EAPC \l/
Atlas of Palliative Care
.. inEurope 2013 >
Full Edition ;ig

A Carlos Centeno 2
J S Thomas Lynch
N0 Oana Donea
LR Javier Rocafort
- B David Clark S
;@ S ies g1a| University
( ) @ it of Glasgow

Institute for Culture and Society

EAPC A A







EAPC

Atlas of Palliative Care
in Europe 2013
Full Edition

L% ics
¥ v Universidad

B University

L# ) VIE niversida 7 of Glasgow

AP el
EA PC A ‘ ! Institute for Culture and Society




EAPC Atlas of Palliative Care in Europe 2013 - Full Edition

Authors:
Carlos Centeno
Thomas Lynch
Oana Donea
Javier Rocafort
David Clark

Editorial Direction and Coordination:

Carlos Centeno and Eduardo Garralda

University of Navarra, ATLANTES Research Program, Institute for Culture and Society (ICS),
Campus Universitario, 31080 Pamplona, Spain

Cartography:
Juan José Pons, Miriam Serrano, University of Navarra, Department of Geography,
Campus Universitario, 31080 Pamplona, Spain

Design and production:
Errea Comunicacion, Pamplona
www.erreacomunicacion.com

Copyright © 2013 EAPC Press

European Association for Palliative Care (EAPC)
National Cancer Institute

Via Venezian 1, 20133 Milano (Italy)

Direct phone: +39-02-23903391

Mobile phone: +39-333-6059424

Fax: +39-02-23903393

E-mail: Heidi.Blumhuber@istitutotumori.mi.it
EAPC Web Site: http://www.eapcnet.org

© All rights reserved. The European Association for Palliative Care (EAPC) has exclusive permission
to use, copy, distribute, and sell the publication freely. EAPC permits educational and scientific use
of the information to advocate for the development of palliative care at both the national

and international level.

ISBN: 978-88-98472-02-4
Legal Dep. NA -571-2013

This book has to be cited as follows:
Centeno C, Lynch T, Donea O, Rocafort J, Clark D.
EAPC Atlas of Palliative Care in Europe 2013. Full Edition. Milan: EAPC Press; 2013.

There is a shorter version of this publication that is available in both printed format and also online:
EAPC Atlas of Palliative Care in Europe 2013 - Cartographic Edition



. Introduction 7
Authors and Institutions .... 8
National Collaborators 9
AboUt EAPC ......ccoeiis 10
About ICS and ATLANTES n
Preface .....ccoocovveieienn. 12
Note from the authors 13
Aims and objectives 14
Methods 15

« COUNLIY REPOIES ..ottt 21
Global situation . .22

KeY Map .oovveveeraiens .22

Number of PC services ....

Proportion of services per population ...

Types of services
Albania ...
Andorra ...
Armenia ...
Austria .....
Azerbaijan
Belarus ....
Belgium ...
Bulgaria ...
Croatia
Cyprus
Czech Republic
Denmark
Estonia .
Finland .
France ..
Georgia .... .
GEIMNANY .ttt

Greece ...
Hungary ..
Iceland ...
Ireland
Israel
Italy ...
Kazakhstan
Latvia
Lithuania
Luxembourg
Malta
Montenegro
Netherlands ..
Norway
Poland
Portugal ..
Republic of Macedonia ...
Republic of Moldova
Romania ....
Russia
Serbia
Slovakia ..
Slovenia ..
Spain ..
Sweden ...
Switzerland
Turkey
Ukraine
United Kingdom

. Additional information ....................

Annex |. Glossary ................
Annex II. Eurobarometer Survey
Annex [l Facts QUESTIONNAITE .......cooviiiiiiiiiiiiie e

Atlas of Palliative Care in Europe 2013 « Full Edition —5






1. Introduction

OO0 @




INTRODUCTION

Authors

Institutions

Carlos Centeno
University of Navarra, Institute for Culture and Society (ICS), ATLANTES Research
Program, Campus Universitario, 31080 Pamplona, Spain

Thomas Lynch
University of Navarra, Institute for Culture and Society (ICS), ATLANTES Research
Program, Campus Universitario, 31080 Pamplona, Spain

Lancaster University, Faculty of Health and Medicine, Division of Health Research,
International Observatory on End of Life Care, Bowland Tower South, Lancaster
LAT 4YT, United Kingdom

Oana Donea
Association for Mobile Palliative Care Services, Bucharest, Romania

Javier Rocafort
Laguna Hospice Hospital, Calle del Concejal Francisco José Jiménez, 128. 28047
Madrid, Spain

David Clark
University of Glasgow, School of Interdisciplinary Studies, Dumfries Campus
Rutherford/McCowan Building, Bankend Road, Dumfries DG1 4ZL, Scotland, UK

All the authors mentioned above represent the European Association for
Palliative Care (EAPC) Task Force on the Development of Palliative Care in
Europe.

8— Atlas of Palliative Care in Europe 2013 « Full Edition

The EAPC Atlas of Palliative Care in Europe 2013 Full Edition, has been developed
by the EAPC Task Force on the Development of Palliative Care in Europe in
conjunction with the ATLANTES Research Group, Institute for Culture and Society,
University of Navarra, Spain.

The University of Glasgow contributed to the project through the active
participation of Professor David Clark and with financial support from its
Knowledge Exchange Fund for both the printed and electronic versions of the Full
and the Cartographic Editions of the Atlas 2013.



INTRODUCTION

National Collaborators

On behalf of the EAPC, the authors would like to thank all those associations, institutions and professionals who have helped with this study, through the provision of data
that has been assessed by the EAPC Task Force. Without their selfless contribution and hard work, this study would not have been possible. The following professionals
have contributed either on their own behalf, or on behalf of national palliative care institutions:

ALBANIA
Irena Laska
Kristo Huta

ANDORRA
Xavier Latorre

ARMENIA
Avetis Babakhanyan
Artashes Tadevosyan

AUSTRIA

Herbert Watzke

Mag.a Leena Pelttari
Mag.a Anna H. Pissarek

AZERBAIJAN
Gulara Afandiyeva

BELARUS

Natallia N. Savwva
Olga V. Mychko
Anna Garchakova

BELGIUM

Johan Menten

Paul Vanden Berghe
Gert Huysmans

BULGARIA
Irena Jivkova Hadjiiska
Nikolay Radev Yordanov

CROATIA

Matija Rimac

Ivanka Kotnik

Marija Budigam Skvorc
Ana-Marija Kolari¢

CYPRUS
Sophia Nestoros
Barbara Pitsillides

CZECH REPUBLIC
Ondrej Slama
Ladislav Kabelka

DENMARK

Helle Timm
Tove Vejlgaard
Mai-Britt Guldin

ESTONIA
Inga Talvik

FINLAND

Tiina Hannele Saarto
Eero Vuorinen

Juha Hanninen

FRANCE
Marilene Filbert
Aubry Régis
Richard Anne
Morel Vincent

GEORGIA
loseb Abesadze
Tamari Rukhadze
Dimitri Kordzaia
Mariam Velijanashvili
Pati Dzotsenidze
Rema Gvamichava
Tamar Gotsiridze
(Mother Nino)

