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Abstract

Background: In 2009, the EAPC published recommendations on standards and norms for palliative care in Europe, and a decade later,
wished to update them to reflect contemporary practice.

Aim: To elicit consensus on standards and norms for palliative care in Europe, taking account of developments since 2009.

Design: A Delphi technique used three sequential online survey rounds, and a final expert consultation (EAPC Board). The original
2009 questionnaire with 134 statements was updated with 13 new concepts and practices following a scoping of the literature
between 2009 and 2020 (total: 147 statements).

Setting/participants: One contact of Boards of 52 national European organisations affiliated to the EAPC were invited to participate,
with subsequent rounds sent to respondees. The EAPC Board (n = 13) approved final recommendations.

Results: In Round 1: 30 organisations (14 organisations X two people, 16 organisations X one person, total n =44) in 27 countries
responded (response rate 58% organisations, 82% countries), Round 2 (n = 40), Round 3 (n = 38). 119 statements reached consensus
in Round 1, 9 in Round 2, 7 in Round 3. In total 135/145 statements in five domains (terminology, philosophy, levels, delivery, services)
reached consensus (defined as >75% agreement), (122) were original EAPC recommendations with 13 new recommendations
included emerging specialisms: neonatal, geriatric and dementia care, and better care practices. Seven statements failed to reach
consensus and four were removed as irrelevant or repetition.

Conclusions: Most recommendations on standards and norms for palliative care in Europe remain unchanged since 2009. Evolving
concepts in palliative care can be used to support advocacy.
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What is already known about the topic?

e The EAPC published recommendations on standards and norms in palliative care for Europe in 2009.

e The Delphi technique is a well recognised way to elicit the views of stakeholders and obtain consensus.

e There are a diversity of international and national definitions and concepts in palliative care which makes comparison
between countries and delivery of health care complex.
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What this paper adds?

e The majority (122) of standards and norms in five domains (definitions of palliative care, philosophy, levels, delivery,
services) in palliative care in Europe have remained unchanged over the last decade.

e 13 new standards and norms reached consensus, relating to emerging specialisms such as neonatal, geriatric and
dementia palliative care, and recommendations for better access to national information sources and the use of digital
health records.

Implications for practice and research?

e New recommendations recognise that there are emerging subspecialisations in palliative care in the fields of neonatal
paediatrics and geriatric medicine indicating that care extends across the lifespan.

e New recommendations also have implications for service quality improvements including enhancing open visiting, availa-
bility of essential medicines, better information exchange, including digital medical records and access to specialist
equipment.

e Future research and clinical care needs to include multiple domains to assess quality improvements in palliative care.

Background The original EAPC recommendations have been influ-

Concepts and definitions in palliative care have evolved
over time and differ across geographical regions.’=3 This
diversity may lead to confusion for policy makers, service
providers and service users.

The World Health Organization (WHO) initially defined
palliative care in 1990, and subsequently updated this in
2002.* This definition remains unchanged two decades
later despite palliative care services developing significant
diversity, and WHQ’s endorsement of models of integration
of palliative care into national person-centred healthcare
systems.>® There have been chronological developments in
establishing definitions from national, regional and global
perspectives and national standards published by a few
countries such as England and Wales, USA, Australia and
New Zealand.” In 2009, the EAPC published recommenda-
tions on standards and norms for the delivery of palliative
care services in Europe.8? Their rationale for cross-country
standards and norms included promoting uniformity,
enhancing collaboration, facilitating quality improvement
and fostering performance measurement.8® They aimed to
generate common terminology and standards across
Europe, thus providing guidance to service providers, stake-
holders and decision makers. More recently some organisa-
tions have made global recommendations on definitions,
but arguably considerable diversity remains. The Lancet
Commission proposed the adoption of the concept of
addressing ‘severe health-related suffering’ to encapsulate
the objective of palliative care on a global basis.1° However,
their emphasis on physical and psychological suffering
arguably marginalises social and spiritual domains of
palliative care provision. More recently, the International
Association for Hospice and Palliative Care (IAHPC) pub-
lished a new consensus based definition of palliative care
drawing also upon the notion of ‘severe health-related suf-
fering’ which has not been widely endorsed or accepted.!!

ential in the development of palliative care and widely
cited,®® but are over a decade old. Evidence of rapid
developments and new practices in Europe!? indicate that
they should be updated. The aim was to update the previ-
ously published standards and norms for palliative care in
Europe, taking account of recent evidence about new
practices and developments.

