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Abstract

Background: Ethical issues arise daily in the delivery of palliative care. Despite much (largely theoretical) literature, evidence from
specialist palliative care practitioners about day-to-day ethical challenges has not previously been synthesised. This evidence is crucial
to inform education and adequately support staff.

Aim: To synthesise the evidence regarding the ethical challenges which specialist palliative care practitioners encounter during clinical
practice.

Design: Systematic review with narrative synthesis (PROSPERO registration CRD42018105365). Quality was dual-assessed using the
Mixed-Methods Appraisal Tool. Tabulation, textural description, concept mapping and thematic synthesis were used to develop and
present the narrative.

Datasources: Seven databases (MEDLINE, Philosopher’s Index, EMBASE, PsycINFO, LILACS, Web of Science and CINAHL) were searched
from inception to December 2019 without language limits. Eligible papers reported original research using inductive methods to
describe practitioner-reported ethical challenges.

Results: A total of 8074 records were screened. Thirteen studies from nine countries were included. Challenges were organised into
six themes: application of ethical principles; delivering clinical care; working with families; engaging with institutional structures
and values; navigating societal values and expectations; philosophy of palliative care. Challenges related to specific scenarios/
contexts rather than the application of general ethical principles, and occurred at all levels (bedside, institution, society, policy).
Conclusion: Palliative care practitioners encounter a broad range of contextual ethical challenges, many of which are not represented
in palliative care ethics training resources, for example, navigating institutional policies, resource allocation and inter-professional
conflict. Findings have implications for supporting ethical practice and training practitioners. The lack of low- and middle- income
country data needs addressing.
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What is already known about the topic?

e Evidence from other areas of healthcare practice demonstrates that the ethical challenges discussed in the literature do
not always accurately reflect the range of challenges that healthcare practitioners experience in real-world practice.

e This phenomenon has not previously been systematically examined within palliative care.

e Improving our understanding of the ethical challenges faced by specialist palliative care practitioners is needed to sup-
port staff in their day-to-day practice and to underpin evidence-based ethics training programmes in palliative care.
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What this paper adds

This systematic review identified ethical challenges in six themes: application of ethical principles; delivering clinical
care; working with families; engaging with institutional structures and values; navigating societal values and expecta-
tions; and the philosophy of palliative care.

The range of ethical challenges faced by specialist palliative care practitioners exceeds the breadth of those detailed in
palliative care textbooks and ethics resources.

The review found no data from low- or low middle-income country settings.

Implications for practice, theory or policy

The broad range of ethical challenges identified suggests that training programmes and core texts in the field should
expand their coverage to better support practitioners.

As most practitioners described highly context-based ethical challenges, tools that specifically include contextual data
may be more appropriate when practitioners analyse their own cases.

The lack of data from low- and middle- income countries needs addressing as these are the settings with the highest
levels of palliative care need, and many identified ethical challenges are context-specific and therefore may not be trans-

ferable between settings.

Introduction

In published literature, palliative care is associated with
ethical challenges across varied aspects of clinical care.1™
Challenge areas include, for example, withdrawing and
withholding of interventions,® dignity and quality of care,®
respect for autonomy’ and palliative sedation.8® However,
there is evidence from other areas of healthcare practice
that the ethical challenges examined within theoretical
literature do not accurately reflect the range of the dilem-
mas that healthcare workers report experiencing in real-
world practice.’%12 Whilst this mismatch between lived
experience and the theoretical academic literature has
not previously been systematically examined within palli-
ative care, thereis some evidence suggestingit applies.13-1
Hermsen and ten Have,3 for example, compared the ethi-
cal challenges reported by specialist palliative care provid-
ers with those found in the palliative care literature. They
found 14 reported ethical challenges had no accompany-
ing literature, and two topics with significant literature,
including engaging with ethics committees, which were
not reported in practice.13

To the authors’ knowledge there is no project that has
systematically collated the range of ethical challenges that
are encountered within palliative care. Addressing this
knowledge gap is important for the field going forward as
training in the ethical aspects of palliative care is recog-
nised as a priority and often requested by pracitioners.*16
A thorough understanding of the ethical context practi-
tioners work within is needed if educators are to generate
evidence-based curricula that reflect real world contexts.
Education activities can benefit from a robust grounding
in the real-world experiences of learners as the relevance
of educational material is a key factor in adult learner
motivation,'” and processing new material in relation to
prior experiences contributes to learning efficiency.'8 Also

importantly, as palliative care provision expands across
the globe, there is a need to understand the nature and
pattern of ethical challenges in differing global contexts.
The palliative care global health literature currently con-
tains little empirical engagement with ethical challenges
within the field.1%-21

We aimed to review and synthesise the literature to
answer the research question: what ethical challenges do
those working in specialist palliative care report experi-
encing in clinical practice?

Methods and analysis

We conducted a systematic review to identify and sum-
marise empirical data on the ethical challenges specialist
palliative care practitioners report experiencing. We used
narrative synthesis, following the iterative framework
from Popay et al.,22 adapted for a review which does not
focus on an intervention. The integration of themes and
content was guided by Thomas and Harden’s?3 ‘thematic
synthesis’ approach.

The review protocol was designed and reported with
reference to Preferred Reporting Items for Systematic
Reviews and Meta-Analyses Protocols (PRISMA-P).24 We
follow the PRISMA reporting guidelines for systematic
reviews.2> The protocol was prospectively registered with
PROSPERO (CRD42018105365)%° and published open
access.?’” There were no deviations from the published
protocol, outlined below.

Eligibility criteria

Inclusion and exclusion criteria are summarised in Table 1.
As the commonly-used participants, interventions, com-
parisons, outcomes and study design (PICOS) system is
not suitable for argument-based or empirical ethics
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Table 1. Inclusion and exclusion criteria.

Inclusion criteria

Exclusion criteria

Types of
participants

Context

Issues

Methodologies

Timeframe

Type of
publications

Study participants are specialist palliative care practitioners
(SPCPs) working in a patient care role. We define SPCPs as
people working in, or for, a healthcare setting whose main
focus is on delivering palliative care (as opposed to clinical
contexts where palliative care forms part, but not the main
focus, of the care provided).

This may include (but is not limited to) nurses, doctors,
occupational therapist, physiotherapists, dieticians, speech
and language therapists, psychologists, other allied health
professionals and chaplains.

Studies with a mixed population where SPCP participants’
data are separately presented and can be extracted will be
included.

All geographical settings and all clinical settings where
specialist palliative care (SPC) is delivered will be included.
The range of ethical challenges that are reported as
experienced by SPCPs during clinical delivery of palliative
care.

The definition of ‘ethical challenges’ will be intentionally

kept broad to capture the maximum number of examples.

It includes but is not limited to terms such as ethical issues,
moral challenges, moral dilemmas, values, good/bad, right/
wrong. Ethical challenges can be labelled as such either by
authors or participants.

Empirical studies examining, using inductive methods, the
ethical challenges reported by SPCPs in their clinical practice.
These may include qualitative studies, mixed methods studies
(e.g. surveys with free-text responses) or quantitative studies
using questionnaires derived inductively through consultation
with SPCPs.

Any time frame up until the search date will be included,
contingent on the inception dates of the databases included
in the search.

Peer-reviewed journal publications of empirical research.
Papers in any language will be included, with findings
translated into English where necessary.

Participants who undertake palliative care tasks
as part of their role (e.g. oncologists), but who do
not specialise in providing palliative care and do
not have palliative care as the main focus of their
role.

Studies conducted in settings in which SPC is not
being delivered.

Studies that utilise survey tools with pre-selected
ethical dilemmas that have not been inductively
derived based on evidence from SPCPs, and
studies that investigate a single aspect of
palliative care only will be excluded.

These study designs are excluded as they
proceed from an a priori assumption that their
selected issues are relevant. They therefore do
not contribute to an inductive exploration of the
breadth and type of ethical challenges facing
practitioners.

Studies not reporting inductively derived
empirical data. These may include studies using
questionnaires which include ethical challenges
selected a priori, or single-issue studies focussed
on an ethical challenge selected a priori by the
researchers.

Where no full text is available through the

university subscription, study authors will be

contacted for full text. If there is no response

within 2 weeks the study will be excluded.

The following will also be excluded:

- Conference abstracts; however, authors will
be contacted for further data/publications.

- Editorials, letters, or comment/opinion pieces.

- Review articles. Reviews will be used for
identification of primary research only.

- Book sections.

reviews,?® we used Strech et al.s proposed adaptation:
the Methodology, Issue, Participants (MIP) system.28

The review included peer-reviewed inductive studies
which identify ethical challenges practitioners face in their
real-world clinical practice, or secondary analyses of such
data. Following Creswell and Plano Clark, inductive data,
for the purpose of this review, is defined as that which
derives from data collection efforts that occur indepen-
dently from any attempt to validate a particular theory or

hypothesis.?® Studies that explored single topics in special-
ist palliative care practice selected a priori by researchers
were excluded, as were studies that used a pre-determined
list of ethical challenges. Whilst data from both these study
types might contribute to describing ethical challenges in
palliative care, both study types pre-suppose the presence
of the challenges they focus on within the experiences of
palliative care practitioners, which, as demonstrated by
Hermsen and ten Have, may not be the case.13?7
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To minimise bias and the omission of relevant interna-
tional data, there were no language, geographical or time-
frame restrictions, although the databases searched were
in English.