GERMANY
Friedemann Nauck
Birgit Jasper

Boris Zernikow
Lukas Radbruch

GREECE
Athina Vadalouka
Kyriaki Mystakidou

HUNGARY
Katalin Hegedus
Agnes Csikos

ICELAND
Svandis iris Halfdanardottir
Valgerdur Sigurdardottir

IRELAND
Mary Ainscough
Karen Ryan

ISRAEL

Jim Shalom
Michaela Bercovitch
Yoram Singer

ITALY
Carlo Peruselli

KAZAKHSTAN
Nadezhda Kozachenko
Valentina Sirota

LATVIA
Vilnis Sosars

LITHUANIA

Rita KabasSinskien
Arvydas Seskevicius
Dalia Skorupskiene

LUXEMBOURG
Marie France Liefgen
Frederic Fogen

MALTA
John-Paul Tabone
Antoinette Shah

MONTENEGRO
Jadranka Lakicevic

NETHERLANDS
Marijke Wulp
Saskia Teunissen
Kris Vissers
José Weststrate

NORWAY

Dagny Faksvag Haugen
Selvi Karlstad

Ragnhild Helgas

POLAND

Aleksandra Kotlinska-Lemieszek
Aleksandra Ciatkowska-Rysz
Janina Pyszkowska

PORTUGAL
Manuel Luis Vila Capelas

REPUBLIC OF MACEDONIA
Mirjana Adzic

REPUBLIC OF MOLDOVA
Natalia Carafizi

Elena Stempovscaia
Vadim Pogonet
Valerian Isaac

Anatolie Beresteanu
Maria Chiose

Livia Gudima

Vasile Suruceanu

ROMANIA

Oana Donea
Daniela Mosoiu
Malina Dumitrescu

RUSSIA
Olga Usenko

SERBIA
John C. Ely
Natasa Milicevic

SLOVAKIA
Kristina Krizanova
Kjell Erik Stamskag

SLOVENIA

Mateja Lopuh

Urska Lunder

Jozica Cervec

Maja Seruga

Jernej Benedik

Nevenka Krcevski Skvarc
Maja Ebert Moltara

SPAIN

Luis Alberto Flores Pérez
Javier Rocafort Gil
Carme Sala Rovira

SWEDEN

Carl-Magnus Edenbrandt
Carl Johan Furst

Jenny McGreevy

Eva Gyllenhammar

Atlas of Palliative Care in Europe 2013 « Full Edition —9



INTRODUCTION

About EAPC

The European Association for Palliative Care (EAPC) was established on 12
December 1988, with 42 founding members following important initiatives by
Professor Vittorio Ventafridda and the Floriani Foundation. The aim of the EAPC
is to promote palliative care in Europe and to act as a focus for all of those who
work, or have an interest, in the field of palliative care at the scientific, clinical
and social levels.

Since 1990 the Head Office of EAPC has been based at the Division of
Rehabilitation and Palliative Care within the National Cancer Institute in Milan. In
1998 the EAPC was awarded the status of NGO - Non Governmental Organisation
of the Council of Europe, and was transformed to “Onlus” (Non-profit
organisation with social utility).

By 2013, the EAPC had individual members from 47 nations across the world,
and collective members from 54 National Associations in 32 European Countries,
representing a movement of many thousands of health and social care workers
and volunteers contributing to palliative care.

More information: http://www.eapcnet.eu
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MISSION STATEMENT: The EAPC brings together
many voices to forge a vision of excellence in
palliative care that meets the needs of patients
and their families. It strives to develop and
promote palliative care in Europe through
information, education and research using
multi-professional collaboration, while
engaging with stakeholders at all levels.
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AboutICS

About ATLANTES

The Institute for Culture and Society (ICS) was created to help fulfil one of the
principal objectives of the University of Navarra; namely to further the study of
Humanities and Social Sciences.

Through international, academic debate, the ICS aspires to establish an authentic
dialogue in search of scientific answers, practical ideas, innovative proposals and
other relevant contributions to help resolve the principle challenges of today’s
society.

Within the ICS (and in collaboration with prestigious experts from countries
throughout the world), research is promoted with the goal of developing
projects of high scientific quality and social relevance in the following four areas:
Poverty and Development; Family, Education and Society; Contemporary Art;
Globalization, Human Rights and Interculturalism.

In 2012 the Institute for Culture and Society (ICS) embarked upon the ATLANTES
Research Program “Human dignity, advanced illness and palliative care”. The
work of the program is interdisciplinary, international and with a strong focus

on the contribution of the humanities and social sciences, and with the goal of
improving scientific and public understanding of the work of palliative care.

The overall objective of this five-year program is to promote in society a positive
attitude toward the care of patients with advanced, irreversible illness, from

a perspective based on the dignity of the person and the role of medicine

itself. ATLANTES will adopt perspectives from history, psychology, sociology

and anthropology to illuminate the understanding of palliative care. It will also
encompass contributions from public health, geography, communication studies
and education.

ATLANTES will promote reflection on fundamental aspects of palliative care as
well as the implementation of strategies to promote palliative care at institutional,
professional and societal levels.

Among its sub-projects will be a study of the intangibles in the interaction
between palliative care and the individual; the anthropological and spiritual
foundation of palliative care; a ranking of the development (and associated
Atlases) of palliative care in both Europe and Latin America; education in
palliative medicine, a workshop on “The message of palliative care” and a Think
Tank on ethics and advanced illness.

ATLANTES will approach these issues in a manner consistent with the work

of an academic institution: scientific investigation, professional training and
dissemination of the knowledge acquired. This will be done in ways that are
consistent with the institutional characteristics of the University of Navarra, and
with a clear willingness to co-operate with other institutions that work for similar
objectives, as well as those who may adopt differing perspectives.

More information: http://www.unav.es/centro/cultura-y-sociedad/

Atlas of Palliative Care in Europe 2013 « Full Edition —1
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Preface

Professor Sheila Payne
PRESIDENT OF THE EUROPEAN
ASSOCIATION FOR PALLIATIVE CARE

First, | would like to extend my thanks to Carlos Centeno for his leadership and
all that he has done to complete the revised EAPC Atlas of Palliative Care in
Europe 2013. Clearly this Atlas was not the result of the efforts of one person,
and my warm congratulations go to the whole team who have been devoted
to revising, reviewing, collecting, collating and interpreting the data that
underpin this document. All the authors are members of the EAPC Task Force
on the Development of Palliative Care and some of them, are also members of
the ATLANTES Research Team of the University of Navarra, Spain. | also wish
to acknowledge all those people who have contributed data from their own
countries by completing the formidable questionnaire so rigorously. | hope that
you will feel that your efforts are rewarded in the revised Atlas.

12— Atlas of Palliative Care in Europe 2013 « Full Edition

This work is one of the outcomes of the EAPC Task Force on the Development
of Palliative Care in Europe, which was started ten years ago in 2003, by Carlos
Centeno, who chaired the group. The EAPC has a number of Task Forces which
are time-limited international working groups, often involving leading experts
that focus on a specific set of goals. In many senses, they are one of the most
important ‘engines’ of the EAPC and it is both amazing and impressive what
groups of like-minded individuals can achieve when they work together. Please
see the EAPC website for information on other Task Forces working in the
areas of Clinical Care, Education, Organisation and Policy, and Special Groups
requiring palliative care. The outputs of these Task Forces are often published
as EAPC ‘white papers’ (position statements), clinical guidelines, curriculum
recommendations or consensus papers, and are widely regarded as important
for informing policy, practice and education in Europe and beyond.

| am confident that the palliative care country reports from 46/53 participating
countries, describing the quantitative and qualitative situation of palliative

care development across Europe, will be influential in promoting and guiding
further improvements in services. The first EAPC Atlas was widely cited and

a ‘best seller’! The revised Atlas will provide opportunities for benchmarking
across countries, and for comparative analysis of development since 2007. The
clear presentation of the tables and maps makes them very easy to use, and
shows in a very visually attractive way the work of clinical teams, units, hospices
and services, and celebrates the work of thousands of health and social care
professionals and volunteers - a real community of effort.
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Note from the authors

The European Association for Palliative Care (EAPC) Task Force on the
Development of Palliative Care in Europe was established in 2003, with the aim
of providing up-to-date, reliable and comprehensive information and analysis
about the scope of palliative care across the whole of Europe - defined by the
World Health Organisation as a region of 53 countries. Since 2004, the Taskforce
has produced a series of papers in scientific and professional journals and in
2007 it published the first EAPC ATLAS OF PALLIATIVE CARE IN EUROPE. The
work of the Task Force has also been disseminated through the EAPC website,

in presentations and conferences and has been widely used by palliative care
professionals, policy makers and healthcare providers.