Methods

The main aim was to elicit consensus on standards and
norms for palliative care in Europe, taking account of
developments since 2009.8° An international team com-
prised of experts in palliative care from three countries
(Belgium, Germany and the United Kingdom) used a
three-round Delphi technique to establish consensus on
revisions to standards and norms in palliative care in
Europe. We built upon the original EAPC standards and
norms recommendations®?® by searching the literature to
identify new developments and areas of practice between
2009 and 2020. A structured three-round Delphi tech-
nique!3 was used to elicit consensus on original and new
standards and norms, followed by a final expert consulta-
tion where the multidisciplinary EAPC Board of Directors
were invited to provide qualitative comments on the out-
comes of the structured rounds (Directors listed in the
Acknowledgements). The Delphi technique is a formal
consensus procedure which allows participants to rate
their level of agreement to a statement, thus shaping a
consensus.3 The structured rounds offered anonymity to
respondents (preventing potential influences of group
conformity), iteration (allowing respondents to change
their opinions between rounds) and individualised feed-
back (communicating the mean results of the previous
round and individual responses). The study adhered to
the CREDES recommendations on methodology and
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reporting of Delphi studies,'* and online survey method-
ology observed the Checklist of Reporting Results of
Internet E-Surveys.®

Scoping of the literature

A scoping of the literature is a versatile and flexible
approach that seeks to map key areas of research and
concepts, using a broad search strategy, followed by
charting and summarising of the data.l’® A literature
search was conducted during March 2020 to locate peer
reviewed publications using the search terms ‘Palliative
care; palliative medicine; end of life care; hospice care;
terminal care’. We searched Turning Research into Practice
(TRIP) database, as recommended by a specialist librarian,
for these key words in the title or anywhere in the text.
Inclusion criteria were: published 1st January 2009 to 1st
March 2020, systematic reviews, empirical research, con-
trolled trials, English language, publically available.
Exclusion criteria were: opinion pieces, unpublished, not
in English. Searches resulted in 1002 ‘hits’. After duplicate
removal, 850 sources were screened by title and abstract
(AH, TW), with 16 full texts discussed (SP, AH, TW). The
original EAPC standards and norms8° were mapped onto
a matrix, and upon reading each paper we identified
whether the paper contained sufficient material to amend
an existing standard and norm, or whether it had suffi-
cient scope to add a new one under the respective five
domains (see Supplemental Information 1). Data were
extracted from the selected publications and used to
‘chart’ against the matrix. Where new concepts or prac-
tices, relevant to the European context, were identified,
these were summarised as new statements for inclusion
in the Delphi procedure.

Population, sample and recruitment

As the EAPC commissioned an update of the previous rec-
ommendations, rather than a completely new study, we
used the same population, sampling and recruitment pro-
cedures to ensure that the findings were comparable.8?

Population: Boards members of 52 national and pro-
fessional organisations affiliated to the EAPC from 33
countries across Europe, and 13 Board Members of the
EAPC.

Sample: Rounds 1-3: One key contact of organisations
were identified by the EAPC. Expert consultation: 13
members of EAPC Board.

Recruitment: To comply with General Data Protection
Regulation legislation, initial emailed invitations to Round
1 were distributed by the EAPC Head Office (November
2020), with all responses and rounds 2 (January 2021), 3
(March 2021) managed by AH. As an incentive for com-
pleting the study, participants who completed all rounds

were entered into a draw for a free registration for the
EAPC World Congress in 2021. JL distributed the final con-
sultation document to all EAPC Board members (May
2021) and provided collated responses to AH.