Search strategy

We identified databases to search in conjunction with sub-
ject information specialists and by identifying which data-
bases indexed journals containing key papers known to the
research team. The following databases were searched on
19th December 2019: MEDLINE (Ovid interface, 1946
onwards), Philosopher’s Index (OVID interface, 1940
onwards), EMBASE (OVID interface, 1980 onwards),
PsycINFO (OVID interface, 1806 onwards), LILACS (http://
lilacs.bvsalud.org/en/, 1982 onwards), Web of Science
(Clarivate interface, 1900 onwards) and CINAHL (EBSCO
interface, 1937 onwards). Medline search terms (Table 2)
were adapted for the other databases.

Initial scoping searches suggested that the search
terms would return over 25,000 highly varied records, and
that relevant inductive studies would use qualitative
methods or mixed-methods surveys incorporating free-
text responses. To capture the most relevant records we
therefore used peer-reviewed methodological filters
(Supplemental File 1) to refine the search results. The
methodological filters were initially identified via the
InterTASC Information Specialists’ Sub-Group Search Filter
Resource.3® Sentinel research outputs, known to the
researchers prior the review, were tracked through the fil-
ter process and all were retrieved.

Reference lists of included papers were hand-searched.
Corresponding authors of papers meeting the inclusion cri-
teria were contacted and asked if they recommended other
published work for review. Authors of conference abstracts
were contacted for peer-reviewed data or follow-up publica-
tions if available, but no additional papers were identified. A
grey literature search was not conducted. Cook et al. dem-
onstrated that extensive grey literature searching did not
benefit the review content of a palliative care systematic
review despite requiring significant resources.3!

Search results were exported to, and collated and de-
duplicated in, Endnote X9.2.32

Selection process

Retrieved records were screened at title and/or abstract level
by GS. A second researcher (MD) independently screened a
random sample of 10%.33 Differences in screening between GS
and MD were discussed within the research team to clarify
and refine inclusion/exclusion criteria. Study authors were
contacted when further information was required. Contested
papers were examined by a third reviewer (LS). The full texts of

Table 2. Medline search strategy.

Ethics/

Ethics, Nursing/

Ethics, Medical/

Ethics, Clinical/

exp Ethics, Professional/

Bioethics/

moral*.tw.

ethic*.tw.

9 lor2or3ord4or5or6or7or8

10 Palliative Care/

11 Palliative Medicine/

12 Terminal Care/

13 Hospice Care/

14 Hospices/

15 ((end of life or terminal*) adj3 (ill* or care)).tw.

16 palliat*.tw.

17 hospice*.tw.

18 10orl1llorl12or13orl4or15o0rl6orl7

19 9and 18

20 exp animals/ not humans/

21 exp Animals, Laboratory/

22 exp Animal Experimentation/

23 exp Models, Animal/

24 (rat or rats or mouse or mice or rodent*).ti.

25 20o0r2lor22or23or24

26 19 not 25

27 exp ‘Surveys and Questionnaires’/

28 survey*.mp.

29 question*.mp.

30 or/27-29

31 (((“semi-structured’ or semistructured or unstructured
or informal or ‘in-depth’ or indepth or ‘face-to-face’
or structured or guide) adj3 (interview* or discussion*
or questionnaire*)) or (focus group* or qualitative
or ethnograph* or fieldwork or ‘field work’ or ‘key
informant’)).ti,ab. or interviews as topic/ or focus groups/
or narration/ or qualitative research/

32 30o0r31

33 26and32

CONO U WN -

potentially eligible records were retrieved and independently
assessed for eligibility by GS and MD.

Data extraction and management

Data extraction was undertaken independently by GS and
MD, using a pre-piloted data extraction form. No data
disagreements emerged. Data items extracted from
included studies were: (1) citation details including title,
publication year and journal; (2) study setting, methods,
participant characteristics, sample size; (3) specified defi-
nition/conceptualisation of ethical challenges; (4) the
study’s key findings, themes and sub-themes; and (5)
sources of potential bias including funders and evidence
of reflexivity. There was no missing data.
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Data synthesis

We conducted an adapted narrative synthesis following
the relevant framework stages described by Popay et al.,??
namely: developing a primary synthesis, exploring rela-
tionships within and between studies, and assessing
robustness of the synthesis. Preliminary synthesis devel-
opment included identifying and tabulating both textual
descriptions of studies and study participant-derived
data. Thematic synthesis based on Thomas and Harden’s
framework?3 was then used, iteratively utilising the three
stages of this approach: line-by-line coding of the text pre-
sented in the Results sections of the papers; development
of descriptive themes; grouping and organisation of
descriptive themes into higher-level analytical themes.
Relationships within and between studies were explored
(informed by concept mapping), including a focus on pos-
sible patterns related to study or participant characteris-
tics such as geographical location, care setting and
professional background. GS led the synthesis with regu-
lar discussions with MD and further discussions with EB,
RH and LES until consensus around identified themes was
reached. The robustness of the synthesis was enhanced
through adopting this highly collaborative approach and
the use of systematic methods to assess study quality
(MMAT 2018)3* and the final synthesis output (GRADE-
CERQual).?® As the review aimed to map the ethical chal-
lenges reported by specialist palliative care practitioners,
we did not carry out theory development.

Risk of bias (quality) assessments

Scoping searches suggested that relevant studies would
use qualitative and mixed-methods designs. To allow
comparison of study quality, the Mixed-Methods
Assessment Tool (MMAT) 201834 was used, with each
study being scored independently by two reviewers (GS
and MD). The MMAT focuses primarily on the methodo-
logical aspects of assessed studies, which aligns with the
GRADE-CERQual recommendations for choosing a quality
assessment tool.3¢

To assess the quality of the review findings we applied
GRADE-CERQual,**> which provides a systematic frame-
work for assessing confidence in individual review find-
ings, based on consideration of four components: (1)
methodological limitations, (2) coherence, (3) adequacy
of data and (4) relevance.

Results

After de-duplication, the electronic searches, hand-
searching and author contact identified 8074 individual
records. A total of 7905 records were excluded at title

319
Records identified through Additional records identified
database searching through other sources
(n=12738) (n=17)
A, A
Records after duplicates removed
(n=8074)
Records screened Records excluded
(n=8074) (n=7905)
Full-text articles excluded, with
reasons (n = 156)
Full-text articles assessed Not SPCP n=53
for eligibility Not an empirical study n= 40
(n=169) Published as abstract only n=26
Single Issue Study n=15
Preselected dilemmas n=14
Mixed population & unable to
extract SPCP only data n= 15
L. Not an ethical focus n=6
Studies included in Not peer reviewed n=2
narrative synthesis Full text not available=2
(n=13) (some articles had multiple
reasons for exclusion)

Figure 1. PRISMA flowchart.

and/or abstract level. About 170 abstracts were available
only in Spanish or Portuguese and were assessed by MD,
a native Spanish speaker also proficient in Portuguese.
Only one record, published in Mandarin from Taiwan, was
retrieved that did not have an English, Spanish or
Portuguese language abstract. This was assessed by a
native Mandarin speaker who was briefed on the inclu-
sion criteria for the review and was excluded at the
abstract stage. About 169 records were screened at full
text, with 13 meeting the inclusion criteria (Figure 1).
Reference lists of these papers were hand-searched. Ten
additional records were found but excluded at the abstract
stage.

All papers were published in English. The reported
studies represented research from multiple international
settings: Brazil, 3738 Canada,3® Germany,*%4! Mexico, the
Netherlands,®* Portugal,*? Sweden,*® Taiwan* and
USA.%5-47 Studies were published between 2000 and
2017; see Table 3 for details.

Study quality assessment

All studies were dual evaluated by GS and MD using the
MMAT 2018.34 One study, de Andrade et al.,3” required dis-
cussion with a third reviewer (LS) as to which sections of the
tool were appropriate. There were no disagreements in
assessment. See Figure 2 for the MMAT evaluations.
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321

Schofield et al.

Jualzed-1no :dQ ‘quaned-ul :d|
'syuedidiied Juasayyip wouy elep aiesedas 03 91qissod Sem 3 S3IPNIS 9SAYY U|,