In this second edition of the ATLAS we have sought to improve our methods of
data collection, to refine our techniques of verification and comparison and to
further improve the quality of the resulting analysis. Studying the development of
palliative care on this scale brings many challenges and we have been grateful for
the encouragement, advice and critique of colleagues who, over the years, have
taken an interest in our work.

For the present publication, the two key questionnaires (‘Facts’ and
‘Eurobarometer’) have been significantly reworked, particularly in the light of
the definitions proposed in the EAPC White Paper on Standards and Norms for
Hospice and Palliative Care. We have included in the questionnaires a typology
of services and a glossary of terms to guide those completing the documents,
which were distributed to a network of palliative care experts and key persons in
the second part of 2012.

Inevitably, in an endeavour of this kind we continue to have to work with ‘best
estimates’ and figures provided to us by in-country palliative care experts.

We also give due weight to the opinions of palliative care leaders on current
developments and ‘hot topics’. For this edition of the ATLAS we have chosen

the experts following nominations from individual National Associations (where
these exist) and when not possible, we have made use of an extensive network of
contacts based on previous studies and bibliographic searches.

In addition, during the early months of 2013, we subjected each draft ‘country
report’ to verification and in-country peer review by external reviewers and

in close contact with National Associations. A study of this kind has clear
limitations, and these we continue to seek to overcome, but we are confident
that, with these methods, we are offering the best available description of the
situation of palliative care in Europe in 2012.

Because dissemination and impact are fundamental to a work of this kind, we
have devised two different editions of the ATLAS. The EAPC ATLAS OF PALLIATIVE
CARE IN EUROPE 2013 - FULL VERSION is available in electronic format only -
with more than 400 pages and with extended country reports, a detailed section
on methods and including the research instruments and glossary. This will be
available from websites in the usual way, but we have also have created versions
for electronic platforms accessible by smart phones and tablets.

In contrast, the EAPC ATLAS OF PALLIATIVE CARE IN EUROPE 2013 -
CARTOGRAPHIC EDITION is designed for both print format and electronic
publication and we have developed this new edition with maps, tables and
country reports of one page each, for quick consultation and for use in advocacy
activities or reports for policy makers and healthcare providers.

Following on from this new edition of the ATLAS, we will develop our analyses in
a series of further scientific papers and reports, concerned with ranking issues,
trends in development, thematic aspects and case studies.

In exploring the extensive and varied dimensions of palliative care in the
European context - and in working with others who share similar ambitions
elsewhere (for example in Latin America) - we continue to have one goal. We
seek to provide evidence in support of the wider improvement of palliative and
end of life care across populations and jurisdictions, ensuring better access to
appropriate care for all who require it - regardless of diagnosis, social group or
geography.

We thank all of those who have collaborated in the collection of information or
who have assisted in the production of this work. Any errors are those of the
EAPC Task Force alone. We welcome comments, suggestions or corrections for
further improvement, as the work of the Task Force continues.

The EAPC Task Force on the Development of Palliative Care in Europe: David Clark, Oana
Donea, Carlos Centeno, Thomas Lynch and Javier Rocafort.

Atlas of Palliative Care in Europe 2013 + Full Edition —13
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Aims and objectives

The main aim of this study is to provide an updated, reliable and comprehensive
analysis on the development of palliative care within each European country, in
order to generate and disseminate an ‘evidence base’ of clear and accessible
research-based information concerning the current provision of the discipline
across the WHO European region.

It is hoped that this overview of palliative care provision, achievements and
challenges will provide governments and policymakers with a new understanding
of the development of programmes to promote palliative care within the WHO
European region and that this will, in turn, have a positive impact upon providers
of palliative care services in a direct, practical way through an improvement in the
development of policy and practice and future service design.

The objectives of the project are:
« To provide a comprehensive analysis of the development of palliative care

in the WHO European region in a manner relevant to the EAPC; to inter-
governmental organisations and to national and regional governments.

To explore the current organisation of hospice and palliative care in Europe
considering political and social issues; healthcare policies, and the availability
of palliative care resources countrywide.

To facilitate access to information and communication between hospice
and palliative care associations and societies that operate across the WHO
European region.

To aid the identification of key persons who have studied the development of
hospice and palliative care in their own settings and who may provide country
specific data to assist policy makers, planners and professional associations.

To promote the development of palliative care across the WHO European
region.

14— Atlas of Palliative Care in Europe 2013 « Full Edition

The main aim of this study is to provide
an updated, reliable and comprehensive
analysis on the development of palliative
care within each European country
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Methods

WORKING CONCEPT OF ‘PALLIATIVE CARE DEVELOPMENT’

The focus of this publication is on the development of palliative care in
Europe.

Development in this context refers to processes, structures, policies and
resources that support the delivery of palliative care.

The World Health Organisation (WHO) has defined palliative care and our
purpose is to understand how it is being delivered, through designated
specialist services but also through integrated approaches that incorporate
palliative care into the mainstream of health and social care provision.

This working concept suggests that the number and range of specialized
and non-specialized services, in combination with other quantitative and
qualitative indicators, can indirectly estimate the development of palliative
care at a national level.

The Latin American Association for Palliative Care (ALCP) recently developed

a set of indicators to monitor palliative care in countries and regions following
the World Health Organization (WHO) public health model. The authors
acknowledge other indicators may be developed by each country or organization
(for example, the categories constructed for the Worldwide Palliative Care
Alliance global mapping of palliative care project).

GROUP OF RESEARCHERS: THE TASK FORCE

The Task Force team members are from different countries and backgrounds and
bring wide-ranging experience to the work (Table 1). Most have worked in the
Task Force since 2003. For this edition of the Atlas a new member, Oana Donea,
joined the team to provide a perspective from Eastern Europe including the sense
checking of country reports from Central and Eastern Europe. The experience

of Thomas Lynch from several other projects on the development of palliative
care in countries of the Commonwealth of Independent States was of value in
contacting professionals in those countries.

Table 1. Background and experiences of current members of the EAPC Task Force on the Development of Palliative Care in Europe.

RESEARCHER COUNTRY BACKGROUND

CURRENT PROJECTS

Carlos Centeno Spain Oncology and Palliative Medicine

Palliative Medicine Physician at the Clinica Universidad de Navarra
Associate Professor for Palliative Medicine in University of Navarra

Researcher at Institute for Culture and Society (ICS), University of Navarra

Thomas Lynch United Kingdom International hospice and

Researcher at International Observatory on End of Life Care,

Spain palliative care research Lancaster University
Researcher at Institute for Culture and Society (ICS), University of Navarra
Researcher on several other projects on development of Palliative Care
in Central and Eastern Europe and the Commonwealth of Independent States
Oana Donea Romania Oncology and President of the Association for Mobile Palliative Care Services,
Palliative Care Bucharest, Romania
Home care service physician and team director
Javier Rocafort Spain Family Medicine Hospital Palliative Medicine Physician and Medical Director of Laguna Hospice
Management, Hospital, Madrid
Palliative Medicine
David Clark United Kingdom Medical Sociology, Director of the Dumfries Campus of University of Glasgow and Professor

History, palliative care
development worldwide

at the School of Interdisciplinary Studies, University of Glasgow, Dumfries

Atlas of Palliative Care in Europe 2013 « Full Edition —15
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CONCEPTUAL FRAMEWORK
AND TYPOLOGY OF PALLIATIVE CARE

The table below shows the conceptual framework that was used in the EAPC
Atlas of Palliative Care in Europe. The table is based on different modes of
provision of palliative care, classified by place of attendance and level of
intervention. In the present study, only data is required that relates to specialist
palliative care services (not the basic level of care provided by palliative care
professionals working in traditional health care settings).

The definitions used in this conceptual framework are adapted from the EAPC
White Paper on Standards and Norms for Hospice and Palliative Care in Europe.
The exception to this is the definition for Mixed palliative care support teams;
there is no definition of this term in the EAPC White Paper, therefore the definition
used is one compiled by the Task Force. A glossary of terms used was included

in the questionnaires and is annexed at the end of this publication.

