sanjeA Aunwuwod
/AjIWe) BUOIIS *| ‘PRYNUSIPI 2I9M SDUIDYL A3 92443 INC Judsedde 219M SIIHUNWWIOD U9MIdG
SUOIIRLIBA "MIIAI DIIRLIDISAS SIYY Ul POPN|DUl 219Mm SaIpN3s 1yB1e woly siaded uaauiy

‘[z2] sodusuadxa pue
SSOUDAIIDAYD JO MIIASJ B[|2IGUIN Uy BIIUSWSP Yum Buiall 9jdoad Joy bujuueld 2182 aoueApy

oy
M3IA3I Buldods v :a21dsoy pue ‘aied aAeljjed ‘buiuue|d aied adueApe Jo suoidadiad dljgnd

[/] isson0ud siyy
10ddns 1594 21D [BID0S PUP Y1[eay Ul BUIMIOM 3SOU1 UBD MOY PUE ‘6| -PIACD) JO 1X21UOD SY3 Ul
sue|d 2/ed adurApPe 21ePdN JO R 0} AUNWWOD Y1 Ul 3jdoad SIapuly IO $3|qeUS 1BYAA

‘€71 M3IAI 3IN1eIRY||
pides y :suosud ur butuueld a1ed adueApe Buuawa|duwl 01 SI01e1|1D) pUe SIaLUeq bulkjiusp)

‘2] SISOYIUAS SABLIBU PUR MIASI 2IN1RIDN| DIBUIRISAS
ed Ul SpaaU pue SMIIA 'S90UBISAXS BUWOY PUE I3|[9AR)| ‘ASAAD

:21eD || JO PUD PUE JA

0¢0c

0¢0c

0¢0¢

0¢0c

1c0c

sbuipul A3y

a3 Apnis

1e9)

salpn1s malaai pides pue Buidods D1ewa1sAs suju Woly sbujpuy £ Jo Alewwng ¢ ajqel



Page 9 of 15

(2023) 22:107

Canny et al. BMC Palliative Care

sued a1ed auniny

2JeYS IO PIOD3I ‘95IWNIBS| 01 SUOISIDSP PUNOIR SUOIIDE 9DUBPIOAR PaHRINODUS SULIOU [INOl
-Aeyaq buons 4oy ul abebus o1 ssaubuljjimun ue ur buiynsai A1010afesy ssaujji/onsouboid jo
Alue1IadUN S1I9qWLU A|iluey pue Juaied panledlad patiodal MaIAsI D11ewR1SAs A1o1eue|dxe siy]

dDV Jo xerdn saybiy ym

P31R120SSE 21aM SUOIIPUOD U1|eay 31935 JO SISOUDRIP pue ‘[aA3| uoiednpa Jaybiy ‘ajdoad
19pP|O "3|ge1dIpaIdun sem $S3U|1 93 JO inTeu Yl Uaym Ajje1dadsa 4Dy ul o9bebus 01 ssaulpeal
pa¥oe| SI9AIDIRD PUE SIUS[IR "} NJLYIP AJ[BUOIIOWS SB PIMBIA 3J9M UDIYM SUOIPSISAUOD dDY
PapPIOAE SI9AID3IRD pue S1udlied 4aAIMOY dDY SPIemol mala aAllsod e paiybiybiy uodal sy
"AUIOUOINE PUB UOI1BUIWIIBP-|3s JO 92130eid ayi 01 buljeadde ueyy Jayies yoeoidde HBupyew
-uoIs1Dap Ajiwel/ueldisAyd 9A13991102 e parioddns a1n3Nd UBISY ‘S211LIOUIU JIUYID UBYL dDV YHMm
2bebua 01 A|231| 210w 24am d1jigNnd Y3 JO SISqUUISW UeISeINeD) dDy paAladiad diignd ayi moy
pa1oedwl S9OUUBYIP [eININD PUB DIUYID PUNOY SMIIADI DIIBUIDISAS JO MIIAIDAO SIY |