J433JOM |el20s auo ‘sasunu

SM3IAIRIUI
paJnionJis-lwas pue

2Jed

pl919Wesyialg

€ oN Inpy 221dsoy d| J141e1498 934y} ‘S9SINU $T  UOIIBAISSOQ — dAIIBY|BND Auewusan aoidsoy ul Supjew-uolisidap |ealyi3 S10Z pue a8\
3491P HuUN
auo ‘ueisAyd Juapisay auo
‘1015ed 9u0 ‘1s1desayl dIsn|A
auo sidesayl [euonednadQ
Quo ‘suepisAyd je1s aauyy J4eas uepisAyd-uou
‘s3s180]0YydAsd 924Y3 ‘sasINN M3IAJIDIUI PRINIINILS pue ‘saljiwey ‘syualed Jo SMIIA
€ ON Inpy 921dsoy d| ¥T ‘x(S9Ane[2. ‘SJUBled) 1Was — aAllelenD epeue) *24e2 9A1el||ed Ul sanss| [ealylg €T0C 6c’|B 19 SJIamo |
sdnoug yoeoudde
SN20J ‘YdJeasal uoiyde |9A9]-29.4Y3 ;2482 aAnel|jed ul
9 ON Inpy jeydsoy d| sas4nu jueisisse QT ‘sasinu T Asojedidinied — anlneyenp uapams s21y1a |euoliesiuesio Suidojanaqg LT0C  ¢'|e 39 uewpues
Apnis maiaiaiul aAlzeljenb
«((pa4n1as g ‘annoe SM3IAJD]UI PRJNIINIIS e JO S3|nsaJ :aJed adidsoy ul opdd19Wesyiaig
4 OoN npy 2a1dsoy d| ) S4991UN|OA §) ‘S3sINU ¢ WS — dAINBY|BND Auewan $101]3U0D |eJow pue AJjetoN 0102 pue yoojjes
$21Y32 8uisinu |enpuatiadxa
€ SOA Hnpy 9o1dsoy do $9sJnu 9 MBIAIR1U| — 3A13e}I[END vsn 40 SaAeLIEN :Yiedp pood v £10T vPIOH
|e8nyiod ut Apnis
943Ud213|NW SPOYIDW-PAXIW B WO}
SM3IAJID]UI PRJNIINIIS S1|NsS9Y ¢4030.) 9A1393304d 1nouINg
-lwas pue A3AINS |euoI3daS e Se suol1e|aJ |euolssajoldialu| 2’| 19 0JaUIeN
e/u ON ynpy pPaxIA  $@sunu Q/ pue suemisAyd 8T $5042 — SPOYI3IA PAXIIA |eSn1iod  :a4ed aAneljjed ul suoIsIAp [Bd1Y13 910¢ -ZopueuJaH
sisAjeue o1ydes3ol|qiq
pue UOIIBAIDSAO —  SPUBlIaYIaN Apnis aareyjenb e :ao10eud ¢19ABH
S ON Inpy 921dsoy d| 921dsoH SPOYISIN PaxIIA 9yl  aJed aAnel|jed ul swajqouad [eJoN €007 Ud1 pue uaswJaH
*92130e4d |ed1uld Jo
M3IAJIDIUI PRINIONILS A3ojoixe pue sewwa|Ip |B21Yy3a01q
-1was ‘AaAins |euoidas pliom-jeau :aJed aAnel|jed jo 'le 19
/T SIA npy paxiN suepisAyd og SS04D) — SPOYIBIN PIAXIIA 02IX3N| 24N1NJ 9Y3 Ul SID13UOL} MAN S10Z zadoi-eJeAan
M3IAJIDIUI PRINIONILS 'S19)JOM |BID0S
14 ON P3aXIA pP3aXIA SI)I0M [BIJ0S T IWas — aAllel|enp vsSn 9d1dsoy Ag padey sewiws|ip (221413 10¢ oy’ |B 39 SlUUQg
suolssiwpe aJed ualied 9y Aanuns pue uoleasasqo uemie] ui Apnis e
6 ON Inpy |eydsoy d| Joj Sulied siayiom auedyyjesH — SPOYIaA PaxIIN uemie] :3Jed aAnel|ed ul sewwallp |ea1Y13 0002 w18 32 NIYD
ASAIng [euoildas sasJnu aAnel||ed pue ad1dsoy
9 oN paxiA Jeapun $3SINU 6ZT $S04D) — SPOYIBIN PAXIA vsn Aq pasualiadxa sanss| [ealyl S10Z o’|B 32 UoayD
9ouaadxa ,sasinu :Ajiap|e
M3IAIDIU| PRINIDNIIS pasijendsoy J4oj aJed aAnel|ed P RE]
v OoN Inpy |endsoy d| s3asinu QT -1WaS — dAIle}|_eND |1zeag uo Seww3|Ip 21Y1a01q pue d1y13 2107 |eJewy op easazag
ASAInNS [euoilas $3SJNU DIULISISSE UM
4 oN Inpy jexdsoy d| $3sINU 87 SS0JD) — SPOYIBIN PAXIIA |1zedg Apnis :s21Y1201q pue aJed dAllel||ed 9007 ,¢’|e 19 SpeJpuy ap
saway} ¢.28udleyd
[ELE]] |1ea1y1s, jo  ouelpaed A1039100 —
ysiH uolnuyap-aid Joynpy  Sumas Apnis uone|ndod Apnis udisap Apnis Aiuno) 9111 Apnis JB9A sioyiny

's|ie3ap Apnis papnpou| *g ajqeL



35(2)

icine

Palliative Med

322

(panunuo))

'spunoudyoeq |euolssajoud

1uedpnJed jo aSues peouq e WoJy SMIIA pajuasaldal pue salpnis papnjoul
ay3 Jo s3umas swooul pue |eaiydes3oa3d ||e pajuasaidal ‘salpnis SulingliIuod
9|di3jnw ssouoe saqliasap aJam ssuipuly gns ayy dn apew jeyy padnous
sa8ua||eyd Jo AlaLien ay] "a2uapiyuod ySiy se Suipuly SIyl SSISSe sioyine ay |

“Buipuyy

SIY3 Ul 2UdpIJU0d d1eJ4apow Ajuo Jo) 153q 1€ ‘pamoje (Ajuo asinu) syuedidijued
Jo @8ueJ mouleu ay) pue elep Asewiud jo Aloned ayy Apnis paysiignd Ajpuadal
Avjenb y8iy e wouy panap sem Suipuiy siy1 ysnoyije 1eyi 3|94 sioyine ay |
'sdDdS 1s8uowe 221310e.d [ed1ul]d Ul padualadxa aJe aJed ul Aunba Suipaedau
S9NSS| 1Y) 92USPIJUOD S1LISPOW SARY SIOYINE 3Y] ‘9404343 "SWIe S} 199w 01
M3IA3J 3Y1 Jo) paJinbad jou S| 1da2u0d ay) Jo Sulpuelsiapun pajielaq ‘a4njeu ul
aA1ndLosap AJan Sulag MalAaL SIY] JO 1XIU0D BY] Ul PaMBIA 8¢ Isnwi 11 ‘Sulpuly
S1Y1 J0J UIDOUOD JO Seade 3|dI}NW aJe 3J3Y] 1S|IYM 1eY] PIsSasse Sioyine ay|
‘paoualiadxa si siyl Ajapim moy ul aaueliea e 1s933ns

Aew ‘@wn ul pue Aydes3093 yioq ul ‘Sa1pN1S 924NOS BY] JO SUOIILIO| Y] pue elep
Asewad sy ur uondidsap pa|ielap 4o yoe| e si aJay] "salpnls SulIngIIU0d 3y}
Ul PaLIJSaP SE 103442 3|qNOp JO dulI0p 3yl yum Suiedua sadus|jeyd |ea1yia
pasuanadxa Aayl 1841 1194 SdDdS 18Y1 1Uaplyu0od Aj1eJ9pOW BJE SIoyine ay |

*92130e4d [e21ul)d Aep 01 Aep ul Jsuoiniioead Ag padey sa8uajjeyd Jo 3J1omiau

a3 Jo 1ed wuoy Bul||a1 yinal 01 pale|al sadua||eyd |e21Y1a 18yl 1USPIUOD ale
sioyine ay] ‘ssulpul} Apnis [enpiAlpul 8y} U9aM1ag 92Ua4ayod JO [9A3] Y31y e si
9431 "M3IAJ BY) Ul papn|dul S3IPNIS aY3 JO 3sow Agq 03 painqliauod st 3ulpuly siyl
'SIY1 199|494 S3UIpUI} MBIABJ Y] PUE SD1Y1301q Ul pa1saluod Ajysiy

st Auu8ip Jo aunieu ay] ‘sadusjjeyd |eaiyla AepAiana Jiayl utyum Auusip yum
93e3ua $dJdS 18yl 22UaPIJUOD BARY SIOYINEe 3y} Pue MalASJ dAIRdIIDSIp peolq

e si siy1 ‘Aoenbape pue ‘@2uaJ4ay02 J0j SUIBIUOD d1eJapow Jo Sulles e audsag
*9o110e4d aJed aanel|jed Aep

A4ana ul ainjeaj Awouoine 0} paje|aJ sa3uUs||eyd aduapluod y3iy aAey sioyine
9y 'S2IpPN31s papn|oul 9yl SSOIJ. JUSISISU0D SeM 3ulpuly SIYl Ul Blep ay3 SUIaduod
|eai3ojopoylaw a31dsaq ‘salpnis papn|dul €T/8 ul uasaid sem Sulpuly malnaa SIy L

‘(") @480 Jo s|eos yum dejuano ajgepioneun
2wos s| aJay] "Supjew-uoisidap paseq-|eosd [eiauas aJow uey)
J3Y3ed SUOIIUDAIDY 12 214193ds jo uoisiaoid 3y} 03 1ejal

1ey3 sadua||eyd [e21Y13 "BULYDW-UOISIaP pUD D3 [DIIUID T'T

"92UapHU0d YSIH 9v-8E'ST'ET
3482 3pISpaq pue SulewW-UOISIIaP [eJIUND Ul pappaqua saSua||eyd [ea1y13 a0 [oaiul) bulianiad 't

*$21433 Y1jeay 21gnd pue Suisinu

40 s3jdpurd [B21Y38 UBASS 33 dNn 3BW 1By} USASS JO BUO Se

PaqLIISap aN|eA e si YaIym ‘A3ap1 JO anjeA $I1Y1a |euoissajold

'92UdPIU0D DJBIDPOIN w 9y3 0} 91e[24 1Y) ISIXd sa8ua||eyd [ea1y13 ‘Ajapl4 9°T
'syuanied ajdiynw

ssoJoe a.ed aAlel||ed jo Aiaalap ay3 ul Alinba Sunowoud

*'90UIPIJUOI 3)BIIPOIA v UEET yum age8ua jeyy sadua|jeyod |ea1yi3 "a4nd ul A1nb3 §°T

*sp1o1do Jo s1094)2

pue uoydiiasaid syl punodse Ajjensn ‘paloeua uaaqg aAey 0}
1Y3Nn0oy3 S1199}J9 JO 3|qNOP JO UIIII0P Y] IBYM SOLIBUSIS