Table 2. Conceptual framework used in the EAPC Atlas of Palliative Care.

LOCATION WHERE
PALLIATIVE CARE
IS PROVIDED

RESOURCES AND SERVICES
PROVIDING BASIC LEVEL OF
PALLIATIVE CARE

SPECIALIZED
PALLIATIVE CARE
SERVICES

Basic level of
palliative care

Specialized palliative care services
or supportive palliative care services

Other specialized
palliative care services

Patient care in
acute hospitals

General Hospital

Patient care
(medium and long
term) in places
other than general
hospitals

Nursing homes
and other residential
facilities

Patient care
is provided
at home

Assistance is provided
by general or family
physician and nurses
in primary care teams

Volunteer
hospice team

Hospital palliative
care support team

Mixed palliative care
support team

Home care support team
(the family physician has
primary responsibility
for the patient)

Palliative care units in tertiary
hospitals (acute, university or
general hospitals)

Palliative care units in hospitals
or residential
non-general hospitals

Palliative care unitin
an inpatient hospice

Day hospice or day-care
center for palliative care

Home palliative care team
(primary responsibility for
patient within the palliative
care team)

16— Atlas of Palliative Care in Europe 2013 « Full Edition
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COUNTRY ‘EXPERTS’ AND NATIONAL LEADERS
IN PALLIATIVE CARE DEVELOPMENT

In 201, the Task Force embarked upon a new programme of work to refine its
original methods and to produce updated information on the status of palliative
care in each European country. A letter was sent to the President of each National
Palliative Care Association announcing the 2012 quantitative ‘Facts Questionnaire’
and qualitative ‘Eurobarometer Survey’ and asking them to nominate a ‘key person’
with extensive local knowledge of palliative care to complete the documents.

The Task Force acknowledges the fact that there may be some methodological
limitations with the use of ‘experts’ as a source of palliative care data collection
(for example, inaccuracy or bias in responses); it was therefore decided to adopt
a multiple informant methodology involving several representatives from different
types of palliative care setting and multi-disciplinarity to complete the Facts
Questionnaire and Eurobarometer Survey. Strict guidelines were followed and the
relevant information is provided in this publication - how they were identified and
recruited; design of the questionnaire and validation of the data provided (peer
review).

If a country either had no National Palliative Care Association or the President

of an association failed to respond to this request, ‘key persons’ were selected
either through previous participation in the original Task Force project, personal
recommendation from existing ‘key persons’ or other palliative care sources, or on
the basis of being known to members of the Task Force whilst participating in other
similar palliative care-related projects. The EAPC Head Office, the International
Association of Hospice and Palliative Care (IAHPC), Help the Hospices (HTH) and
the International Observatory on End of Life Care (IOELC) provided vital information
in identifying national associations, local contacts, and key palliative care workers in
each country and region.

In total, 89 ‘key persons’ from 49 countries of the WHO European region were
identified to complete the Facts Questionnaire and Eurobarometer Survey;

in nine countries (18%), the same person was requested to complete both
documents as they were either the only person that could be identified as being
actively involved in palliative care or they were specifically chosen as the most
suitable to complete both the Facts Questionnaire and Eurobarometer Survey
by their National Palliative Care Association: 33 (37%) were either members of
their National Palliative Care Association or recommended by them; 33 (37%)
had previously participated in the original Task Force project; 11 (12%) were
recommended by their National Palliative Care Association and had previously
participated in the original Task Force project; and 11 (12%) were personal
recommendations from existing ‘key persons’ or other palliative care sources,
or selected on the basis of being known to members of the Task Force whilst
participating in other similar palliative care-related projects.

In four countries of the 53 in the WHO European region, it was not possible
to identify even one “key person” working in palliative care due to either

the small size of the country (Monaco and San Marino) or because it was a
Commonwealth of Independent States country where establishing lines of
communication proved to be especially difficult (Turkmenistan, Uzbekistan).

QUANTITATIVE STUDY:
FACTS QUESTIONNAIRE

The Facts Questionnaire collected factual’ data on palliative care service
provision in each European country; this quantitative survey is known as the
‘Facts Questionnaire’. The initial Facts Questionnaire gathered data on the
availability, organisation and delivery of palliative care: for example, the number
and type of specific resources available; the number and type of professionals
involved; the target population; the funding of services; and the accreditation of
professionals. Combining data obtained through the Facts Questionnaire with
other data on the state of palliative care enabled the production of an overall
ranking system that facilitated a comparison of the development of the discipline
between countries and regions.

The Facts Questionnaire was revised by the Task Force at a meeting of all
members at Laguna Hospital in Madrid in 2011. The new format differs
significantly from the original version; for example, the sections on ‘Palliative
Care Workforce Capacity’, ‘Palliative care Population” and ‘Palliative Care
Funding’ in the original version have been completely removed as no data
from those sections had been utilised within the compilation of publications.
The 2011 version contains a ‘conceptual framework’ to be used as a point

of reference for ‘key persons’ completing the questionnaire; this framework
is based on different modes of provision of palliative care, and classified

by place of attendance and level of intervention. In particular, there was

an acknowledgement within the 2011 Facts Questionnaire that definitions

of palliative care services may differ between countries and regions. In this
context, a new section on specialized palliative care services was developed
based on the EAPC White Paper on Standards and norms for Hospice and
Palliative Care in Europe. Part 2 (European Journal of Palliative Care, 2010;
17(1: 22-33). There are also new sections on education and training, policy
development, and the “vitality’ of palliative care in each country. Some
questions relate to the work of other EAPC Task Forces (for example, EAPC
Task Force on Education) and external authors were consulted to compile
questions on specific palliative care issues (for example, geriatric palliative
care). The lengthy process of amendment that the Facts Questionnaire had
been subjected to constituted a form of ‘internal piloting” and resulted in
considerable improvement on the 2006 version.

In October 2011, a formal letter accompanied by the Facts Questionnaire was sent to
the identified ‘key persons’, describing the work of the Task Force and inviting them

to take part in the project. In addition to the four countries where no "key person”
could be identified, there were a further three countries where it had been possible

to identify a potential “key person” but they failed to respond to requests to complete
the Facts Questionnaire (Bosnia-Herzegovina, Kyrgyzstan, Tajikistan). A total of 46/53
countries from the WHO European region therefore completed the 2012 EAPC Facts
Questionnaire (87%). This compares to 44/52 European countries that completed the
questionnaire in the previous project (85%).
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QUALITATIVE STUDY: EUROBAROMETER SURVEY

Qualitative information on the background situation of palliative care in each
country has been generated by the Eurobarometer Survey. It is used to illuminate
the socio-cultural context within which the quantitative data from the Facts
Questionnaire is positioned. In the Eurobarometer Survey, the provision of
palliative care is considered within the wider milieu of health care policy, as well
as social, ethical and cultural factors. Central to the ability to improve access

to palliative care in Europe is the ability to understand the barriers that prevent
those who need palliative care from receiving it at all levels within healthcare and
legislative systems; barriers to the development of palliative care in each country
are critically examined from data gained within the Eurobarometer.

The initial Eurobarometer Survey had five main sections:

Background questions (name, contact details, palliative care organisation,
etc.);

Questions on the current state of development of palliative care in each
country (has improved; remained the same; got worse, etc.);

Questions on barriers to, and opportunities for, the development of palliative
care in each country (for example, availability of opioids; other issues relevant
to the development of palliative care);

Questions on policy (for example, national health policies; euthanasia and
assisted suicide; Recommendations on Palliative Care from the Council of
Europe (2003);

« Questions on the future of palliative care in each country.

The Task Force revised the Eurobarometer Survey in 2011 at a meeting of all
members at Laguna Hospital in Madrid. There are new sections on essential
medication for pain and symptom management, palliative care education and
training initiatives, and the socio-cultural, ethical and moral issues surrounding
palliative care. As palliative care is coming to be regarded as a human right, and
access to palliative medication has been incorporated into a resolution of the
United Nations Commission on Human Rights, the Eurobarometer also contains
new questions to reflect growing interest in these issues.