S92UR49421d 918D 3JI| JO PUS JISY1 INOGE YUIY1 O}

Ayunyioddo ue palayo ssadoid 4DV 2yl 1eyl pauoiiuaul os|e syuedidilied 'saUuo PIAO| UO Udp
-INQ 3Y1 BUIDNPaI 1. Jo1]31 JO 95USS B U994 ‘|011UOD Ul pUB PaIaMOdUS 1|3 PIP OYM 950y "Dl
[NJssais Apeaije Ue Je siaquiaul Ajiwiey Bujuaping Jo BuissasIp Jo 1eaj 10f 4Dy Inoge buryjel o)
u9do JO Apeal 10U U910 SJ1aM SIUSIRd *[|9M 1[4 Aoyl JI Apreinonied ‘BulAp punole suoissnosip Ul
obebus 01 1nowyip 3 punoy syueddiied ybnoyyje [nydjay sem ¢y 324 siuaized Auepy 4oy bul
-piebai suoiuido Jusied saiebau pue SAISOd AUBW P1RIISUOWISP MIIASI JITBWISISAS SIY |

obe1s aseasip

PIdUBAPE UB PR3l PRy A3 USYM J2ISes 3G 01 4D Inoge Bupjel paaiediad syusied 1eyy
puUNOJ M3IARI Y] "Y1eap AJIude) JO adualadxa pey oym J0 21ed 3)l|-Jo-pus INoge apidap 03 bul
-ABY SSUO Pano| padusliadxa Asnoinaid pey oym siusied 01 9|qe1dadde 10w sem dIy dDv Ul
1usWabebuUD 10 J01RYI|IDR) B 9 0} PUNO) SEM AJILLIE) JIDY) UO USPING B BUIW0d9q IN0ge Paliom
2I9M OYM SIUSIBJ DV INOJE PIULIOJUI-||I SI9M PUE 9SBISIP UMO JISY1 JO 2IN1BU 941 INOGe
9bpa|MOUY 1UBIDLYNSUI PSY USYO S1udlled “Buiuueld a1ed ssnasip 03 buljim (A2ARdadsai)
$95295Ip BuN| 21UCIYD pue dOD YIM s1usiied JO 966 PUe 989 Buniodas Apnis auo a1dssp
Saseasip A101elidsas yum sjuaized Ul UOUWWIODUN 9Q O} PUNOJ 2J19M SUOIIRSISAUOD dDV

"[07] S21pNIS uoneusW
-3|dwl Jo M3lARI dl1RWSISAS A1o1eur|dxa UY :3y1| JO puUS a3 1o Bujuueld a1ed 3dueApE O3 Siallieg

[] suossa|
|eqo|b pue 93udPIAS JO Alewuns :bujuue|d 918> 9DUPAPE JO SMIIAI DFBUWISAS JO MBIAIDAQ

“[] ssaul| Buniu-a411 10 Bul
-Ua1ea141-94l| B Yum syuaiied Jo saouauadxa IN0ge MalAI D1eWR1SAS v :buluue|d 2183 9dueApY

‘[17] s9212eid pue saduasaaid Jo
MIIADI DI1PWIAISAS V :S95RasIp Alolelidsal D1uoiyd yum siuaired 1oy buiuueld a1ed adueApy

S10¢

810¢

810¢

810¢

sbuipuld A3y

a1 Apnis

1e9)

(penunuod) ajqeLr



Page 10 of 15

(2023) 22:107

Canny et al. BMC Palliative Care

SdD AQ paleniul 9g pjnoys suoissnIsIp dJv 124 siuedidinied 1eyl UOKREeDIpUI 1BI|D B SeM Y|
'SUOISIDAP 24D DXL 0} SISCWISW AjILUe) 1SN1Y 10U PIP SISYIQ 'SISqUISW Ajiwiey 0} SSAISIP 10
121[JU0D BUISNED INOGR PUIDUOD OS|e 3IaM SyuspUOdsay Bulssaldap Jo aalrebau ‘Bulualrybly
‘SAII0WS 001 Se PamaIA sem d1dol ay | ‘Alssadau e 1o Ajioud e se 11 935 10U pIP 4Dy INoge
MU OYM 3SOY | "} JO D4R 3¥e) PINOM SISYIO 1|94 PUB 4DV JO abpajmouy pasde| sauedidilied