0} 91e]aJ 1eY) sadua||ey) 123ff7 ajgnoq Jo auli120q ¥'T
‘saljiwey

9Y3 JO ysim ay3 Jo ‘swuey SuipeSal sjaljag UelIUld JO 9snedaq
Jay1a ‘sjuaiied wody uonewlogul pjoyyiim ol aeridosdde aq
Aew 11 Jayiaym patanod ose | ‘siaquiaw Ajiwey 03 pue Jualed
ay1 yioq o1 sisouso.d Jo/pue sisouselp e JO ainjeu [euIwIS)
ay3 y1oq ssnasip 03 ajelidosdde sem 31 Jaylaym punoJe
$9sn20y siy| “3ul||21-yanai o ajdipuiid |ea1yla ay3 03 paiejad
saduaj||eyd |ealyla payodad syuedidiyued ‘buljal yinil €1

‘93Uapljuod aledapop TY'8E'ST'ET

"90UdPYU0D YBIH Lv-E0'TY'6E'8E'ST'ET

Anusip jo

'92usplu0d ysiHy svoreece  30@2U0D Y1 Jo ueniea Aue a3e3ua 1ey) sedus)ey)d Anubig ¢'T

Awouoine jo

"90UdpIu0d YSIH OpSh Th—LEET a|diounid [ea1y1aolq ayy 03 parejas saguajjey) “Awouoiny T'T

suolnenys [eaiul)d 03 ajdpuid [eayiaolq SulAjdde siauoninoeld 03 a1ejaJ 1ey) sa8ua||eyd |ed1ya3 sajdiulid [p21y313 Jo uoipaiddy T

jusuwissasse |[enpy3) J40j ajeuoliey

92UBPIAS BY3 Ul BIUBPIUOD
JO JUBWISSASSE |[eNDYID

3ulpul} malnal 9y) 01

Bunnquuod salpnis away3 Aq sSuipul} mainay

"9|qe3 Alewwins sSuipuly [ENDYID 3AVYD " 3lqel



323

Schofield et al.

(panunuo))

‘e1ep Adewldd 9y} wody 3|qIuIISIp

AjgerjaJ 10u s sa8uaj|eyd 3sayl o ainjeu Joexa ay) ‘eaJe asua||eyd e si siy}
92UBPIUOI SI 243Y1 IS|IYM 1BY] S)|NSJ ,S3IPNIS 3yl usamiaq Aliedsip syl pue elep
93 JO SSauulyl 9y Ing ‘|9A3] Sulpul) 8y 1e uoisnjoul syl siaoddns saipnis Ajenb
Y31y WOy UOIBAIIDQ "9IUIPIJUOI 1BISPOW SE Sulpuly SIYy} dkd Sioyine ay|

'93U3pljuod Ijedsapop

'2}@ pooy/3ulppag JO SW.a) Ul pJem ay3 uo Ajiwey Joj 1uoddns
Ajo1esedas pue ‘Usquiaw Ajlwey Jo juaied syl Wody patsip

PIY2 ay3 Suiuoddns jo Aem 1saq ay3 uo MalA sjeuoissajold ay3

a1aym Apsejnoinied ‘usupliyd siuanied Suiuoddns uo pasndoy

Suipuly siyy "uaJp|iyd pue saljiwey siualled jo poddns/aued

ob'Eb'6E ay3 03 pajejau sadua||ey) “Ajwnf ayi Jof 3i0ddns pup 210D T°€
‘a|oym

€ Se 10 ‘S9A|asWay} Siaquiaw Ajlwe) 3y JO 248D Wod) ‘saAne[al J1ay) Joddns Aayy se saljiwey apisguole SuplJOM WOoJY PAALISP aJe Jey} paoualiadxa ale sadua|jeyd [ed1y1a a|diyN|A 'SaljiWD4 Yiim buiyiom “€

'3UO0 SIY3 JO JUaIU0I 3y) Sulial|e ‘s3uipuly Jaylo 0}

papo2-aJ usaq aney Aew eiep Apnis Asewrud Suiangriuod swos se uipuly Sty 404
1U31U0) JO 93Uel JUBJIBYIP B PaQIIISIP e1ep Jaydl 18yl aq Aew | ‘Suipul) Syl Jo
1U1U09 8y SuipJedal e1ep By) Ul SSBUUIY] B S| 3Jay) ‘(2Aoge Sulj|9] yinJl se yons)
seaJe s3ulpul) JaY10 WoJ) 12UNISIp Sl eyl pagLasap sasuajieyd Jo eale ue s aJay)
Je3|2 s 1 ysnoyije ‘se aduaplu0d a1esapow Ajuo se uipulj siyl a1ed sioyine ay|
‘Buipul) malnal

9431 YUM 92Ua19402 SUIMO||Ee SDA[9SWSY] UDIM]SQ 22UD4340D JO S|aA3| pPo0oS pey
salpnis Su1INqLIIU0d 3y "Ix1u02 |eaiydes30a3 pue spunoudyoeq |euolssajoud jo
28ueJ Y104 Ul BjoyM e Se salpN1s papn|aul ||e ssoJde syuedidlpied ay) pajuasaidal
sa1pn3s 3uINQIIIU0D 3y 32UspJU0I Y3iy Se Sulpuly Iyl $Sasse sioyine ay |

‘paindsip 1ou si a3u3||eyd e si aJed Jo s|eos 1eyl 1ng Apnis ased

JueINSp By3 ul Japp Ajpys8is op sa8uajeyd ay3 ulyum sydaouod Jadasq ‘sa8uajieyd
9Y3 JO aJ4nieu [9A3]-yS1y ay3 ul 9duUa43Yod Jo [9A3] y3iy e yum siaded papnpdul |e
Aq 01 painqli3u0d st Sulpuly 8y ‘Suipuly SIy3 Ul UdPIU0D YSiy dAeY SI0yINe Y|
‘sSulpuly JaY30 4o} paJinbai ag 1ySiw ueyl elep Jauulyl Yyim pooisiapun ag ued
9J0J2J3Y1 pue ‘81n1eJall| 9Y3 Ul pue sjeuoissajold aieayljeay 1suowe pooisiapun
[|om Ajjensn si Ajije1uapiyuod jo 1daduod ay| "Suipuly SIy3 ul 9dUIPIUOI

Y31y e passasse aAeY SIOYINE 3Y] ‘SUJ9IU0D SleIapow Jo a3uel ay) audsag

‘93U3pljuod 31edapop

"90U8plu0d YSIH

"90UdpIuU0d YSIH

"90UBpIuU0d YSIH

*SUOIIBSIIAUOD UIYHM 92UJ3)3J JO SaWel) [ednljnd

9U31 Ul S92USJ344IP PUE ‘S|euoISSa)oid U9aMIag UOIBIIUNWWOD
‘UOI1BIIUNWWOD 9}B1I|I9B) 0} JJe1S JO Ajljige|ieAe Jood ‘Sweay

9|dinjnw wouy uonewsJojul 3undijyuod Suideuew uipnjoul

‘uani8 uonewJojul jo Ayjenb paaiaaisad papnjoul saduajjeyd

SYErTy'6E'STET payoday ‘saljiwnf 13y pup spud1Ipd YM UOIDIIUNWWO) §°T

*92ue)sul o1y10ads e ul 150| ulaq se passasse aq Ajoeded pjnoys

sJayew uolsidap Axoud Jo 2310y2 pue 304 3y} pue Aydeded

|EIUSW JO JUBWISSISSE Y} Y100 03 Sulie|al paosualiadxa aiam

Sv'Sh Zh THET sa3ua||eyd |eaiyia pariodau syuedidiyued A1a0dbd [DIUN 1T
"y1eap pue aJed jo 9de(d paJsagaud s uaned

pue ‘A11j11n4 Jo uswssasse pue Ajljeuoiliodoad Juswieady

‘uipjoyyam pue uimespyum ‘Ajuo JuswaSeuew woydwAs

01 SulAjipow aseasip woJ) Suinow Sulyjew-uolsPap |eatul|d

punoue AjienonJed ‘sai8a1e41s pue swie d1nadesays [|eJan0

8ulula0u0d sewwa|ip papn|oul so1doy JapeoJg "SuollusAISIUl

|B21UI|D [BNPIAIPUI UO S9SNJ0J 1BY] SWAYI-CNS |EIIPAW PIsSNI0)

240w ay1 01 pasedwod se ‘a.ed |ed1ul|d Jo s1oadse Japeouq

Lh-L8'STET Suipse8au Supjew-uoisidap 03 paie|al siyl ‘3402 o sjpoo €'

‘Ayljennuapiyuod
eveeie (21Ul 03 Burjejaa sa8ua||eyd [e21Y33 “ANIDRUBPHUOD T'T

Juswissasse |[enpy3) J0j ajeuoiiey

90U3PIAS DY} Ul BIUIPHUOD
JO JUBWISSasSE [BNDYID

Suipul} mainaJ ay3 03
Bunnquuod salpnis away3 Aq sSuipul} mainay

(panunuod) *y 3jqeL



35(2)

icine

Palliative Med

324

(panunuo))

"JUSIU0D JI3Y) aunided Aja3edndde Jou Aew Malnal

SIU3 “ASIX3 2Jn3eu s1y3 Jo saduajjeyd ySnoylje 1eyl s Y3} SISeadU] JUSIU0D
|eJauas aiow pue |1eIdP Y3 Y10q Ul S31pNn3s SuiINgLIIU0d Y3 USIMIB] 92Ud43Y0d
O |[9A9] MO 3y "3JUIPIUOD d1EIIPOW Se Sulpuly SIY) SSISSE SIoyIne ay |