In October 201, a formal letter accompanied by the Eurobarometer Survey

was sent to the identified *key persons’, describing the work of the Task Force
and inviting them to take part in the project. In addition to the four countries
where no ‘key person’ could be identified (Monaco, San Marino, Turkmenistan,
Uzbekistan), there was another country where it had been possible to identify

a potential ‘key person’ but they failed to respond to requests to complete the
Eurobarometer Survey (Tajikistan). A total of 48/53 countries from the WHO
European region therefore completed the 2012 EAPC Eurobarometer Survey
(91%). This compares to 44/52 European countries that completed the survey in
the previous project (85%). Unfortunately, although 48 countries completed the
Eurobarometer Survey, Bosnia-Herzegovina and Kyrgyzstan failed to complete
the Facts Questionnaire and a country report could not therefore be fully
completed.
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PEER REVIEW PROCESS AND SENSE CHECKING

The Task Force determined that ‘sense-checking” would be undertaken to
confirm the accuracy of the Facts Questionnaire data. This was achieved

by cross-checking with data from other projects that Task Force members

have been involved with and utilising the vast palliative care experience and
knowledge within the Task Force itself. However, it was also agreed that the
completed EAPC Country Report (incorporating both the completed Facts
Questionnaire and Eurobarometer Survey) should be sent to either the President
of the National Association in a particular country (where a National Association
exists), or to a second/third ‘key person’ for peer-review. This enhanced the
reliability and credibility of both documents.

In Summer 2071, a letter was sent to the President of each National Palliative
Care Association requesting a list of potential contacts that could be used to
peer-review the completed documents. As with the Facts Questionnaire and
Eurobarometer Survey, a multiple informant methodology was utilised involving
several representatives from different types of palliative care setting and multi-
disciplinarity. National Palliative Care Associations in 22/25 (88%) countries each
provided details of three individuals that they felt were suitable to undertake

the peer-review process of the completed country reports. Other sources for
identifying individuals to complete the peer-review process were through previous
participation in the original Task Force project, personal recommendation

from existing ‘key persons’ or other palliative care sources, or on the basis of
being known to members of the Task Force whilst participating in other similar
palliative care-related projects. The EAPC Head Office in particular provided
much assistance in identifying such individuals.

In total, 43/46 (93%) of the completed country reports were peer-reviewed

by one to three autonomous ‘key persons’ from that particular country; three
country reports could not be subjected to the peer-review process as there was
only one person able to be identified as a ‘key person’ (the original respondent).
Although there were a total of ten countries where only one *key person’ could
be identified when the original Facts Questionnaire and Eurobarometer Survey
were distributed, by the time of the peer-review process there was only Andorra,
Estonia, and Montenegro where this was the case.

The Task Force determined that
‘sense-checking’ would be undertaken
to confirm the accuracy of the Facts
Questionnaire data
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BIBLIOGRAPHIC SELECTION

In 2006, the first edition of the Atlas of Palliative Care in Europe undertook a
systematic review of articles on national development published in the ten-year
period up to 2005; two main databases were used for this purpose - PUBMED
and CINHAL. The review found more than 300 articles which were selected
following a peer-review process and filtering by title and abstract. The review
made it possible to witness the progress and changes in palliative care in each
country. It also provided a detailed summary of the references, and permitted
identification of key people who reported on the development of palliative care in
those countries.

In the current edition of the Atlas, the literature search and selection criteria were
updated and broadened. A combined total of 3,430 new articles were considered
for the period 2006 - 2012 in both databases, (PUBMED and CINAHL). The
search criteria were: “Palliative medicine” (MeSH) OR “Palliative care” (MeSH) OR
“Terminal care” (MeSH) AND “Country” (MeSH). Initially, eleven countries were
found that had no results matching the specified criteria, 18 countries which
results showed less than ten relevant articles, and 24 countries in which ten or
more relevant articles were found. All these articles passed through a double
filter (title and abstract selection by an expert in documentation management
and a researcher of the Task Force). After this process of double filtering, 142
articles relating to the development of palliative care on a national level between
2006 and 2012 were discovered: 21 countries did not have any relevant articles;
23 countries had less than ten; and nine countries had ten or more relevant
articles. In countries where there were less than ten relevant articles, articles
from the previous project were selected. Eventually, a total of 213 bibliographic
references were selected for inclusion in this edition of the Atlas.

ADDITIONAL METHODS

In addition to the three original Task Force methods (Bibliography, Facts
Questionnaire and Eurobarometer Survey), a further approach was added: an
EAPC Survey from Head Office that provides information on:

« National Associations;

« Numbers of people attending EAPC Congresses;

« Numbers of people checking the EAPC website;

« Initiatives relating to World Hospice and Palliative Care Day;

« Numbers of people in the EAPC Database.

It was agreed that the additional methods should form part of a more
comprehensive system of quality assurance and that the Task Force should seek
to contextualise data contained within the Facts Questionnaire, by reference to
other sources.

CARTOGRAPHY

The cartography has been developed by the Geography Department of the
University of Navarra, under the management of Professor Juan José Pons, who
has been actively engaged in all Task Force meetings.

For the cartographic version of the Atlas, the digital covers “World Countries’
and "World Cities” (DeLorme Publishing Company, Inc.) were obtained from the
ArcGIS Website (under a Creative Commons license). In both cases, information
was updated in October 2011 and the geographic coordinates system used was
WGS 1984. The software used for map construction is the ArcGIS program (ESRI)
VErsion 10.0.

— y 2
3 .
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Part of the ATLANTES research team in a meeting about the Atlas in Pamplona.

The choice of the Cartographic projection (in this case, pseudocilindric Times)
is based on the criteria of making the most of the available space, so as to
fully represent all countries correctly. Despite this, it has been impossible to
avoid removing some of the biggest territories (Russia, Kazakhstan, Finland,
etc) and, on some occasions there has been a need to introduce small
cartographic licenses, such as amplified squares representing a value for the
smallest countries (Andorra, Malta, Luxembourg). The representation scale is
1:25.000.000.

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 “reds” for
symbols and cartodiagrams; this was done to enhance the homogeneity and
coherence of the cartographic 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 Population
Prospects: The 2010 Revision of United Nations for the year 2012”, and
“World Bank”™ databases, with the clear criteria of finding the most accurate,
updated and reliable data for the maximum number of countries of the WHO
European region.
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LIMITATIONS AND CONSTRAINTS

This work has built on lessons learned from the earlier Task Force studies.

It addresses limitations and constraints associated with standardisation of
terminology relating to hospice and palliative care services. It also addresses
some of the unintended negative effects that may occur when benchmarking
studies are undertaken. There may have been a failure to acknowledge the

role of ‘human agency’ within the process of collecting the data - the fact that
occasionally there could be the potential for data provided by a small number of
‘key persons’ to become “slightly exaggerated’, that there could be disagreement
on data provided by two National Palliative Care Associations in the same
country, or that there may be ‘competitive tendencies’ between neighbouring
countries and regions.

The Task Force always aims to work with best estimations or exact figures from
experts in the field of palliative care; leading opinions on important palliative
care topics were also collected from “key persons” in each respective country.

Figure 1. Methods and process of the Atlas survey.

Process of Selection
of National Experts
and Leaders

Eurobarometer Survey

Qualitative
Data

Facts
Questionnaire
Quantitative
Data

We acknowledge, however, that although opinion leaders and palliative

care “experts” may have attempted to obtain the best information within
each country, some of them could have failed in this aim. To overcome this
methodological limitation, as detailed at length in the Method Section, for
the current project we approached the experts after they were nominated by
their National Palliative Care Association; if this was not possible, we used
our extensive list of contacts from previous similar studies or information
from the bibliographic search. Also (in contrast to our previous project),
after completion of the first version of the country report we adopted a
broad peer review process throughout the first part of 2013, with at least one
external reviewer working in close contact with each National Palliative Care
Association. In sum, although a study of this kind has clear limitations, we are
convinced that, with the increased rigour that we have used, we are offering
the best possible comparative information about the situation of palliative
care in the WHO European region.