Original questionnaire revisions

The original 2009 questionnaire with 134 statements was
updated with 13 new concepts and practices identified
following scoping of the literature between 2009 and
2020 (147 statements in total). The structure of the origi-
nal questionnaire was used with: 145 statements in five
sections (terminology (7 original), philosophy (9 original),
levels of care (16 original, 6 new), delivery (56 original, 2
new) and services (44 original, 5 new)) were prepared
with two final open questions asking about understand-
ing of ‘norms’ (total 147) and an opportunity to identify
omissions, and in Round 1 only, a demographic section.
Respondents were invited to rate their level of agree-
ment with each statement on a five-point Likert scale
(strongly disagree, moderately disagree, neither agree
nor disagree, moderately agree, strongly agree, a ‘don’t
know’ option was also available). In addition, 17 roles
associated with palliative care were listed with a 5 point
Likert scale labelled ‘very essential to inessential’. These
scales were used in the previous questionnaire, thus
allowing for direct comparison and consistency. Below
each structured scale, there was space for open-ended
comments such as revisions to wording or explanations
of the scores given. Open-ended comments were all read
carefully and discussed by AH, TW, SP, statements were
revised or reworded for clarity. Consensus was set at a
mean of 75% per statement to acknowledge the diversity
of practice and contexts in Europe. Each round was kept
open for 4-5 weeks, with up to two reminders sent to
non-responders.

Delphi procedure

Consensus was defined as >75% agreement. Round 1: In
November 2020, panel members were sent an online
questionnaire with 147 statements using Qualtrics soft-
ware. Round 2: In January 2021, respondents to Round 1
were sent an online questionnaire comprising 25 state-
ments that had failed to reach consensus in Round 1. They
were provided with details of the mean score for each
statement, their own previous score and any comments
they had made. Round 3: In March 2021, respondents to
Round 2 were sent an online questionnaire comprising 14
statements that had failed to reach consensus in Round 2.
The survey portal remained open for 4-5 weeks, with up
to two reminders sent to non-respondents. Expert consul-
tation: In May 2021, the updated recommendations were
sent to all EAPC Board members.
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120 of 147 statements reached
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27 statements did not reach consensus* ]
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Statements reconsidered based on
results
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Round 2

40 of 44 people responded

«—

9 of 25 statements reached
consensus

16 of 25 statements did not reach
consensus**

v

Statements reconsidered based on
results

P——

Round 3

38 of 40 people responded

«— >

7 of 14 statements reached
consensus

7 of 14 statements did not reach
consensus

Figure 1. Flow chart of three round Delphi process.
*Two items omitted after R1 Supportive care should not be used as a synony

m of palliative care. Population served, Adequate provision of palliative

care for noncancer patients requires additional resources. If non-cancer patients were to have equal access to palliative care compared to cancer
patients, the percentages of patients requiring palliative care are estimated at 40% (non-cancer patients) and 60% (cancer patients) respectively.
**Two items omitted after R2 Non-specialist Palliative Care, Hospital at home.

Analysis

Descriptive statistics after each round, included state-
ment scores, means, medians and distribution. For each
statement, qualitative comments were entered into a
spreadsheet; these were read and discussed by AH, SP,
TW to identify semantic, practical and conceptual issues.
Qualitative analysis of comments guided rewording or
removal of statements. The expert consultation resulted
in largely editorial comments on the manuscript.

Approval to conduct the Delphi study was obtained
from the Faculty of Health and Medicine Research Ethics
Committee, Lancaster University on 30th June 2020
(FHMREC19066).

Results

Participation in the survey (Rounds 1-3)

The flowchart in Figure 1 presents an overview of the
Delphi technique, the number of completed responses
and outcomes in each of the three structured rounds.