‘siauoiniioeld aieayljeay |enplalpul

104 S98Ud|[BYD |EDIYID SD1BAUID UOIIEDIO||B 924n0SaJ Jey) Sulpuly ay3 spoddns
sa1pNn1s SulINgIIU0d 3Y) JO 93Ukl Yyl pue sa1pNn1s SulINQLIIUOD Y] USIMIS(
90UaJ43Y0d 3y ‘dduapluod yiy Suiaey sey Suipuly siyy adpnl sioyine ay
"92UdpPIU0I YSIY JO JUSWISSISSE Ue 1oy

pue mainaJ aA1d1I2Sap e 40) y3nous you si 3daduod ulydiedano ayl ing ‘salpnis
U29M1aq SalIBA S9SUD|[BYD DY) JO JUSIUOD BY] "SIudIled [BNPIAIPUI JO 948D 3Y) Ul
s93ua||eyd |ealyla ajeasd sapdijod [euoiniinsul yum Suidedus eyl SuiAyiuapi ul
Je3) 2Je SaIPNIS SUIINQLIIU0D BY] *9OUBPIIUOD YSIY Se passasse si ulpuly Sty

"30UBPIJUOD BIBIBPOIA|

"90UdpHuU0d YSIH

"90UdpIU0d YSIH

‘saul|diosip Jo sainjedads [eauld

J3Y10 Y3IM 121j3u0d pue ‘sajdidulid [ea1y3d Juatayip Suisiiond
suolissajoud Suliayylp 03 paiejaJ sem 3|94 syuedidiled ayi jeyl

weal Aseur|didsipinjnw ay1 JO sIsquIsW U33M1aq 121|Ju0d

‘sIaquiaW wea) aJed aANel|[ed [BNPIAIPUI U9DMI] 101[4U0D

Lr-Sp'Er Tr-6E'ST 18y} s33U3||eYD [ed1Y33 b3S 2400y1jDaY UaMISq JIIfu0] €'y
‘3uiyeisiapun paaladiad wody Sunnsal

24ed Jo Ajjenb aya ul sapuadap pue Aeis jo syidua| paul

J0J suonnuasul ul aunssaud ‘Alljige[ieA. Jje1s pue S224nosal

40 52B| 0} NP SUOISSIWPE Ul SAB[IP W04 SHSII ‘paISajiueW

A|SNOLIBA SI SIY]| "UOI1BIO||E 32JN0SAJ [BUIDIUI pUNOUE

vhee pasnaoy Sulpuly Iy “UO0IIDIOJID 221N0S3J [DUOIINYISU] T

'syuaiied ay3 jo aJed

sjuedidiyed ay3 uo paloedwi jeyl saidijod [euoiiesiuedio pue

|leuonniisul yum Suidedua uaym saoualiadxa auam sadualjeyd

LYY E'ST'ET |ealyya Buipuly siyy u| “Aajjod [puonnyiasul yum pIfuo) Ty

suol3niisul aJeayyjeay Jo sdnoug |euoissajold ‘sjeuoissajoud Jayio Ag pjay sanjea yum aSedua jeyl saguaj|eyd |ed1yl3 "sanjoA pup $a4n3anuis [puoiInisul yum buibbbug v

‘paJinbau aq samod

Aiojeue|dxs ue pjnoys usaq aAey 1y3iw 3 ueyl Jaysiy sl 92UspPIJUOD JO [9A3] Y}
M3IAJ 9AId1Isap AJaA e si siyy se ule8e os pue ejep Asewiud pajielap paywi|
J9A3MOY SI 348y "JuaJayod si Sulpuly ay3 pue ‘ASojopoylaw Uo ||[aM paJods |

01 91NQLII1UOJ 1BY) SIIPNIS DY "9IUIPIJUOD D1BISPOW SB PIsSasSse S| Suipuly Siy |
*Apnis Su1INgLIIUOD Y3 UIYHIM Paulejuod elep ay) WoJj paulwialap ag jouued
23u3||eyd Syl JO aNleU 10exXd Y] ‘J9ASMOH "24ed aAlel|jed 1sijedads jo ad13oe.d
Ajlep ay3 ul so11auas 03 pajejad saSud||eyd JO UOII3||0D B S| 3U3Y] 1Yl 9dUIPIUOD
91EJ9POW IARY SIOYINE S| "9IUIPIJUOI 21LISPOW Se pales si Sulpuly siy |

'siauoyiioeld aled annel|ed

Aqg pasuanadxa aJe 1ey) seale a8ua|eyd |eaIyla ay3 Jo auo Suiaq Suipuly 3y} Jo
aAI1Joddns si ‘Quawissasse |edidojopoylaw y3siy Jisyl pue ‘saipnis 3uiinqiiuod

91 U9aM1aq 22UaJ43y02 3y ‘Sulpul) SIy1 ul U3PIU0d Y31y aAey sioyine ay|

‘9IUapljuod ajeldapop

'92U3pljuod 31edapop

"90uUdpIu0d YSIH

‘91elidousdde jou sem 3|94 sisuoioesd ayl Jeyy saposida
cr6e 2.e2 404 Juasaud Sulaq saljiwey punode sagua|jey) ‘AdoALd 1€

'9|qellpaJay Ajjennualod aue 1eyl SUoIpUOD JO

SjUaW|d 2139Ua8 Inoge saljiwey J1ay3 pue syualed Sulsiape Jo

€1 Buiuoddns uaym sadua|jeyd 110daJ sisuOoIIdRId "SI1IAUID €€

*S9YSIM UMO JI9Y3 Ssaudxa

03 Ayoeded payoe| juaned ayl auaym suoleniis ul paosunououd

AjaejnanJed aiam asay] "juaied syl woJy uonewloul

annsousoud Jo o13souselp jo Suipjoyyim ayl uo paisisul Jo

S159491ul 1594 S ,Jualled ay3 ul J0u a4am 1ySnoy) sjeuolssajoud

Y1/eay aY3 1ey3 SUOIIUDAIIUI |BIIUID PRISaNnbal saljiwey

Lr-ShEV'Tr—6E uaym wouy Suisiie saduajey) ‘siaxypw UojsiIap so Ajwpd '€

1UBWssasse [enpY3) 1o} ajeuoliey

90UBPIAS BY3 Ul IUSPLUOD
O JUBWISSasSe [eNDYID

Sulpuly MaInaJ 3y} 0}
Su1anquiuod salpnis away3 Ag sSuipul} mainay

(panunuod) *y ajqeL



325

Schofield et al.

"Jesd
SWa9s apIspaq ay3 01 umop Sula)|ly 24ed dANel|[ed JO 3|04 pUe SiNnjeu Syl INoge
S91eqap J0BJISCE DIOW JO } NS B} Je Jey} Sa8ud||eyd ale 24aY) 3ey3 Ing Jea|d

ssa| aJe s|ieyap Jadaap ayL “Sulpuly SIY} Ul 2DUIPIJUOD )EIIPOW dABY SIOYINE dY |

"92UBPIJUOD 91BISPOIN

'J|9S11 24ed aAlel||ed 3sije1dads jo

p|31} 8Y3 JO swie ay3 o a4nieu AJaA ayy 03 paie|jal sadua|ieyd

€5 THOV'SEET pawodau syuedidiied "a4na anipijod fo Aydosojiyd 19
‘aued

aA1lel||ed Jo swie pue ainjeu ay) 01 paie|al syuiodmaln Sulagyip wouy padpnl aq ySiw a4ed 03 sayseosdde sendipied jo uoisinoid moy o3 Suilejal saduajeyd |ealyl3 ‘a4o) anpljod fo Aydosojiyd ayl ‘9

‘syujod

ejep Sullsesiuod pue Suindlpuod 91e4auad pjnom 21dol ay3 Jo uolelo|dxa pajieisp
240w 1ey3 Ajay1| Ajjerzuaiod si 31 se ‘Suipuly 3yl JO JUSUOI Y3 Ul 9IUSPIUOD

MO Ul S3NSaJ $31pn1s ¢ Ajuo Jo uoisn|pul ay3 pue ‘Sulpulj Siy} 01 9INQLIIUOD 1ey)
e}Ep 9Y} O SSAUUIYY dY ] "SUIBIUOD SNOIIBS S Sulpuly SIY} SSSSE SJoyIne ay |
*3]qeljaJun Ajjeizualod si eyep SulAlJapun ulyl 8y} Wouj PaALIap

se Sulpuly 1y} Jo uondlIdSap 21413ds aY3 INq ‘42J4e3d S| dJed Jo syadse |enyids
pue |eanynd uj paseq aq Aew sagua|jeyd [eda1y3a ey ‘salpnis Asewid Suiangliauod
93} WOJj BIEP 3Y] UO Paseq 30UaPIIU0d MO| Se Sulpuly SIY1 SSISSEe SIoyine ay |

*Ajuo 9]313 1eY] |1BIDP BJOW Ul }I PUBISIDPUN O} |IB1dp

ysnoua sye| 11 ‘@3ua||eyd ay3 4o 924nos ay1 Sunedo| ul Jes|d st Apnis Suiingiuod
9|3u1s 9y 1s|IYyM Sulpuly SIY1 Ul 9DUBPIJUOI 1BIIPOU/MO| SSISSE SI0YINe ay |
'suoI1ed0|

90IAJ3s pue sdnoud |euoissajold ssoude a3ueyd Aew sy moy pue ‘sagusjjeyd syl
4O 94NjBU 10BXd dY3 SI UILLIDD SS3| S| JBYA “M3IAJ 9A1Rd112SaP SIY3 ul Sulpuly ay3
J0 uoisnpul ay3 poddns sdjay poyiaw ul snodu siyy ‘Apnis Anjenb-ysiy s|Suis