suejd 2182 2101y BUISSNISIP SPIRMO] SSUISIP PUB 183} SB UINS SMIIA dA[1RH3U P|3Y YoNns se pue
Y1e9p Yiim 218D dAfel|jed pa1eposse ainynd Uesy ‘suodal eIpaw Uey) sisuoniideid a1edyyjeay
1SNJ1 01 PaUIDUI 2I0W 2I9M SIUDIIRY "218D 2A11elj[ed 35N 01 UOIUSIUL YBIY YUM PS1RIDOSSe Iam
[enpIAlpul Ue se pa1dadsal Buiaq pue ss20id BUleUI-UOISIDSP a3 Ul PAAJOAUT BUISG ‘yels [edl
-paW Ul ISNJ| 218D dA11e|jed 35N O3 UOIUSIUI MO YLIM PR1RIDOSSE 219M SAIYSUoIelRl Ajiuiey poon

SUOISIDaP [euy axeul ued
OYM pue $3559201d BuIeW-UOISIDaP 9y JO Bulpuelsisapun Jood e 15966Ns $s1nsay ‘Siusullesil
10ddns 8j1] puUB UOIIE|IIUSA ‘UONEGNIUI INOGE %77 PIP S AI01epUBW SEM YdD 1eYl PaA3ISG
99€ S SJuaWIeas] bujuleisns-a4| buisnjal/buisooyd punole suoidaduodsiu punoy Apnis ay |
*$110da1 JSYI0 YIM SNOWAUOUAS 319M ,9ABY 01 UOISSNOSIP PRy P 51,10 ,1N0GE 3UIYy] O} [BUOIIOWS
001, Se UDNS SIU3WILIS “Jye1s [ed]paul pue Ajiley Yim 4Dy Buissnosip 01 buiiejal punoy alam
sJalleq ABojoap! 0 snolbijal ‘|einynd dY1ads O “SIDIAIIS $59308 01 MOY MU uoliodoid
WS 3Y1 PUe JUBSW DY 1eYM JO BUIPURISISPUN SWOS PRy %0¢ Isn(‘syuedidiued | L€ 4O

dDV ssnasip 01 21jgnd aya 1oy

|euonel 9|ge1dadde ue 31ea1d 01 Wiojie|d e se pamalA sem diwapued 6 | -pPIA0D) SY ] “USY0I] 29
p|NOD 123(GgNS 3U1 BUIPUNOLINS SISLIRG ‘DISI[EULIOU SBM ¢V JI 1BY1 1|9} SWOS ‘PURY J9Y10 S}
uQ "uaddey 10U pjNOM 11 ‘A11[E1IOUI UMO JISY1 INOGE YUIY1 JOU PIP A3 JI 1BY] 91R1S 01 PalOU
a1oMm sauedidilied AjiLuey JISY1 YUM SSUSIM Y| Pey A1 DUIMOUY PaLIOJUIOD 3¢ PINom Asy)

PIES 947" 18 ISAIMOH "$Sa1SIP 40 195dn Buisned Jo Jesy 4oy sisuonindeld 21edyiesy Jo slaquiaul
Ajiwe) yum yoeoiq 01 1ndLIp 001 133gNs ay1 punoj 1O "0U PIes 989 gDV IN0Je aloul INo
puy 01 31| pjnom siuedidiied JI payse USYA 94l| JO pus ayi 1e s|gedldde A|uo Jo Ajuo suondo
1USW1E3I1 PUB 218D [BDIP3W SSA|OAUL "9l 4DV INOGE MaUX OYM 3501 WO Paile aIam suondsd
-UODSIW AUBA ;110531 1SB|, B SB PAIMBIA UOISSNOSIP [eJaUab 104 193(QNSs 00ge) B paIspIsUod pue
BUIAP pue Y1eap YUM PaleIidOSSe SeM dDY dDV Ylm pabebus pey 96/ 15[ ‘Uil syl mauy oym
9%S'8C U1 JO dDV JO pJeay 10U pey (10¢'L =u) siuedidnied JO 966 L£ 1eL) PUNOJ SR SiU |
SIDIAIDS PR1RUIPIOOD-||oM dleudoidde 0y Jajal pue suonsanb yse ‘syualied o)