In Round 1, 30 organisations (14 organisations two
individuals, 16 organisations one person, total n=44)
from 27 European countries responded (response rate:
58% organisations, 82% countries). It should be noted
that in some countries, there is more than one organisa-
tion (range 1-4, median 1). In each subsequent round
only those previously responding were eligible, therefore
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in Round 2, 40 of 44 individuals (response rate 90%) and in
Round 3, 38 of 40 individuals responded (response rate
95%). The characteristics of the respondents in Round 1
are presented in Table 1.

Consensus on statements

In total 135/145 statements reached consensus (defined
as over 75% agreement); with 118 statements reaching
consensus in Round 1, nine in Round 2, and seven in
Round 3 (see Tables 2—-4). Of these, the majority (122)
were from the original EAPC recommendations and 13
were new statements including emerging specialisms:
neonatal, geriatric and dementia care and better care
practices. Seven statements failed to reach consensus
after Round 3. Six related to specific occupational roles
which were not regarded as essential to the multidiscipli-
nary team; namely, occupational therapist, speech thera-
pist, complementary therapist, lymphoedema therapist,
trainer and librarian. Finally there was no consensus on
population size that a volunteer team should serve. Four
statements were removed as irrelevant or repetition; two
after Round 1 (Supportive care as a synonym for palliative
care and secondly an estimate of the ratio of cancer to
non-cancer patients) and two after Round 2 (Hospital at
home and a new item: non-specialist palliative care
instead of the former term ‘general palliative care’). Of
the 118 statements that reached consensus at Round 1,
107 were from the original standards and norms. 11 were
new. Of the nine statements that reached consensus in
Round 2, seven were revised statements from the original
standard and norms. Two were new statements (Geriatric
palliative care; dementia palliative care). All the state-
ments that reached consensus in Round 3 were revised
versions of the original standards and norms. The seven
statements that did not reach consensus were original
standards and norms. The following sections will briefly
explain the overall results in each section.

Definition and terminology of palliative care and hospice
care. Overall six of the seven original statements relating
to terminology in palliative care continued to be strongly
endorsed in Round 1, especially the previous EAPC defini-
tion with 93% agreement compared to the WHO defini-
tion with 86% agreement. The term ‘non-specialist
palliative care’ instead of ‘general’ palliative care had
been identified in the literature review!> but qualitative
comments indicated it was confusing.

Philosophy of palliative care. Nine original statements
about the common principles of palliative care reached
very high consensus (greater than 90%) in Round 1 such as
the values of patient autonomy and dignity. Only the
statement on the need for public education (88%) was
slightly lower.

Table 1. Characteristics of Delphi Round 1 respondents
(n=44).

Variable N and percentage
Age

Mean (SD) 52.8(9)

Age range 34-70
Gender, n (%)

Female 30 (68.2%)
Country of organisation Western Europe
grouped by geographical Austria (1; 2)
region in Europe, Belgium (1; 2)

France (1; 2)

Germany (1; 1)

The Netherlands (1; 2)
Republic of Ireland (1; 2)
Switzerland (1; 1)
United Kingdom (2; 4)
Southern Europe
Greece (1; 2)

Israel (1; 1)

Italy (1; 1)

Portugal (1; 2)

Spain (2; 3)

Northern Europe
Denmark (1; 2)

Finland (1; 1)

Iceland (2; 2)

Norway (2; 2)

Sweden (1; 1)

Central and Eastern Europe
Croatia (1; 1)

Hungary (1; 1)

Latvia (1; 2)

Lithuania (1; 1)

North Macedonia (1; 1)
Poland (1; 1)

Romania (1; 1)
Slovakia (1; 1)

Slovenia (1; 2)
Physician 27 (55%)
Nurse 7 (14.3%)

Social worker 4 (8.2%)
Administrator 3 (6.1%)
Volunteer 1 (2%)

Social scientist 1 (2%)
Psychologist 1 (2%)
Other 5 (10%)

Clinical 44%

Research 26%
Policy/Administration 26%

(organisation; number of
respondents)