B WOJJ SAAIIDP Sulpuly 3y '92UIPIHUOD }BIIPOW SB SIY]} SSISSE SIoyIne ay |

Juswissasse siyl 1oddns a3uajjeyd
9y3 JO UOI1B|NWIO} Y} Ul WY} USIMID( JUBWJ8e JO [9A3] pue ‘salpnls
Sunnquiuod jo a8uels ay| "aIuUaplU0D Y3Iy se Sulpuly Siy} SSISSE Sioyine ay|

‘@IU3pljuod Mo

*30UBPIJUOI MO

"90U3PIU0D 2)1EBIDPOW/MOT

90U3PIUOI D}EIBPOIA

"90UBpIu0d YSIH

‘Bujuueld

pue uolneapl [epIdIns Jo sjiodad Juaiied o3 puodsal pjnoys

ob'sT sJauoniloesd moy 03 a1ejaJ 1ey3 sadua||eyd |ed1yi3 ‘aplains §'s
‘3uiAp pue yieap Suipiedas sao1oead

|enyuiids pue |eanynd pue ‘@3en3ue| ‘@2uaJa)aJ JO Sawel)

|leninw Jo yoe| 3|qissod e ul paseq a4aMm 1By} paljIluapl aJom

cr6E'ST s93ua||eyd |eaIyl3 'suo/IpIaPISUOI [pNILIIdS pUD [0ININD 'S
*9213sn[ Jo 1dasuod

[B214101q 31 01 Pl S| Sulpuly SIYL 'S|eNPIAIpUI Pa1I3JJe BY) 0}

swJey paAledsad 03 Suipea| s92IAI3S aJed aAlel||ed 1sije1ads

w 0} SSa208 3|qelnbaul 'aupd anjpijod 1si|p12ads 03 SSa20Y €°G
*Ajjeaauad asow me| ay1 Jo ‘siapinoid aiedyyjeay

4O wia1sAs 3uiduadl| ay3 Japun paniwiad sI 1eym yim

$191]3U02 3210Yyd Snowouolne sjualled e uaym |euoissajold
9.4e2y3|eay ay3 Joj S91INp JO 1213u0d e 01 sutenad Suipuly siyL

. 'SMD| 10 SU0IILINBAJ ‘SaINJ [DISI20S JAPIM YIM 1211fu0) T'S
‘Yiesp

Buruaisey pue 3uiquuasaid pioido sreludosdde usamiaq Japioq

9Y3 J0 suua0u02 jueddiied palojdxa os|e Suipuly sty ‘uondo

ue se 3|ge|leAe 9q pP|NOYs } JaY1aym Inoge uoiisanb |esauad

2Jow ay3 ueyy Jayies ‘SulAp paisisse 4oy sysanbau s juaiied

svTr-ge'cr'er  O|PUBY 0} Moy 03 pale|aJ saduajjeyd [eaiyl3 ‘buiAg paisissy 1°S

‘UoIINHISUI d4eay3jeay Jo Jauonliloeld aiedyyeay ayi puoAaq paienis ‘Ajpeolq aiow A13120s Ul SaNjeA Y3IM 31095491uUl 1ey) s9Sud||eyd |edIyl3 ‘SUOIINIIaAXT pup Sanjp A [033120S buiipbinbp 'S

Juswissasse [enDyY3) J0j ajeuoiiey

90U3PIAS DY} Ul IUIPHUOD
JO JUBWISSaSSE [BNDYID

Suipuly ma1naJ 3y} 0}
Bunnquuod salpnis away3 Aq sSulpul} mainay

(panunuo)d) *y ajqeL



326

Palliative Medicine 35(2)

Findings quality assessment

Summary GRADE-CERQual review findings are presented
in Table 4. For all findings, all contributing studies were
assessed as directly relevant using GRADE-CERQual guid-
ance on assessing relevance.** Therefore, we used the
same approach used in other GRADE-CERQual assess-
ment areas3>*8-50 to assess bias towards particular geo-
graphical location, professional background or timeframe.
The GRADE-CERQual assessments suggest that reasona-
ble confidence can be taken that the ethical challenges we
identified exist in day-to-day practice. For the full assess-
ment table, see Supplemental File 2.

Themes

The ethical challenges reported in the included studies
were organised into six major themes with sub-themes
(Table 4): the application of ethical principles; delivering
clinical care; working with families; engaging with insti-
tutional structures and values; navigating societal val-
ues and expectations; and the philosophy of palliative
care.

Overall, ethics was felt to be a major feature of partici-
pants’ roles, adding difficulty and complexity.

‘Again and again, it’s morals and ethics that make things so
difficult. It’s not the job. It’s those two packages that can
sometimes be quite a burden’ (Nurse, Germany, p590)4°

Challenges were widely distributed across the included
studies with relation to geography, professional back-
ground and publication date. There were very few differ-
ences in the patterns of challenges across differing country
settings. An exception is that ethical challenges focusing
on use of alternative medicine were reported only in a
study from Taiwan, where there are high rates of patient
use of traditional Chinese medicine.* Comparison of chal-
lenges between different professional backgrounds dem-
onstrates only a few unique challenges. In one study
physicians identified ethical challenges in clinical decision-
making regarding antibiotics prescribing and fluid replace-
ment.’> Engaging with the principle of fidelity was
identified only in one nursing study.*” Conflict with wider
societal regulations and professional licensing was docu-
mented only in a Canadian study that focused on social
worker experiences.*®

Application of ethical principles. Findings in this theme
relate to practitioners’ reflections on established bioeth-
ics principles within their clinical work. Sub-themes were
autonomy; dignity; truth-telling; doctrine of double effect;
equity in care and fidelity.

Autonomy. This finding was reported by 8/13 stud-
ies.13:37-414546 Participants reported multiple related chal-
lenges: how best to support patients in making autonomous

decisions and protect patients from coercive influences
including from family members, how to respond when
patients made decisions that the practitioner judged would
increase harm/risk to the patient*146 or to others*! or that
conflicted with professional judgement of what was in their
best interests and therefore beneficence,404146 or with the
personal values of the staff caring for them.40:46:47

‘I am responsible for the person who entrusts himself to me,
and | need to understand his wishes. That doesn’t mean that
| think everything is right, but that’s my problem.” (Nurse,
Germany, p323)*

Dignity. Dignity was a focus of challenges in three stud-
ies.374046 For some participants dignity was tied to patient
autonomy and the challenges of respecting it,37404¢ with
one participant describing it in terms of patients’ rights to
choose riskier options, ‘the dignity of risk’ (Social Worker,
USA, p957)% Participants in two studies felt that dignity
was also related to empathetic and equitable terminal
care and not leaving patients alone at the end of life.37:40
In a German study, participants described how euthana-
sia was directly opposed to a death with dignity, and felt
that patient dignity was supported by organisational and
practitioner opposition to the provision of euthanasia.*?

Truth-telling. Challenges related to truth-telling were
reported in 10/13 studies.!315383942-47 Challenges related to
a patient’s diagnosis,'>32 or prognosis, particularly if this was
judged to be short,38324446 and occurred when either prac-
titioners or families decided whether it was appropriate to
inform a patient or to withhold this information. Participants
in several studies identified the conflict with patient auton-
omy in the case of withheld information.!338424546 Qther
dilemmas involved probity or veracity, describing adminis-
tration of covert medication,*® or the inclusion of misleading
information on medication requisitions to alter whether the
patient, hospice or insurance company paid for them.*

‘We have had several families who don’t want the patient to
know the diagnosis, the prognosis, or that they are in hospice’.
(Nurse, USA, p10)*

Doctrine of double effect. 4/13 included stud-
ies13153841 reported ethical challenges related to the
administration of medication to relieve symptoms and
participants’ concern that this may shorten life.

‘There was one patient who was in a lot of pain and had
morphine prescribed . . . [and] administered and the patient
went (. . .), the blood pressure was inaudible, and slowly the
patient deceased’ (Nurse, Brazil, p20).38

Equity in care. This finding derives from three stud-
ies.13:37.43 Participants encountered challenges when
trying to treat patients equitably, with ‘fair treatment’
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Table 5. Clinical care and decision-making sub-themes.

Ethical challenge Description

Administration of antibiotics!®
Advance directives!3:40:4>

Appropriate use of antibiotics, particularly in end of life care.
Challenges implementing advance directives, particular when family requests may

contrast with the directive.

Bloods transfusions®>44

Deactivation of permanent pacemakers*
Do-not-resuscitate decision-making!343
Electrolyte management'®

Hydration and nutrition?3:1538,40,41,44-46

Appropriateness of blood transfusions.

Appropriateness and timing of deactivation of cardiac pacemakers.
Decision-making about appropriateness of cardiopulmonary resuscitation.

Clinical decision-making about management of abnormal electrolyte results.

A broad range of challenges related to the provision, withdrawal and withholding of

routine as well as clinically-assisted oral nutrition and hydration. Also includes issues

of force feeding.3
Investigations*
Sedation incl. palliative/terminal
Sedation13,15,39742,44,45

Symptom management!33945

Decision-making regarding which clinical tests are appropriate.

Ethical dilemmas concerning use of sedatives for either symptom control or
continuous sedation until death.

Appropriate use of medication, both choice of agent and dose, and the need to

balance against unwanted effects.

Use of alternative therapies**

Caring for patients who prefer to use alternative therapies; for example, traditional

Chinese medicine, as opposed to prescribed medicines.