%{|1 01 92USPYUOD dO[SASP PIPI3U JJe1S 24edL1|eay 1[9) OS|e SJUedIDILIed "3|ge[IBAR 2I9M SDIAIDS
dDV/341] JO PUS 1eyM JO IDPIIMOUS J2119C dARY O} ‘SUIB3] Yljeay [exua Bulpn|oul ‘Jels a1ed
-41/eay ||e JOJ PUB J[_YSQ] JISU1 UO 91D0APE 01 SYJOMISU 318D JO 9ARJoddns Jo) pasu e passaidxe
syuedidinied 1sopy ‘pauopueqge pue 3|qIsiAUL [99) siuedidilied apew 9JUBPIOAR SIY | “Ul[eay [eludw
s,1usi1ed [enplAIpul Buls||ige1S-9p JO Siea) 01 SNP SUOIIBSISAUOD dDY JO 9Ji| JO pUS S1e1IUl O) JJels
[BDIUI> WO1J 9DUEIDdNRI B 334 9bpajmou play oym syuedidinied asoy | 9|gejieAe sem uoddns
1BYM JO SS9URIRME OU JO 3|11I| PeY ‘21021941 S3uedidILIed |1 A|geindul 9uedaq A3yl USYm aied
anI1eljjed s 01 A1} 01 SSaUBUL||IM J19Y) pa1daje uoesiewbis yieay [eyusw Jo sbuljaa
"S9IIAIDS SJeDY1[eay Yum abebus 01 Aljige 4oyl paidedud] A|9SISAPE YdIym ssau|l [eUILLIR]) B JO
sisoubelp e yim pajdnod suonipuod Yijeay [erusaul jo A1oisiy xa|duod e paquasap syuediiied

‘[1€] @21oeid Ajiwiey U bujuueld a1ed adueApe 01 siapleq payodaauaned bupojdxd  0Z0Z

[€] synpe uealoy| Ul yieap poob e piemol sapni

-1112 pUB 'UOIBULIOJUI JO S3DINOS ‘218D aA1e]|jed A2 35N 01 UOIIUSIUI SU) US2MIS( SUORDOSSY 0707

Te€] iAnunuwiwod yyis Igefund sy utyim buruueld a1ed asueape jo uoluido oignd aya si1eypy 0207

[S€] Apn1s spoyIaw paxiw [enuanbas v/ :oujuue|d a1ed 9dURAPE SPIRMOY SSpN)
-111e pue 26pamous| dljgng juaddey 3,Uom 1| ‘) INOGR YUIY1 LUOP | 4 :UORAsIaANS IsoW(e S}, 170

€] 2402 341 4O PUS pue SANe||jed UO SUORIPUOD [BIsAYd 3|geINdUl pue Ssau||l

[PIUSU 249A3S L1IM SI21ed pue siualied Jo soduaLadxe pue smalA 9y joeq dais 3uop ‘Ul ueal |70z

sbuipul A3y

apn Apmis  seap

Sa|DIMe SIsA|eue elep Aiepuodas pue Aiewldd | | Woly sbuipuy A9y Jo Alewwins § ajqeL



Page 11 of 15

(2023) 22:107

Canny et al. BMC Palliative Care

obe yum

PaseaIdUl 4DV JO 22UrLIOdWI 31 JO SSAUBIPMY DV PUIYS] J01DOR) BUIALID 91 SB PIMBIA 2I9M
Sal|lieq gDV ,4O-1Nd, pue UONDE 3¥e) 01 1URIDN|SI 2IIM SIUSIE] ‘SIUIIed AQ 10U 249M SaNSS|
1SNJISIW PUE Jea) 9pISBUO(e UOISNJUOD [edUeUY pue (B3] 'SULIO) JO A1xa|dwod ‘A)jIgISsaddeu|
'$$9201d DV 9yl punole SBUIPURISISPUNSIW Py PUR ¢V JO 9bpamouy payde| siuedidinied

dov uejo

BuIpI0a1 3YL pUe 4DV Wis) a3 Buimouy Jo Alljigeqold ayi Uo 10ays dAISod e pey swodul pue
UOI1BINP3 JO S[2A3] JAYBIH 'SI01D0P YIIM SUOISSNISIP PI3Y 9%0€ A|UO U3ASMOH "SIaqUUaU A|l