Profession, n (%)

Main focus of competence

Other 4%
Total professional experience in years
Mean (SD) 24.9(8.2)
Range 6-42

Levels of palliative care. Twenty (6 new, 14 original) of
the 22 statements on the nature and scope of palliative
care reached consensus, 17 in Round 1 and a further 3 in
Round 2. There was a high level (over 90%) of agreement
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on six statements such as the nature of specialist pallia-
tive care, need for centres of excellence and that palliative
care should be available for all diagnoses. There was con-
sensus on four new statements that recognised the
emerging role of neonatal palliative care. Two statements
were withdrawn, one on the need for services to include
non-cancer patients which repeated another statement,
and a new term, ‘non-specialist’ palliative care.

Palliative care delivery. This is the largest section with 47
(2 new, 45 original) statements reaching consensus in
Round 1, with two further statements gaining consensus
in both subsequent rounds. There was high levels (over
90%) agreement for 24 statements including the impor-
tance of advance care planning, equity in access to ser-
vices, facilitating preferred place of care and service
provision including specialist palliative care, hospital
teams, in-patient units and home care. Two new state-
ments relating to access to services, the availability of
national directories and websites, indicates that informa-
tion provision is crucial. Six statements that failed to reach
consensus were related to specific occupational roles
which were not regarded as essential in the multidiscipli-
nary team; occupational therapist, speech therapist, com-
plementary therapist, lyphoedema therapist, trainer and
librarian. One statement ‘hospital at home’ was with-
drawn at round 2 as it was regarded as ambiguous.

Palliative care services. This section concerned specific
types of palliative care services with 40 (5 new, 35 origi-
nal) statements reaching consensus in Round 1, followed
by three in Round 2 and five in Round 3. There were high
levels (over 90%) of agreement for 21 statements such as
the purpose and staffing requirements of specialist pallia-
tive care units, hospital palliative care teams and home
palliative care teams. There were lower levels of agree-
ment on the purpose and requirements for Day Care ser-
vices, reflecting differences within Europe. There was a
high level of agreement on five new statements which
offered guidelines on open visiting, availability of essen-
tial medicines, better information exchange, including
digital medical records and access to specialist equip-
ment. One statement on the configuration of volunteer
teams failed to reach consensus.

Expert consultation: The EAPC Board approved the
updated recommendations, and some provided editorial
comments.

Discussion
Summarising findings

This revision to the EAPC recommendations on standards
and norms in palliative care identified that there remains a
high consensus amongst European experts with the origi-
nal recommendations.®? The core principles of palliative

care are fully endorsed, along with shared understanding
about definitions of palliative care and how these are artic-
ulated in specialist palliative care services. It has high-
lighted the emergence of new areas of specialisation in
palliative care including neonatal palliative care,!” geriatric
and dementia services.!81? These attest to the needs of
patients across the life span as recommended by WHO.>
Also there is greater awareness of the need to improve
access to better information transfer and the role of digital
health technologies including electronic health records.2°

In comparison with the previous study,?°® there were
responses from organisations in just over half of all coun-
tries in Europe 27/52 — 52%, rather than 21 countries,
reflecting increases in EAPC membership 52 compared to
35.21 There were more female respondents, 68% com-
pared to 48% indicating both a shift in medicine and in
healthcare. As before, the majority of respondents were
physicians or other clinicians. There remains strong
endorsement of definitions for palliative care derived
from the EAPC and WHO, despite alternative definitions
being proposed in the interim such as severe health-
related suffering.1%11 These may be more appropriate in
low and middle income countries where palliative care is
less well developed than in Europe. The term ‘supportive
care’ was not regarded as a synonym for palliative care,
although this is advocated in the USA.2 As palliative care
develops, it is perhaps appropriate that the diversity of
geopolitical, health system, population needs and eco-
nomic resources in specific regions and countries is recog-
nised; we do not seek to offer a global definition or
standards, merely to facilitate collaboration in Europe.