Use of Opioidsl3,15,39,41,43—46

Dilemmas surrounding the appropriate use of opioids, including under- and over-

treatment, and patient and clinician opiophobia.

and without discrimination and with respect to their
rights.37

‘Do not discriminate against the patient at any time, always
seek to provide an equal service’ (Nurse, Brazil, p4926)37

Two studies identified found that clinicians’ judgements of a
patient’s behaviour as ‘good’ or ‘bad’ could affect equity in
care and judgements of this nature were felt to be ‘problem-
atic, impacting practitioners’ relationships with patients.1343
In a Dutch ethnographic study the observer describes a
patient that regularly ‘flies into a rage’ and uses abusive lan-
guage and how because of this the nurses have trouble feel-
ing ‘sympathy’ for the patient and her situation (p268).13

Fidelity. Fidelity refers to the value of remaining true
to a profession’s values and focus on the patient. Nurses
in the USA-based contributing study reported that this
principle is challenged when other stakeholders interfere
with the nurses’ commitment to patients.*’

Delivering clinical care. Findings in this theme focused on
dilemmas surrounding the provision of patient care,
including clinical decision-making. Five sub-themes were
identified: clinical care and decision-making; communi-
cating with patients and families; confidentiality; goals of
care; and mental capacity.

Clinical care and decision-making. This sub-theme
relates to specific clinical interventions or decisions
(Table 5), some of which overlap with challenges reported
in Goals of care.

Confidentiality. 3/13 included studies described chal-
lenges relating to confidentiality of information.37.3943 All
three studies reported participants’ belief in the impor-
tance of maintaining patient confidentiality, particularly in
respect to loved ones.*3

‘During my assistance, | preserve patient privacy and maintain
the confidentiality of the information | know about him [. . .]
they are essential for the humanization of care’. (Nurse,
Brazil, p4926).37

Goals of care. All 13 studies reported ethical chal-
lenges relating to broader clinical considerations such
as dilemmas concerning: withdrawing and withhold-
ing clinical interventions in the terminal phase3®-145;
patients’ preferred place of care and death*?44; overall
therapeutic aims and strategies* — particularly mov-
ing from disease-modifying to symptom-management-
focused care; and treatment proportionality alongside
assessments of futility.131537,384043.4547 These challenges
arose from practitioner interaction with multiple actors:
patients, families, palliative care colleagues and external
clinicians.13:15:37.40,43,4547 A particular subset of these chal-
lenges related to treatment decisions or requests which
were in conflict with expressed patient views.*> For exam-
ple, in a German study the nurse participants viewed
decision-making as to whether a patient should receive
active life-prolonging therapy or more traditional pallia-
tive treatment as a ‘central ethical problem’.43

Mental capacity. In 5/13 studies, participants detailed
ethical challenges concerned with the assessment of men-
tal capacity and/or the role and choice of proxy decision
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makers for patients lacking decision-making capac-
ity. 1341424546 For example, the authors of a USA study
detailed challenges related to nurses identifying who was
the correct person to be involved in decision-making and
how to handle family conflict.*>

Communicating with patients and families. Com-
munication challenges were reported in 6/13 stud-
ies1315394243,45 gnd included: inadequate quality of
patient information (as perceived by practitioners), poor
availability of staff to facilitate communication,3 poor
inter-professional communication,?® differences in the
cultural frames of reference within conversations,*3 and
managing conflicting information from and between
multiple teams.*®

‘The provider offers unrealistic goals at the end of life, and
continues treatment, often saying it is the family’s wishes,
when the family does not have all of the information to make
a realistic choice.” (Nurse, USA, p9)*

Working with families. In multiple studies, participants
described ethical challenges derived from caring for the
family and/or family involvement in patient care.!3:37.3%-
41434547 Findings are in four sub-themes: care and sup-
port for the family; family as decision makers; genetics;
and privacy.

Care and support of the family. In 3/13 studies324346
participants reported challenges related to the care and
support of the family. This included when adult patients
do not want their illness discussed with their children*®:

‘A lot of times, parents won’t let us talk about [dying] with
[children]. We can’t mention that word. . . But the kids are
ready to talk about it. They need to talk about it. But a lot of
times parents aren’t ready for that.” (Social worker, USA,
p956).46

Another challenge related to negotiating conflict between
a family’s and patient’s wishes or support needs when it is
not possible to satisfy both. Participants described how
the patient must come first.3? A further challenge related
to practicalities such as provision of overnight camp beds
or food for families, and alongside this, which staff mem-
bers’ responsibility it is to address these.*3

Families as decision makers. Ethical challenges related
to families’ role in decision-making were reported in 7/13
studies.39-4143,45-47 Most participants detailed challenges
arising from families requesting clinical interventions that
health professionals thought were not in the patient’s
best interests,*14345-47 or insisting on withholding diag-
nostic or prognostic information from the patient,* par-
ticularly in situations where the patient lacked capacity
to express their own wishes.*>~*7 Participants highlighted

additional challenges of balancing supporting the family
with responding to unrealistic demands, and prioritising
the patient where disagreements occurred.39,41,4345-47

‘Patients are sometimes very passive, so the family decides
for the patient. Or the patient agrees with the family just to
please them. Our priority is the patient but we have to deal
with the family also. If we get to the point they don’t agree,
it’s the patient first.” (Nurse, Canada, p1629)3°

Genetics. In one study participants described the chal-
lenge of how to advise and support patients and families
regarding genetic testing for conditions with an inherit-
able component.1*

Privacy. In two studies3?43 participants reported con-
cerns regarding the potential lack of privacy when families
are involved in the care of patients.

‘Maybe you don’t want the loved ones to be present in all
situation [i.e. in caring for the patient’s intimate hygiene] . . .
he also took pictures of some wounds . . .” (Nurse, Sweden,
p145)43

Engaging with institutional structures and values. Data in
this theme related to institution-level decision-making or
context, covering three sub-themes: conflict between
healthcare professionals; conflict with institutional poli-
cies; and institutional resource allocation.

Conflict with institutional policies. Ethical challenges
were experienced engaging with institutional policies
that impacted on patient care, as found in 5/13 stud-
ies.131543,4647 Examples included: institutional policies
prohibiting euthanasia in a jurisdiction where it is permit-
ted!3; medication availability and gaps in formularies?’;
gaps in insurance coverage preventing optimal manage-
ment#’; and routine do-not-attempt-resuscitation orders
rather than individual decision-making.*3

‘And sometimes, | get resistance from the company that |
work for because it (the medication) is not in the formulary.
So the ethic part comes in: Who am | supposed to be taking
care of ? The patient? Or the bottom line of my company that
| work for? And it’s very difficult. And there have been many
times when I've been so vocal about it that I've actually
gotten in trouble from the company, not from my families.”
(Nurse, USA, p13)*7

Institutional resource allocation. Participants in 2/13
studies3®** reported challenges related to institutional
resource allocation, including: risks from delays in admis-
sions due to lack of resources and staff availability,3® pres-
sure to discharge due to policies limiting lengths of stay,**
and deficiencies in care quality due to perceived under-
staffing.3944
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‘There are many patients here who just want to go home to
die, but they cannot get the resources they need, so they are
stuck here for their last days. They are frustrated about being
here and they have trouble feeling dignified with all that is
going on around them’ (Psychologist, Canada, p1629).3°

Conflict between healthcare professionals. 8/13 stud-
ies!539-4143,45-47 described the challenges of managing
conflicting views between individual palliative care team
members,13404146 other members of the multidisciplinary
team,*® and other clinical specialties or disciplines.394347
Conflicts were often described in terms of different individ-
uals or professions prioritising different ethical principles.*®

‘After a discharge had been developed and approved by the
primary care provider and patient/family, a specialist walking
into the room and told the patient that he preferred another
plan and offered dialysis’ (Nurse, USA, p9)*°

Navigating societal expectations and values. Ethical chal-
lenges within this theme relate to broader societal or cul-
tural values, legal and regulatory frameworks, and political
landscapes that impact on day-to-day work.

Assisted dying. Participants in 6/13 studies!31539-41,46
described ethical challenges related to how to handle
patients’ requests for assisted dying.13154046 |n 3 Dutch
study, staff reported that hospices’ opposition to eutha-
nasia was a challenge, as euthanasia was available in
other care settings.3 Institutions not performing assisted
dying also was described as helping protect SPCPs from an
ethical dilemma:

‘You know, there’s a lot of people who . . . think [assisted
suicide] is perfectly fine . . . personally | don’t agree with
[assisted suicide]. So, to me, that presents a dilemma. | mean,
I’'m off the hook because, of course, we don’t do that. ..
(Social Worker, USA, p963)4¢

Participants in one German study were concerned about
when opiate prescribing might be considered to overlap
with ‘active assisted dying’.#!

Conflict with wider societal rules, regulations or
laws. This sub-theme arose in one study,*® in which prac-
titioners described a conflict of duties for the healthcare
professional when a patient’s autonomous choice con-
flicted with what is permitted under the licencing system
of healthcare providers, or the law more generally.

‘Any place [other than the hospice residence], we might be
able to let a person do [whatever they want] but, because
we’re licensed and we have under law assumed responsibility
for the care and safety of these people, our responsibility has
to supersede what the patient really wants to do.” (Social
worker, USA, p960)46

Access to specialist palliative care services. Lack of
equity of access to palliative care services created ethical
challenges for participants in one study.*?

‘the fairness of the system . .. many patients simply can’t
afford being cared for by a specialized palliative care team
such as ours because they don’t have the money to pay for it.”
(Nurse, Portugal, p726)*2

Cultural and spiritual considerations. 3/13 stud-
ies1>3943 identified ethical challenges related to culture
and spirituality. In a Swedish nursing study participants
described these challenges as relating to a lack of mutual
frames of reference or language which could affect the
staff/patient relationship.*® The other two study reports
did not provide details of the particular nature of the chal-
lenges.