-Wiey Yim saduaia4aid J19Y3 PISSNISIP PeY 9606 UBYL 310U PUE (9G/) 4DV JapISuod 01 Ajay| a1ow
24aM UaWoM pue syuaned Jap|Q ‘siauonideld aiedyieay yum ueyy Jayies buiuueld a1ed noge
SpUSL puUe Ajiuey 01 ¥|e} 0} papual siuedidilied dOy Wid) 9yl Jo abpajmous| S| pey suelpeued)

suondadiad suepiulD 01 150D Ul SYIuow

M} B UBYL 210U SAI| 10U Aewd ASY1 1eY1 A|DY1] SI 1 JSYIDYM 1INOGE dD) 419yl AG paULIOUl 99 PINOYS
£33 pasibe A3y "SUOISIDaP 1USWI1LSI1 Ul PIAJOAUL 9 O PalUBM PUB Yinil ayl buimouy inoge
A1BUO1S 1134 (%6) D11gNd Y1 JO SISGUIBUI 1SO "S2OURI)21d PaIUSWINDOP URYY JaY1el |

-gnd [e19usb ay) AQ [PWIOJUI PRISPISUOD S19M SUOIIBSISAUOD ¢V "SPIM-BI[RAISNY Pa1iodal
Ajsnoinaid 94171 943 ueyl uaybiy ‘ssuedpinied Apnis JO 95€ 7 J0) 1UDSId 1M SAIDBIIP DV

JUSWIND0P ¢DY 2Y1 JO uonedidwi IO 3|euoiiel 3yl pue sanjeA 3ji| se

4oNs 4DV JO ssa01d JapIm 34} INOGR SUOISSNISIP PRIWI| YDIYM JUSDLYNS 249M AJUO SSAIDIIP
3oueApe bua|dwod Jeyl paAalaq siuedidinied aWOS 1Y) Ul PayiIusp! 219m suondasuodsiw
12U10 ‘pueISISpuUN Aj|nj 10U pIp A3Y3 suoisiap bupiew syualied swos jo Ajigissod ayi 01 pa)
YdD buipiebal Ajendiied ‘sbpajmouy 919|duodU| PaINoUOYy 3¢ 10U PINOM SYSIM pUE S3DUS
-1321d 4DV PaIUsWINI0P e JO ssa|piebal 1eyl PaA3|aq siuslied SWOS Se palou Sem SUIRISAS
21D U1[P3Y Ul 1SNJ1 JO 0BT DV Ul buibebus 03 Jatieq e a1am swoldwAs gd AQ pauw@ymisno
Buljoay pue uoissaiboid aseasip buunp aulPap SAIHUDOD) "Y1eap JO [elualod syl palusp pue
paind 3q pjnom dd 413y 1eyy adoy ay3 ut aAl| 03 patiajaid syusned swos -buruueld aj1 Jo

pua se Ajuewd dJy BUIASISg ‘SUOIIESISAUOD ¢V PIPIOAR pue ssauj|l 412y} Jo uondadiad
JI3Y1 01 UOe[aI Ul 4DV PRISPISUOD SIay1Q “a)i| Jo Allenb pue 1uswjy|n jeuosiad Jo sjeob uiayy
9A31YDE 01 $3aNIANDR JO sdL) buiuue|d 0} P3| DV JO SM3IA SAIIDNIISUOD 3Iaym sabueyd paie|l
-Qd 21niny 1oy [ennuarod ay1 pabpajmoude syuedidiied aWoS ¢y Ul Juswabebus pasusnjjul
suonIuYyap asay| ‘sisoubelp 01 Jold sadualadxa 3l JO puS JaY10 pue (Jd) 95easip uosulyied jo
9oualadxe J1ayy Ag padeys Ajabie| ‘suedidinied AqQ sAem Jo A1aLieA B Ul paUYap Sem 4Dy