Bibliographic
Review
2006

Bibliographic
Selection

2006-2012

Additional

Sources

- EAPC Head Office
- Geography Dep.

46 (of 53)
Country Reports
Peer Reviewed

ATLAS 2013
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COUNTRY REPORTS

Albania

NATIONAL ASSOCIATIONS

Family Healthcare Association
Kujdesi Shendetesor Familjar -
Qendra e Kujdesit Paliativ Korce

Mary Potter Palliative Care Centre

Rr” Nene Tereza”, Lgj. 3, mbi Senatoriumin, Korgé, Albania
T/F 00 355 82252711

M 00 355 692257953

irenalaska@yahoo.com

Irena Laska, EXECUTIVE DIRECTOR

Albania Association of Palliative Care
Shoqata Shqiptare e Kujdesit Paliativ

Rr. Aleksander Goga, P.505, Durres, Albania
T/F 00 355 52 230609
kristohuta@yahoo.com

Kristo Huta, CHAIRPERSON

KEY CONTACT

Irena Laska
Executive Director

Family Healthcare Association

(“Mary Potter” Palliative Care Centre)

Rr” Nene Tereza”, Lgj. 3, mbi Senatoriumin, Korcé ALBANIA
T/F 355 82252711

M 00 355 692257953

irenalaska@yahoo.com

Kristo Huta
Chairperson

Albania Association of Palliative Care

Rr. Aleksander Goga, P.505, Durres, Albania
T/F 00 355 52 230609
kristohuta@yahoo.com

1 Information collected by the EAPC Task Force predominantly from the Eurobarometer Survey (2012) and the Facts Questionnaire (2012); other sources include data collected for the First Edition of
the EAPC Atlas of Palliative Care in Europe (2007) and personal communication. The information was peer reviewed in 2012.
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RO

i SOCIO-ECONOMIC DATA

Population 3227373
RS 2012

Density 12.3
2012

ME Surface 28748

= Gross Domestic 7861
Product per capita
20m

Physicians 1153
i MK per 1000 inhab.

Tirana e Health expenditure 577
AL per capita, PPP, 2010

Health expenditure, 6.5

TOTAL SERVICES total (% of Gross),
PER MILLION 2010

INHABITANTS
[ Human Development 0749
Index 2012
- 1216
GR Human Development 70
Index Ranking Position
2012

No services

Palliative Care Services

COMMENT/SOURCES ABOUT PALLIATIVE CARE SERVICE
ADULT SERVICES (BEDS)
Volunteer hospice team o Primary sources of information of the data listed above:
- Irena Laska - Korce Palliative Care Center data

Hospital palliative care support team O « Kristo Huta - Albania Association of Palliative Care (AAPC)
Home palliative care support team 2-6 « Albania Needs Assessment Study Research - AAPC
Mixed palliative care support team 1-5 (0-8)

Additional comments:
« There is a general lack of palliative care services in Albanian public hospitals,
although the National Palliative Care Working Group is working in collabora-

Palliative care units in tertiary hospitals [¢)
o
- tion with the Ministry of Health (MOH) to develop such units in some regional
o

Palliative care units in non-tertiary hospitals
Inpatient hospice hospitals. Palliative care services are available in only five cities in Albania; in
four of these cities home care is the only service offered (provided mainly from
non-profit organizations). One of the non-profit organizations (Mary Potter) pro-
vides respite care service in their unit (in addition to home care). The only inpa-
tient hospice was in operation for five years but was closed due to lack of funds.
There is no day care service in Albania.

There are a few volunteers in the “Mary Potter” Palliative Care Centre but they
are not a team qualified to offer palliative care support; they engage mainly in
fund-raising activities. The “Mary Potter” Palliative Care Centre team offers home
care and mixed palliative care for adults and home care and day therapy for chil-
dren. There are eight beds in the palliative care centre but patients only receive
day care services (it is not an inpatient unit). The Centre also provides training
for healthcare professionals (doctors and nurses). Other services offered by the
team include chemotherapy application and palliative care education.

Day hospice/day care centre

Palliative care services for children:

« There is one home care paediatric team; there are two mixed paediatric care
support teams and eight mixed paediatric beds available for day care ser-
vices only.
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Development

HOSPICE AND PALLIATIVE CARE MILESTONES PRIOR TO 2006

2002 All governmental and non-governmental associations meet
together to form the “Albanian Palliative Care Association” (an
umbrella organization for the development of palliative care is-
sues in Albania).

2003 The Ryder Albania inpatient hospice for terminally-ill cancer
patients is opened.

2004 The first home palliative care service for cancer patients com-
mences.

EAPC Palliative Care Eurobarometer Survey, 2005

DEVELOPMENTS IN HOSPICE AND PALLIATIVE CARE SINCE 2006

Most significant changes in hospice and palliative care:

« Inclusion of more essential medications in the reimbursed opioid list (for cancer
patients only); the prescription of morphine without limit to cancer patients; the
completion of National Standards of Palliative Care; finalization of the National
Strategic Plan for Palliative Care; issue of a palliative care training manual to be
used on a national basis.

« The Second National Palliative Care conference held in December 2010.

« The National Palliative Care Working Group established in 2011 to develop pallia-
tive care strategy as part of the national cancer strategy.

Overall progress in hospice and palliative care:
« Has improved (but the improvement is slow and there needs to be more coordi-
nation at the local, national, regional and international level).

Development of hospice and palliative care in different health and social

care settings:

« Hospitals: no development, but palliative care activists in Albania are working on
this issue (a short-term objective that is yet to be accomplished).

« Nursing homes: not available in Albania

+ Residential homes for the elderly: not available in Albania

« Other community settings; There are a number of home palliative care teams in
Albania; for example, Mary Potter Palliative Care - Korca, Sue Ryder Care - Tirana
and Durres, and Lezhe district, Northern Albania (more than 200 patients have
received home care in Lezhe since 2007).

Expansion from a focus on cancer patients to address the needs of ‘non-cancer’
patients:

There has been no expansion from a focus on cancer patients to address the needs
of ‘non-cancer’ patients.

Perceived barriers to the development of hospice and palliative care:

(i) The legal limitation that stipulates opioids are only available to cancer patients
(ii) The lack of palliative care inclusion in the curricula of medical, nursing and
social science faculties in the Universities (iii) Lack of funds to extend palliative
care services throughout the entire country (iv) Low level of GDP within the Alba-
nian health care system (v) Frequent changes amongst key staff at the MOH which
affects the sustainability and effectiveness of lobbying and advocacy initiatives.

Perceived opportunities for the development of hospice and palliative care:
(i) More than a decade of experience of palliative care provision within the existing
teams and their commitment to develop palliative care services (ii) AAPC and the
National Palliative Care Working Group (iii) Continuous palliative care training with
healthcare providers across the entire country supported by different donors.
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Other issues relevant to the development of hospice and palliative care:
Different seminars, conferences and workshops have been organized since 2006.
Several meetings with policy makers have taken place as part of the lobbying and
advocacy initiatives undertaken by national palliative care activists. These activi-
ties have the support of international experts and donors who are working to de-
velop palliative care in the country.

(] (]
Vitality
THE VITALITY OF PALLIATIVE CARE

National Associations of Palliative Care:
The Albanian Palliative Care Association (Shoqata e Kurave Paliative Shqiptare)
was formed in 2002 and is representative of the whole country.

Directory or catalogue of palliative care services:
There is no directory or catalogue of palliative care services but there are some
published documents from AAPC with data on palliative care services.

Congresses, scientific meetings or scientific journals in palliative care:

« There are two palliative care workshops each year and one conference every
three or four years; approximately 50-60 people attend each workshop and 9o-
100 people attend each conference.

