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Abstract

INTRODUCTION 0

Background

Everyyear 4,428,663 people die with serious health related suf-
feringin Europe, with estimated 138,913 ofthem being children.
Accessto palliative care (PC) would greatly ease suffering of these
patients. Last assessment of PC development across Europe was
conducted in 2013 and therefore, ouraimisto provide an updat-
ed analysis on the development and integration of PC across the
Region.

Methods

We conducted a systematic review to identify the most common-
ly used national-levelindicators on PC development. Policy, med-
icine-related, education and service provision indicators were
idenified and rated by a committee of international experts in a
two-round RAND/UCLA Delphiconsensus process. Additionalindi-
cators exploring the integration of PC into different levels of care,
diseases and disciplines were derived from interviews with the
EAPC Task Force leaders on paediatrics, long-term care facilities,
primary care, volunteering, public healthand cardiology. All these
indicators were sent through on-line surveys to qualified national
expertsintheirfield. Additional databases on opioids (Internation-
alNarcotic Control Board), professional activity (EAPC databases),
and PCintegration into oncology (ESMO databases, Clinical.Trials.
gov and Scopus) were consulted.

Results

We received response from 321 experts from 94% (51/54) of
European countries. The survey identified 6,388 specialised ser-
vicesforadults (amedian of 0.8 adult services per 100,000inhab-
itants) and a variety of programmes specific to PC for Children in
38 countries: home care teams (n=385), hospital programmes
(n=162) and hospices (n=133). Most countries have established
legal frameworks for the provision of PC, with specific laws report-
edineight countriesand other laws or decree-laws presentin 63%
ofthe countries. Twenty-nine nations have a process of specialisa-
tion in Palliative Medicine for physicians and PC has been includ-
edinthe undergraduate curricula of medical and nursing schools
in 43% of the countries with variations in the number of teaching
hours and clinical practice. Full professors have been reported in
medical schoolsin 14 countriesandin nursing schoolsinfive. The
average of opioid consumption is 107 mg morphine equivalent/
capita/year.

The integration of PC into different fields is noticeable. Although
only 12/34 countries have systems to identify patients in need of
PC atthe primary level, the majority of countries provide PCinthe
last month of life. PC is being integrated into oncology and clini-
caltrials on early integration of PCin the course of the oncological

disease registered in 10 countries. Furthermore, eight reference
cardiology centres providing PC were also identified and the pres-
ence of PC trained staff in Long-Term Care Facilities isincreasingly
common (14/19 countries).

Volunteersare active throughout Europe and eight countries report
over 1000 registered PC volunteers while others even report the
existence of volunteer-led hospices. The professisonal vitality of
the discipline is demostrated by the rise of national PC associa-
tionsin 41/51 countries.

This Atlas presents a set of 51 country reports highlighting key
dataonnational policies, use of medicines, education and PC ser-
vices provision and does not offer secondary comparative analysis
between countries.

Conclusion

PChealth policies developedin recentyears have promoted vigor-
ous development across Europe. Preliminary data on the integra-
tion of PCinto different fields are encouraging though inequalities
between countries and sub-regions persist. Further comparative
analysis exploring factors leading to uneven progress may inform
strategies to provide PC for all people in need.
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POPULATION AND METHODS

The cartography

Limitations
and Constraints

The cartography has been developed by Professor Juan José Pons
(Department of History, History of Art and Geography of the Uni-
versity of Navarra).

The digital coverage "Admin O - Countries” at medium scale
(1:50,000,000) were obtained from Natural Earth (https://www.
naturalearthdata.com), and others data range varietythemesfrom
the ArcGIS Website (under a Creative Commons license). In both
cases, information was updated in 2019. The software used for
map construction is ArcMap (ESRI), version 10.5.

The geographic coordinates system used was GCS ETRS 1989
and the Cartographic projection Lambert Azimuthal Equal Area.
Thischoice is based on the criteria of making the most of the avail-
able space, so as to fully represent all countries correctly. There
are a big range of scales and sizes in maps, from 1:5,000,000 to
1:100,000,000.

The types of maps utilized for the thematic representation are:
choropleths map (basically for “relative data”), symbols map
(for absolute data or to highlight determined values presence/
absence) and bars and sectorial cartodiagrams.

In terms of representation style, a constant colours “range” has
been adopted and used throughout this publication: blue for
choropleths and orange for symbols and cartodiagrams; this was
done to enhance the homogeneity and coherence of the carto-
graphic version as a whole. In terms of the socioeconomic and
health information used in the country reports, the data has been
collected mainly from “World Bank” databases” and the United
Nations reportswith the clear criteria of finding the mostaccurate,
updated and reliable data for the maximum number of countries
ofthe WHO European region.

Abreviations

PC: Palliative Care

WHO: World Health Organisation

EAPC: European Association for Palliative Care
PPC: Paediatric Palliative Care

ME: Morphine Equivalent

MOH: Ministry of Health

N/A: Not Applicable

Some limitations of this study include:

1. Being the first study to assess palliative care integration into
otherdisciplines, levels of care and providers, demandsiden-
tificationand exploration of relevant, feasible and measurable
indicators as well as experts on the respective fields for the
firsttime.