24ed 3Anel|jed 0 uoneal ul

P9y Alljeal, apiaoid 01 Jeis [edIpal pa10adxs pue pajuem sIsAIBIRD) MOUS JOU PIP A3Y1 Oym
sisuonnoeid aledyyeay o3 bujuue|d 21ed IN0Ge Hup el |PIIOJWOD 10U SI9M SIS Ajiwie]
'suoissnosip Buluued s1ed Buiaey Ul julod 8yl 995 10U PIP PUB SIUSAS JSAO [0JIUOD JO XB| B
payiodai os|e Asy ] “Aep-01-Aep SAI| pue }00[Ino 3A1Isod e pjoy 01 pallaaid 1sop -a1ed aAne||jed
BuISSNOSIP PapIOAR pue sul S| BUIyIAISAS, JO s1I0da1 YIIM SSSUJ|I IISYY 3SI[BIALIY O) PIPUR] S1USIIE]

dn Buiaib,

JueaW 1€ dA11el||ed Jo 9dueIdadde Jeyl palou siuedidilied SWOS 'S3|geIIBA SN1R)S 9dURINSUl pUe
uoneINP3 [00Yds YOIy B UBYL $S3| YUM 9S0U1 Ul 191816 S1am SHUIPURISISPUNSIA Y1eSP LM

11 Pa1BIDOSSE %4, puUe 21D dAlel|jed punole suondaduodsiw play siuedidied Jo 9/ / 96pa
-|MOUY 24eD dA11e|||ed UM Pa1RIDOSSe 91aM JaAIBaled e bulag pue ‘Swodul Jlaybly ‘aa1bap
963]102 e buiAey 4I9puab ajewa4 ‘218D aAllel|jed 1noge mauy syuedidinied JO PIYL SUO URY] S5

‘[zz] Buiuued a1ed> adueApe Ul
sa1unuoddo pue siaiieq uo saAldadsIad Alunwwo)) 10auod bupiel Jo bulysinbuldy 5102

o
jjod uoluido auljuo ue wouy sbulpulq jbuluue|d 218D PIDURAPE JO UYL SUBIPRURD OP 1BYM 10T

[£27] SASAINS [BUOIDSS-5SOID dAlRIIUEND Dlignd 8y3 JO
SIaqUISW pue SI9PIA0Id 218-U3[BaY USMID] SPadU 3ji|-0-pusd Jo suoidadiad uo adueuossiq 6102

‘[87] 3sessig
uosupjied uj bujuueld aied adueape buiwely 6107

‘[67] Apnis anieljenD Vv :s1aA1B218D Ajjuiey pue synpe Japjo Jo
aAIadsIad ay) WOJ) UONeDIUNWIUIOD 3Jl|-o-pua Jo sabusjjeyd suaddey ‘suaddey Jonsieyp, 6107

"[0€] ASAINS [BUOIIBU B WO
s3yBIsu| :s3npe Buowe a1ed aAfel|jed 1NOge SUOIAIDUODSILL UOWWIOD PUE SSAUIBME JO 3BT 0707

sbuipuld A3y

apn Apmis  aeap

(panunuod) g aqel



Canny et al. BMC Palliative Care (2023) 22:107

ACP [23, 28]. In contrast, another study interviewed par-
ticipants who said they were motivated to initiate ACP as
a direct result of lacking trust in family members to make
correct decisions on their behalf [31]. Mistrust was also
identified in a rapid review of ACP in prisons by McLeod
et al.; ‘Both prisoners and health practitioners described
prisoner lack of trust in correctional health practitioners
and/or saw the corrections system as barriers to engaging
in ACP in prisons’. [27]. Some studies highlighted previ-
ous negative healthcare experiences among participants
as a driving force behind ACP avoidance, particularly
with vulnerable groups and marginalised communities
[24, 34]. For instance, Jerwood et al.recorded rich patient
data from those with severe mental illnesses and a termi-
nal illness; Participants’ accounts were compounded by
earlier experiences of prejudice and stigmatization when
trying to access healthcare services. [34].