« There are no scientific journals of palliative care.

Palliative care research capacity:

There have been some attempts to increase palliative care research capacity by a
small number of physicians, social workers, psychologists and nurses involved in
various research projects: for example, a palliative care needs assessment, percep-
tion of health professionals and the general public in relation to issues of death and
dying, measurement of the effectiveness of training courses on opioid usage, etc.

Palliative care collaboration:

« There are twinning initiatives involving Sue Ryder Care Albania and Korce Pallia-
tive Care Center; both these organizations are collaborating with other organiza-
tions for the further development of palliative care in Albania.

« There is collaboration with pioneer groups such as Little Company of Mary (Lon-
don, UK) and also Sue Ryder Care (UK). Little Company of Mary is a congregation
of Catholic Sisters that founded palliative care in the Korce Region in 1993. In
the same year, Sue Ryder founded palliative care in Tirana. Today, these services
continue to be developed by Korce Palliative Care and Sue Ryder Care Albania.

- Many activities and initiatives were held during the week before international
World Hospice and Palliative Care Day; for example, fundraising walks for hos-
pices, TV promotion of palliative care, preparation and delivery of leaflets and
brochures with information about hospice and palliative care, etc.

« The Palliative Care and Education Centre (PCEC) has partnered with PRIME UK
(Partnerships in International Medical Education) in organizing palliative care
courses in Northern Albania.

+ PCEC is also partnering with SMILE International, and a humanitarian UK NGO
working in Kosovo since 1999 that offers palliative care education and home-
based palliative care for patients in the Gjakove area.

Worldwide palliative care alliance level of development:
3A (Isolated palliative care provision).

There is now more than a decade of experience
of palliative care provision within existing home
and mixed palliative care support teams

and a commitment to further develop services
in collaboration with the Albanian Palliative
Care Association
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Education

DEVELOPMENTS IN PALLIATIVE CARE EDUCATION AND TRAINING
SINCE 2006

General developments in palliative care education and training initiatives:

« All key stakeholders in palliative care have engaged in providing training and edu-
cation initiatives for doctors and nurses lasting three to nine days duration. Since
2009, residential courses have been organized for health professionals from
across the entire country.

+ AAPC have drafted and published a standardised palliative care training manual
to be used by all the relevant trainers.

« PCEC has organized palliative care courses for healthcare professionals in North-
ern Albania. More than 13 three-day courses have been organized and more than
500 healthcare professionals have attended these courses.

Specific developments in under-graduate palliative care education initiatives:

- Medicine: Ten topics related to palliative care have been integrated into the
(mandatory) oncology module in the Faculty of Medicine.

« Nursing: Palliative care is included in mandatory modules in six Faculties of Nursing.

« Social work: Palliative care is included within the (mandatory) health module at
the Faculty of Social Sciences.

« Other professions: There is no information available at this time.

Specific developments in post-graduate palliative care education initiatives:

- Medicine: A one-year specialization in palliative care in the Faculty of Medicine is
in the process of being approved by the Ministry of Education.

- Nursing: There is no information available at this time.

- Social work: There is no information available at this time.

- Other professions: There is no information available at this time.

Translation of palliative care documents or other materials:

A number of palliative care documents or other materials have been translated:
Recommendation REC (2003) 24 of the Committee of Ministers to Member States
on the Organization of Palliative Care. Council of Europe; Oncology, Second Edi-
tion; What do you need to know about cancer; Morphine and the relief of cancer
pain, information for patients, families and friends; Communication skills in palli-
ative care. Neurologic clinics; Symptom control in palliative care; How to talk to
someone with cancer; Home care; Chemotherapy - A guide for patients and their
family members; Hospice and Palliative Care (the essential guide) - Stephen R.
Connor; Hospice Companion (best practices for interdisciplinary assessment and
care of common problems during the last phase of life) - Perry G. Fine.

Initiatives to develop healthcare professional leadership in palliative care:
One physician from Ryder Albania Association has attended the Leadership Devel-
opment Initiative at San Diego Hospice, USA.

Officially recognized medical certification:

There is no official certification in Albania but there is “accreditation in process” as
AAPC work on the institutionalization of palliative care in the curricula of Medical
and Nursing Universities (to be achieved in 2013); accredited training courses are
also available for healthcare professionals (doctors and nurses) at the “Mary Pot-
ter” Palliative Care Centre.

Capacity of palliative care workforce training in Universities and Medical Schools:

- There is only one public medical school in Albania situated in Tirana: there is
another non-public medical school in Albania (no available information).

- There are a few lecturers at the one State Faculty of Medicine, the six Faculties of
Nursing and the Faculty of Social Science who deliver some lectures on palliative
care. AAPC is the main organisation engaged in the development of palliative
care training and education in the country.

- There are only five specialists that teach palliative care in medical schools. No-
one has an academic title in this specialty and there are no full-time teachers of
this subject. Under the category of “other professor non-medical’, there are an
estimated ten palliative care specialists that train healthcare professionals in this
specialty; these specialists are doctors, nurses and social workers.

(] [ ]
Opioids
DEVELOPMENTS IN PAIN AND SYMPTOM MANAGEMENT SINCE 2006

Developments/opportunities/barriers relating to the availability of es-

sential medications:

« Essential medications such as morphine are only available to cancer patients
(prescribing regulations exclude other patient populations) but these can be
prescribed without limit and there is no maximum length of time that a patient
can receive opioids for. There are no different legal requirements for prescribing,
dispensing or purchasing dosage forms of the same opioid (i.e. oral, transder-
mal, injectable). No special training is required for opioid prescribing (but some
NGOs offer training in this area).

« However, morphine is only available in 10 mg injection and in 10 mg long-acting
tablet form (no immediate-release morphine is available); fentanyl is available but
is too expensive to afford: methadone is only available for injecting drug users as
part of the HIV program; pethidine is very rarely used: general practitioners can pre-
scribe no more than 100 mg opioids/per day; some opioids are unavailable (there
are shortages); to prescribe opioids, a license is required from the Ministry of Health
and a contract must be signed with the Insurance Institute of Health Care; special
prescription forms are required (approved by the Insurance Institute of Health Care).

Developments/opportunities/barriers relating to the accessibility of es-

sential medications:

« Essential medications are only accessible to cancer patients living in the regions
where palliative care is provided.

« There is a centralized regulatory system for the reimbursement of opioids (pa-
tients face much bureaucracy).

« Prescriptions are limited to seven days (the validity of a prescription for mor-
phine is only three days).

+ Family doctors have a limit on the amount of money available each month for
prescribing opioids - if they exceed this amount, severe sanctions are imposed.

« There are a limited number of pharmacies that stock morphine.

« Prescribing is limited to doctors of NGOs, authorized doctors in districts where
there is no palliative care service and GP’s with a recommendation from an on-
cologist (in most of the regions there is only one such specialist); nurses are not
authorized to prescribe.

« The Government’s method for estimating opioid requirements does not take into
consideration actual need.

Developments/opportunities/barriers relating to the affordability of es-

sential medications:

« There are no barriers to the affordability of morphine because it is free for cancer
patients.

+ However, opioids that are not reimbursed are very expensive, and most Albanian
patients cannot access them due to lack of affordability.

Initiatives to change regulations that may restrict physician or patient

access to pain relief:

Based on the National Cancer Control Program and the National Strategic Plan for

Palliative Care, the National Palliative Care Working Group will:

« Propose to the MOH to amend the law from seven to 28 days for treatment duration;

« Propose to the MOH to change the regulation to allow opioid prescription for
non-cancer patients with moderate to severe pain;

« Propose to the Health Insurance Institute to remove the daily dose limit of mor-
phine that may be prescribed;

« Propose to the MOH to increase the number of physicians allowed to acquire a
license to prescribe (after appropriate education and training in effective and
safe prescribing);

- Develop a survey for pharmacists to evaluate their knowledge and attitudes in
relation to stocking opioids (results will be shared with the MOH);

- Propose to the MOH an increase in the number of licensed pharmacies and that
those pharmacies should be obligated to dispense opioids (one in each town);

- Propose to the Health Insurance Fund that the cost of morphine as an Essential
WHO medication is fully covered (make reference to pain relief as a human rights
issue - provide 2008 Letter to CND from Special UN Rapporteur).
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Initiatives to promote attitudinal change in relation to ‘opiophobia’:

« There are some publications to promote the importance of morphine as an es-
sential medication for pain relief.