2. To evaluate comparatively all the countries of the European
continent, as for other global studies, this study uses experts
in palliative care development as the main source of informa-
tion. The use of expertsasasource ofinformation hasintrinsic
limitations. To ensure the quality of the information present-
ed following this approach, the next measures were taken: a)
establishreliable criteria for the selection process of experts,
b) use of multiple informants per country, c) process of peer
review of the information collected, d) verification with sourc-
es of additional information and previous studies, €) pre-es-
tablished protocol for the clarification of the information col-
lected, f) dissemination of the names of the experts who col-
laborate (with prior consentand with few justified exceptions).

3. Differencesinterminology across Europe, the nature of the esti-
mationsitself, and alimited research workforce are also limita-
tions to acknowledge.

EAPC Atlas of Palliative Care in Europe
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EUROPEAN CONTEXT o

Chapter1. Specialised Palliative Care Services
for adults across Europe

TECHNICAL DATA

ON THE 2019

EAPC SURVEY ON
SPECIALISED SERVICES
FOR ADULTS

Population: 54 countries of the
Europe WHO region and Lichten-
stein.

Survey Details

Areas explored: 5 main health
indicators on Specialised PC pro-
vision for adults (Arias-Casais N
etal, 2019) plusthreeindica-
tors regarding mixed services,
day care centres and volunteer
hospice teams.

Questionnaire: on line survey, 9
questions.

Participants: 92 national Key
persons experts in national
development, nominated from
National Associations or identi-
fied by publicationsand/or pre-
vious publications.

Coverage: 51/54 countries
(94%) with at less a key person
identified .

Response: with two answers
31/51 countries (61%) with
oneanswer 18/51 countries
(39%)

Data collection: December 2018
toMarch 2019 (4 months).

Project Management: ATLANTES
Research Group, Institute for Cul-
ture and Society, University of
Navarra, Pamplona (Navarra),
Spain .

Scientific Advice: Natalia Arias,
Eduardo Garralda, John Yohan
Rhee, Liliana de Lima and Carlos
Centeno.

Promotor: European Association
for Palliative Care (EAPC).

THE NUMBER OF SPECIALISED PALLIA-
TIVE CARE (PC) SERVICESIN ACOUNTRY
ISONE OF THE BESTINDICATORS OF THE
NATIONAL PCDEVELOPMENT, ACCORD-
ING TO THE EXPERTS (1).

C specialised services are organ-

ised in interdisciplinary teams, with

advancedtrainingandfulldedication

on relieving the Serious Health Suf-
fering (2) that is associated with life-threaten-
ing conditions or the end of life. Usually they are
located elsewhere, inall levels of care, wherever
the patient needs.

The existence of a great number of PC services
is associated with the development of appro-
priate health policies for advanced and end-of-
life patients, with a greater use of essential PC
medicines, and with a better preparation of the
professionalsandthe society. However, inorder
to knowin depth the PCsituation of a country, it
is advisable to count on other health indicators
and data as presentred in this Atlas.

Palliative care should be provided at all levels
of care. Early detection of PC patients should be
carried outin primary care services in the com-
munity and should be provided to a majority of
patients by primary care professionals. Howev-
er, sometimes, if the situation becomes com-
plexthroughouttheillnesstrajectory, itisneces-
sary to refer to specialised teams. Patients may
require this advanced resources, both for the
relief of pain or other poorly controlled symp-
toms, butalsowherethereis alack ofadequate
family and social support.

Typology of specialised services
inthe ATLAS

The typology of these services is varied and
remains not standardised as terminology may
differ between countries.

Home Care Teams work in patients’ homes
or Long-Term Care Facilities, in collaboration
with the basic health teamsor nursing homes”
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staff. on other occasions care can provided in
hospitals, where Palliative Care Units with
their own beds are organised, or also through
mobile teams or consultation services, gen-
erally called Hospital Support Teams. There
may be Palliative Care Units in highly special-
ised hospitalsoralsoin county, supportorcon-
valescent hospitalsfor chronic patients. There
are also mixed models combining resources:
In Norway or Spain, there are Mixed Teams
that, generally from the hospital, provide care
to patients in their homes and not only during
hospital admission.

Outside hospitals, and more frequently in
Anglo-Saxon countries, PCis provided in stand-
alone facilities called Hospices. However,
although the Hospice concept almost always
designates an intermediate care resource
between the hospital and the home, it can also
be misleading: in Italy the term Hospice is also
used to designate hospital admission units
while in Germany Hospices led by volunteers
are organisations that provide social support
and servicesat home. Finally, we have also con-
sidered Day care services for PCasa particular
PCresource.

Number of Specialised Palliative
CareServicesinEurope

The EAPC recommends two specialised PC ser-
vicesevery 100.000 inhabitants (1 Home Care
team and 1 Hospital team) (2). Provision of PC
remains inequitably with the majority of ser-
vices available in Western Europe. Austria and
Ireland stand out (2,2 and 1,9 services per
100.000 habitants respectively), followed by
Luxembourg, Belgium and Sweden. Regarding
Central and Eastern Europe, Lithuania, Poland,
Slovenia, Estonia, Israel and Hungary have the
higher ratios. Countries reporting the highest
absolute number of specialised servicesare Ger-
many (914) and the United Kingdom (860).

Inthefollowing pages, we provide an overview of
the number of specialised PC services obtained
from experts using the EAPC cutting point as a
reference.
