Many studies described ACP as being sad, depressing
and too emotional or distressing for patients and families
to engage with [22, 31, 33, 35]. Studies often acknowl-
edged patients’ hesitancy in discussing or documenting
future care plans. Many found participants reporting fear
of the negative impact ACP might have on their family
and GP and worries about being a burden, causing dis-
tress or altering family/physician dynamics [2, 4, 21, 33].
Conversely, some research cited proponents of ACP who
stated that they wished to protect their close family and
friends from the burden of future decision-making [11].
A study exploring ACP perceptions in patients with Par-
kinson disease found that some participants acknowl-
edged the potential for future disease-related changes to
their lives and their positive views of ACP led to plan-
ning trips or activities to achieve fulfilling personal goals
and improved quality of life. However, a sense of hope
and disavowal of future deterioration ‘prevented some
patients and care partners from making concrete decisions
about life-sustaining treatment or resuscitation’ [28]. One
review showed that patients with dementia expressed less
distress about engaging in ACP conversations than their
carers who often reported finding such decision-making
stressful and challenging. Reluctance to start ACP was
noted to be compounded by an uncertain disease trajec-
tory and progressive loss of capacity [22].

Misconceptions and misinformation

Many misconceptions which may hinder ACP processes
were reported in these studies. For instance, terminol-
ogy used by some studies conflicted with the overarch-
ing meaning and purpose of ACP found in international
definitions. Grant’s review found that authors described
ACP as ‘end of life planning’ in two out of four survey
studies [11]. In their discussion, Grant et al. highlighted
that “The public confuses ACP with end-of-life care! This
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was noted by Mcllfatrick et al.who found that members
of the public often viewed ACP as « last resort when all
treatment had failed’ or ‘care/treatment options once a
terminal illness had been diagnosed. [35]. Similarly, Car-
dona et al.reported significant differences in public per-
ceptions of an end-of-life time frame [27]. Almost half of
respondents in this primary care study viewed end of life
as the last days or hours before death. The authors sug-
gested this short time-frame may have been responsible
for lack of recognition of a need to discuss ACP earlier.
Other misconceptions related to the age a person might
begin ACP. Bernard et al.reported that people considered
the process inappropriate due to perceiving that they
were ‘too young’ with one of their participants noted to
state: “I did not see this as necessary, it’s a bit soon. I am
only 80” [31].

Even reasonable awareness of ACP may not overcome
barriers if ACP processes are perceived to be difficult
or are misunderstood. In two studies, public opinions
of perceived ACP inaccessibility, cost, form complexity
and length were viewed as significant factors in prevent-
ing participants from engaging with formal ACP [11]. A
paper reporting survey data from members of the general
public in 2019 found that people believed ACP conver-
sations were merely informal rather than formally docu-
mented preferences [27]. A survey study of opinions
of ACP within the Punjabi Sikh community in the UK
(2020) noted misconceptions around cardiopulmonary
resuscitation, intubation, ventilation and other life-sup-
port treatments; respondents believed they had no say
in the decision making processes around these medical
interventions [33].

Public expectations of healthcare practitioners

Several studies reported patient expectations that health-
care staff should initiate ACP conversations [7, 20, 27,
31]. However, other research found beliefs that profes-
sionals lacked the time or inclination to offer ACP, lead-
ing patients not to raise the topic of ACP with them [31].
Many participants in another study (68%) felt it was the
doctor’s duty to inform them of their life expectancy if
they had a chronic illness, even if they did not ask [27].

Discussion

We reviewed recent and current research reporting
public perceptions of ACP to identify possible reasons
for low uptake of ACP across the UK and internation-
ally. Our findings, which are drawn from a wide range of
studies with diverse groups of people in different coun-
tries and across care settings offer insights to guide con-
versations between clinicians, patients and families, and
may inform approaches to increasing public knowledge,
understanding and engagement with ACP.
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Our review does not assess the quality of the included
studies as scoping reviews do not undertake formal qual-
ity appraisal. It is limited to completed studies reported
in English and published (either online or in paper form)
at the time of the search. Grey literature was not included
and the scope was kept narrow by using just three data-
bases; this means that we may have missed some relevant
reports.

Our review builds on two reviews of public perceptions
of ACP from 2020. Grant et al.(scoping review) reported
public opinion questionnaire findings from the USA
[11]. Selman et al.(rapid review) included articles from
an international perspective to July 2020 [7]. This study
builds on that evidence. An emergent finding in this
review was an increase in studies from diverse groups
and marginalised communities including prisoners, trav-
elling communities, as well as disease-specific studies
and research among people with mental health illness.