European countries are at remarkably different stages
in their development of palliative care as demonstrated in
the EAPC Atlas.!? It is thus rather challenging to provide a
balance of standards and norms that accommodates such
diversity. Especially in eastern Europe, there are countries
which are at very early stages in pioneering palliative care
services, while typically in western countries, services are
already well established and integrated in national health-
care systems. Here concerns about ensuring equity and
access for marginalised populations have become one of
the predominant issues. However, the major drivers to
address WHO directives to strengthen palliative care,
include it as part of universal health coverage and embed
services in national healthcare systems appear to still
focus on extending palliative care beyond cancer.> Recent
guidance from the WHO on how to establish the founda-
tions and structure of palliative care services are likely to
improve quality but need to be adopted, resourced and
implemented within countries,?2 and progress towards
these goals should be assessed in further research.

The specific values on the philosophy of palliative care
demonstrate a strong consensus across European experts,
with a recognition that palliative care is suitable for all
patients regardless of diagnosis. However this may belie
continuing evidence of inequalities in access to hospice
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care.Z The survey shows that there remains some geo-
graphical diversity in how services are configured, proba-
bly reflecting their differing historical origins, especially
with volunteers.2* Volunteer roles differ across Europe
such as to provided direct hands on care, to supplement
services, or in a few countries to fund-raise for hospices,?*
and these differences might explain why consensus was
not attained. The survey confirms that there is still a lack
of consensus on whether some staff roles are essential or
merely desirable additions to the multidisciplinary team,
specifically certain therapists and educationalists. This
probably reflects diversity in development and whether
education are considered to be supplementary activities.

Our respondents demonstrated high consensus on
statements relating to specialist palliative care in hospital
and home care settings rather than ‘general palliative
care’ provided by non-specialists. A recently proposed
term ‘non-specialist palliative care’ instead of general pal-
liative care was not favoured,?> and reflects the difficulty
in making sharp distinctions between specialist and gen-
eral provision.?! In some countries palliative care has
emerged as a specific medical speciality, while in others it
forms part of the work of medical professionals who are
specialists in oncology or other areas.26

Strengths and limitations

This study’s strengths include adherence to Delphi tech-
nique guidance!® and was conducted by a multidiscipli-
nary team. Whilst a scoping of the literature was
undertaken, a full systematic review might have identified
additional concepts and practices, and this methodology
should be considered for future revisions of the recom-
mendations on standards and norms. We built upon the
2009 recommendations with a sample drawn from 30
organisations across Europe. There was a reasonable
response rate of 58% organisations, and 100% in the
expert consultation. As the survey was only available in
English, this may have resulted in bias. Incentivisation
(also previously used®?), may have influenced the comple-
tion rate. Further research is required to elicit service-user
views. Attrition over the Delphi rounds was low, but the
impact of the Covid-19 pandemic on the initial response
was probably greater for those with clinical responsibili-
ties during the winter of 2020/2021.%7

What this study adds

There is evidence of emerging specialisation of palliative
care services in neonatal, geriatrics and dementia. A bal-
ance is needed between tailoring services to meet local
population needs and the integration of services within
healthcare systems.® Specialist palliative care providers
need to demonstrate flexibility, as during the pandemic.2®
As before, the recommendations provide evidence for

benchmaking palliative care services and promoting con-
sistency in Europe. The standards and norms offer oppor-
tunities to enhance advocacy and collaborative health
policies, to promote better use of resources and offer
equitable provision of palliative care for patients and fam-
ilies. Our findings have implications for many stakeholders
including designing palliative care service improvements,
advocating for better integration of palliative care and
ensuring that palliative care is included in new strategies
and policies.

Conclusions

Most recommendations on standards and norms for pal-
liative care in Europe remain unchanged since 2009, with
13 new recommendations relating to emerging special-
isms and service improvements. Evolving concepts can be
used to support advocacy. Further research is needed to
understand how these standards and norms are utilised
to deliver quality improvements.
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