Suicide. In two studies participants described chal-
lenges when patients reported suicidal ideation and plan-
ning.1546

‘I have had patients that have told me that they have a
suicide plan, and my response is [to say] “Stop talking unless
you want me to file whatever | have to file and make you
stop.”” (Social worker, USA, p963)46

Philosophy of palliative care. Challenges in this theme,
which arose in 5/13 studies, related to practitioners grap-
pling with the principles and aims of specialist palliative
care.13:38404143 \While these principles were not described
in detail, participants described concerns about whether
planned activities of care (such as life-prolonging treat-
ment)*3 were appropriate in palliative care.*143

‘Is it simply against the guiding principles of palliative care if
I don’t only give him liquids now, but solids too?’ (Nurse,
Germany, p326)*

. .but when you come in the morning and there you find,
like, 10 bowls of blood samples . . . what is this. . . is this the
ER? We want it to be a palliative care ward.” (Nurse, Sweden,
pl144)43

Nurses in a Brazilian study expressed views about the
remit and goals of palliative care that were notably differ-
ent to the mainstream understanding of the field, for
example:

‘The patient does not need to know that he/she has a terminal
illness, does not need to know that he/she has only a few
days to live, does not need to know that there is no cure for
his/her illness, does not need to know any of this.” (Nurse,
Brazil, p19)38

A broader ethical challenge in this sub-theme relates to
the position specialist palliative care should take in
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relation to euthanasia and/or physician assisted suicide.
Participants in Germany felt that opposition to these prac-
tices is important to maintain patient dignity, perceived as
a key focus of palliative care.*® Dutch participants
described a challenge occurring when patients make a
request for euthanasia in the hospice as it is available in
other care settings but not there.’3 No study contained
data supporting euthanasia within palliative care.

Discussion
Main findings

This review is the first systematic synthesis of the ethical
challenges that specialist palliative care practitioners
report encountering in their everyday clinical practice. We
identified 13 studies from nine countries, and a wide
range of ethical challenges across six main themes with 23
sub-themes. To the authors’ knowledge there are no simi-
lar systematic reviews in palliative care or other clinical
fields, and therefore direct comparison is not possible.

Our findings have important implications for palliative
care education. As educational curricula are not often
publicly available, we examined the contents of specialty
textbooks to understand the ethical challenges usually
covered in palliative care ethics teaching. The breadth of
the challenges we identified is striking: our findings are
broader than those contained within the ethics chapters
or sections in the ‘ethics’ sections of major palliative care
textbooks (see Supplemental File 3 for a list of chapter
titles).>1=3> This reflects the findings of Hermsen and ten
Have’s1314 project examining this discordance. All topics in
these textbooks are represented in the synthesis but not
vice versa. The breadth of topics is also broader than the
United Kingdom specialist palliative medicine physician
training curricula.>®

Hermsen and ten Have were the only researchers to
use a bioethicist to observe workplace challenges.
Although we have only included in the review the 31 chal-
lenges that were reported by practitioners within a hos-
pice setting, across their full study they identified a total
of 35 challenges across five research settings, far more
than any other of the studies included in this review.3 It
may be that the bioethicist observer identified scenarios
as containing ethical challenges where a clinical practi-
tioner might not have. This raises the possibility that not
all of these challenges impact clinical care, or alterna-
tively, that practitioners lack the training to recognise the
full range of ethical challenges in the workplace. If ethical
challenges are observer dependent, relying on practition-
ers’ viewpoints alone means certain challenges will be
lost. As a consequence, there may be ethical challenges
that are important to patients and carers but are missed
by practitioners. A study of patients and carers in a single
palliative care service in the UK illustrates this concern,

describing the ethics of hope as a major finding, which is
missing from these review findings.>” Further research is
needed that focusses on patient and carer experiences of
ethical challenges and triangulates the perspectives of
specialist palliative care practitioners, ethicists, patients
and carers.

We found ethical issues related to the philosophy of
palliative care and whether certain clinical activities were
appropriate in palliative care. While this is perhaps not
surprising in a relatively young field, these findings reiter-
ate how the demarcation and definition of specialist pal-
liative care can differ between settings/contexts and over
time. This is reflected in ongoing debates surrounding the
definitions of palliative care®®-%3 and the shift to integrate
palliative care alongside curative treatment.58

That participants expressed concern that opioids may
shorten life in larger doses is also interesting. There is
good evidence that appropriately titrated opioids do not
shorten life.%4-%6 This finding highlights the ongoing chal-
lenge of promoting safe prescribing and the safety of opi-
oids more generally, among colleagues, patients, and the
public more broadly.

None of the studies we identified were undertakenin a
low or low/middle-income setting. 10/13 were under-
taken in high income countries,3:39-4143-47 and 3/13 in two
upper-middle-income countries, Brazil, 373 and Mexico.1®
This represents a significant evidence gap as 6.38 billion
people live in low or low-middle-income countries®” and
there may be specific ethical challenges that practitioners
caring for patients in these settings face that are not rep-
resented within our findings. This concern is supported by
the findings of a recent non-systematic review on the
experiences of patients from non-Western and minority
cultural backgrounds when using hospice and palliative
care services, which highlighted multiple findings with
clear normative elements that were prominent in low-
income settings.®8 Cultural differences across geographi-
cal locations have also been shown to impact on
physicians’ experiences of ethical challenges.®® Although
we did identify some challenges related to cultural and
spiritual aspects of care, it is perhaps unexpected that
these topics were so infrequently represented.

The findings of this review have clear implications for
ethics support services and palliative care training. We
identified challenges that were predominantly related to
specific scenarios or contexts rather than the general
application of broader ethical principle frameworks. This
finding of a context-focus is in line with systematic reviews
examining ethics within dementia care’®’! and nursing,”?
as well as individual studies in general practice,’* commu-
nity pharmacy,”® Canadian hospitals,”* renal medicine,!?
pain medicine!® and generalist end of life care.”>7? The
focus on detail has been termed ‘microethics’, and propo-
nents argue that this is the level at which most ethically
challenging decision-making occurs.8° This contextual
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structure is important when considering how to support
and manage ethical decision-making in the healthcare
environment. Practitioners are often taught to analyse
case-based scenarios using principle-based frameworks
such as Beauchamp & Childress’ ‘Four Principles’
approach.8%81 However, our findings support the use of
alternative approaches which explicitly consider context-
based facts, such as the Seedhouse grid,32 or the Four
Quadrants approach.® In addition, outcome-based ethi-
cal assessment frameworks such as utilitarianism, virtue
ethics, and ethics of care,®8 more easily incorporate
individual context than do a priori, rule-based, deonto-
logical frameworks.

Finally, only a relatively small proportion of the chal-
lenges reported by participants related directly to clinical
decision-making about individual patients. Challenges
were located across the care environment, from the bed-
side through institutional and societal values to national-
level policy. Those wishing to engage with ethics within
palliative care when aiming to improve care at the bed-
side must therefore acknowledge the impact of these
multiple levels. This has relevance to palliative care ethics
education, which often relies on patient case-based
teaching.8288 Care must be taken in the writing of cases to
include themes that are located away from the bedside.

Strength and limitations

Strengths in the design of the review include its system-
atic approach; lack of language, geographical, or date
restrictions in the search protocol; the inclusion of LILACS
to better capture non-English language research; and
quality assessment of both included studies and review
findings. However, study design decisions are also associ-
ated with potential limitations. First, the search strategy
used methodological filters. Pilot filtered searches were
evaluated for study loss using pre-identified sentinel stud-
ies; all were returned by the search strategy. However, it
remains possible that relevant studies were missed due to
misclassification in the registry or novel methodology.
Second, searching in English only might also mean that
relevant articles not published in English and indexed only
in non-English databases were missed.

Third, the contributing studies often did not contain
detailed description of the nature of the ethical chal-
lenges reported. Our review is similar to other broader
healthcare ethical challenge reviews in that in depth anal-
ysis of every challenge was not possible.?? Two papers
with lower MMAT scores reported a small number of ethi-
cal challenges with insufficient explanatory context to
accurately include them in the synthesis. These challenges
were: existential suffering care,!3 unbearable suffering,13
motivation,!3 paediatric palliative care,’3 patients feeling
a burden to their families,3® quality of care,’3 quality of
life,13 research with terminally ill patients,!3 responsibil-
ity,13 and role as a researcher.13

Finally, quality assessment of qualitative research
and its outputs is a contested area, with multiple tools
available and poor correlation between methods.?® The
MMAT contains fewer criteria to assess study quality
than methodology-specific tools and may lead to an
incorrect over- or under-assessment of a study’s inher-
ent bias. However, we did not exclude studies based on
their MMAT assessments and believe the ability to
directly compare studies of differing methodologies was
useful. The GRADE CERQual approach helps to systema-
tise the assessment of the findings of the review but is
underpinned by researcher judgement, allowing for
possible mis-categorisation.

What this study adds?

This is, to our knowledge, the first review to systemati-
cally detail specialist palliative care practitioner-
reported ethical challenges and has important
implications for palliative care and ethics training. The
identified ethical challenges are far broader than those
included in current major textbooks in the field. These
challenges are located at diverse levels, from the bed-
side up to national policy. We found no data from low
and middle-income settings where the majority of the
world’s population live and die. Finally, this review,
through the breadth of data synthesised, demonstrates
the utility of robust methodologies within empirical
bioethics. That the review identified ethical challenges
that are not included in the major textbooks reinforces
the need for this approach alongside theoretical
aspects of bioethics, if the aim is more ethically-
informed clinical care.

Further research is needed to explore patients and car-
ers’ perspectives, the nature of the individual challenges
identified in this review, and how these may vary across
settings and countries.
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