Articles in this review encompassed a broad range of
social situations, cultures and contexts, and included per-
spectives from different health and care systems interna-
tionally. Some people clearly did value ACP as a way of
expressing their goals and preferences and sharing those
with family and professionals [37-39]. Many studies con-
firmed persistent lack of knowledge, low awareness and
ongoing confusion around ACP [40—43]. This included
poor understanding about what ACP means, its pur-
pose, components and processes that was compounded
by limited knowledge of people’s underlying health con-
ditions and wider health literacy problems [23-25, 31].
A perceived lack of access to suitable information was
noted as a major contributing factor to low uptake in
studies among many groups of people [23, 25, 33, 34].
Careful design of content and presentation are recom-
mended to maximise audience attention, comprehension
and engagement [11, 44]. However, as highlighted by one
2020 review, merely offering better constructed infor-
mation in different formats may not address persistent
barriers to active participation in ACP. Exploring how
different patients, carers and the general public perceive
ACP could be prioritised when refining or redesigning
ACP processes and practices [45].

Emerging evidence from studies in this review indi-
cated that mistrust of health systems and practition-
ers may be common among minority communities and
likely requires multidimensional solutions based on find-
ing common ground between minority communities
and healthcare professionals as well as building a shared
understanding of specific group needs [21, 32]. Many of
the papers we reviewed recommended that this should
be aligned with training for healthcare professionals who
work within such communities to enhance their ability to
offer culturally insightful palliative care and future care
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planning while respecting the values and preferences of
individual families and patients [4, 21, 24, 28, 32].

A common barrier to ACP conversations reported in
these studies and elsewhere is the perception that ACP
is intended for people who are close to the end of their
lives rather than being about future care planning more
generally. It has been noted that discussions around end
of life care, which is only one element of ACP, were often
viewed as too difficult and emotionally distressing due
to social taboos and the risks of causing family members
and/or professionals distress that people still fear [46,
47]. Much research around public perceptions of ACP
has focused on older people who are often seen as a pri-
ority group but we found studies where elderly people
considered themselves as too young and fit for ACP [47,
48]. Perceptions of personal relevance have an important
impact on people’s engagement with ACP [48]. More
recently, there has been a shift in the scope of ACP to
include individuals of all ages living with life-limiting
conditions so that they too can be offered opportunities
to become better informed about their health and care
and participate actively in shared decision-making and
planning ahead [44]. This is particularly important for
people who lack decisional capacity due to their age or
illness. ACP policy and practice in some parts of the UK
now encourage this wider approach and active involve-
ment of proxy decision-makers in personalised future
care planning [49, 50]. Such initiatives may also help to
normalise perceived stigma around discussing death,
dying, loss and caring and lead to more open honest and
constructive conversations [51].

Future care planning needs to account for the uncer-
tain and often fluctuating nature of decision-making that
occurs along the continuum of different serious illnesses,
multi-morbidity and general frailty. For many people,
deciding what care they may wish to have when dying
was too difficult to consider, whereas decision-making in
the present moment or near future was easier and more
tangible [52]. An individualised, flexible, and repeatedly
reviewed ACP process that supports patients and fami-
lies/carers through their unique life journey would seem
a more acceptable approach to future care planning.
Emerging models of ACP can encompass wider personal
values, goals and priorities, specific plans tailored to indi-
vidual health and care situations, and recommendations
for emergency treatment and care to guide professionals
and proxy decision-makers.

Conclusion

This review found that patients, carers and members of
the public have many misconceptions in how they per-
ceive ACP stemming from deeply held beliefs and values
and not just from a lack of knowledge or due to confusing
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and inaccessible information. Many studies described
lack of personal relevance, perceived risks of emotional
distress, fears, mistrust and misconceptions about the
purpose and scope of ACP. Research with minority com-
munities and marginalised groups found intensified con-
cerns. The studies included provide valuable insights
about the perceptions of members of the public that
could inform current professional and societal debates
internationally about the future direction of ACP. Our
review indicated that prevailing approaches to ACP may
not be acceptable to many people. A redesign of ACP
processes seems essential and timely given the growing
numbers of people living with serious illness and declin-
ing health in the UK and internationally.
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