« Six ‘opiophobia’ seminars have been developed with physicians working in pri-
mary care services.

Initiatives that examine access to opioid medication for economically
disadvantaged persons:
There have been no such initiatives focusing on this special category of persons.

Initiatives that consider access to essential medication as a legal and
human right:
The work of all palliative care providers in Albania is guided by this principle.

[ ]
Policy
DEVELOPMENT OF PALLIATIVE CARE POLICY SINCE 2006

Most important legal or policy changes affecting the development of hos-

pice and palliative care:

+ The most important change is the inclusion of palliative care in the National Plan
of Cancer Control.

« Another important policy change is the approval of the National Standards for
Palliative Care by the MOH (2010).

+ National Strategic Plan for Palliative Care (2011).

« Action Plan of Palliative Care (2010).

+ Legal and economic analysis of palliative care (2011).

- A palliative care law (2012) - drafted and in the process of approval.

« Pilot scheme by the MOH to create a small palliative care team in a regional hos-
pital (October 2012).

The impact of these policy changes and ways in which they have been
important:

These changes represent a step forward to the institutionalization of palliative care
which will enable further development of services across the entire country.

Development of a national palliative care consensus:

Approval of the National Standards for Palliative Care by the Ministry of Health;
finalization of the National Strategic Plan for Palliative Care; issue of a palliative
care training manual to be used on a national basis.

Significant meetings with stakeholders and policy makers to develop
palliative care strategies:

Several meetings are held with stakeholders and policy makers to develop pallia-
tive care strategies (at least twice a year).

Development of an advocacy framework for integrating palliative care
into the health care system:

Palliative care is not yet integrated into the health care system but AAPC is working
hard to achieve such integration (supported and facilitated by international expert
Stephen Connor).

Strategies to improve political awareness and government recognition

of palliative care:

« Representatives of all key institutions have participated in a number of meet-
ings, conferences and workshops about palliative care. There has also been
much media promotion of palliative care services, particularly relating to
activities organized to celebrate International World Hospice and Palliative
Care Day.

« Actively involving government representatives in all palliative care initiatives.

« Producing facts, statistics and data on the importance of palliative care services.

« Informing government representatives about all palliative care developments
within and outside the country.

« Promoting media debate and discussion about palliative care issues.
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Palliative care funding initiatives by government, private/voluntary or-
ganisations, NGOs, donors:

There have been funding initiatives from international donors and other palliative
care organizations. A small amount of support has been provided by local govern-
ment (two regions only).

Involvement with the European Union in relation to hospice and pallia-
tive care initiatives:
There is no information available at this time.

Development of initiatives framing palliative care as a ‘human right’:
There have been some activities organized to raise the awareness of palliative
care and to demonstrate the necessity of this service for terminally-ill patients
as a human right.

General legislation relating to palliative care:
There is legislation in process and AAPC is working with policy makers and govern-
mental bodies to create a law specifically relating to palliative care.

Published national documents relating to palliative care standards and
norms:

There are National Standards of Palliative Care, published in January 2011 as a sin-
gle edition.

National Plan or Strategy of Palliative Care:
The National Strategic Plan for Palliative Care (2011 - 2015) was approved in 2071.

National Cancer Control Strategy:
There is a National Cancer Control Strategy that includes palliative care.

National HIV/AIDS Strategy:
There is a National HIV/AIDS Strategy but it is not known if it contains an explicit
reference to palliative care provision.

National Primary Health Care Strategy:
The National Primary Healthcare Strategy does not contain an explicit reference
to palliative care provision.

Designated policy maker for the delivery of palliative care services:
There is no information available at this time.

Department of Health specific responsibility for the delivery of palliative
care services:
There is no information available at this time.

Systems of auditing, evaluation or quality assurance that monitor the
standard of palliative care:
There is no information available at this time.

Opioid legislation/Pain guidelines:
There are some translated materials on symptom control, pain management, use
of opiates, etc.

Funding of palliative care services:

The majority of funding for the development of palliative care services comes from
international donors (Soros foundation; Sue Ryder Care, UK; Little Company of
Mary; Spanish and German Caritas; Dorcas Aid; Vodafone Foundation; Czech Em-
bassy; Intesa San Paolo Bank).

More essential medications have been included
in the reimbursed opioid list and morphine

is prescribed without limit to cancer patients.
Palliative care training has been provided
throughout Albania and a manual distributed
to be used on a national basis
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Socio-cultural

CHANGE IN SOCIO-CULTURAL, ETHICAL, MORAL ATTITUDES SINCE
2006

Change in public awareness or perception of hospice and palliative care:
There have been some initiatives aiming to change the public perception of hos-
pice and palliative care through raising awareness (media, mobile phone messag-
es, workshops, posters, flyers, etc.).

Major public discussion, debate or controversy about hospice and pal-
liative care:

There are plans for increased public discussion about hospice and palliative care
during 2013.

Initiatives that seek to broaden awareness and understanding of hospice
and palliative care:

Representatives of AAPC and other non-profit organizations are engaged in such
initiatives with policy and decision makers, and academic staff of the Faculties of
Medicine, Nursing, and Social Sciences.

Hospice or palliative care ‘success’ stories:

Palliative care development is a good success story in itself. A few success stories
have been published in palliative care journals and also on non-profit sector web-
sites (mainly for fundraising reasons).

Initiatives seeking the legalisation of euthanasia or assisted dying:
There is no information available at this time.

Future

THE FUTURE OF PALLIATIVE CARE DEVELOPMENT

The future of hospice and palliative care development:

« It is hoped that palliative care units will become established in public hospitals
and that services become available in most regions of the country.

- Itis also hoped that palliative care is included in the curricula of Medical, Nursing
and Social Science Faculties so that more physicians, nurses and social workers
are available to provide palliative care services in the future.

- Integration of palliative care services at the regional level (according to the time-
line of the action plan).

- Passing the law of palliative care in the Albanian Parliament.

« Increasing access to (and usage of) opioids for terminally-ill patients.

- Lobbing and advocacy initiatives to address the psychosocial issues facing palli-
ative care patients and their families.

- Improved State and non-State organization of palliative care services.

Most significant issues facing hospice and palliative care in the next three years:

« Economic issues are the most important challenges to be faced. AAPC and the
National Palliative Care Working Group play a very important role in the develop-
ment of palliative care services throughout the country.

« International donors leaving Albania or reducing funds for palliative care services
due to increased interest in the areas of policy and education.

- Parliamentary elections in the middle of 2013 may affect the process of devel-
oping a law relating to palliative care, and delay accomplishment of the National
Strategy objectives.

Implications for palliative care relating to the current economic crisis:

« Reduction of funding from donors may result in the possible closure of existing
centres and the interruption of palliative care development.

« Economic crises are affecting palliative care grants and fundraising opportunities
within and outside the country.

References

Ryder Albania Association. “Training and Education Courses on Pallia-
tive Care with multidisciplinary staff working in Primary Health Care Ser-
vice and with family members of the patients under assistance of Ryder
Albania Association (RAA)”.

Winslow M. 1999. “Opening Up. A first glimpse of life and death in Alba-
nia”. Wellcome news, 19, Q2.

National Standards of Palliative Care

have been developed and the Second National
Palliative Care conference held in December
2010. A National Palliative Care Working Group
has been established to develop a Strategic
Plan for Palliative Care as part of the National
Cancer Strategy
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Andorra

NATIONAL ASSOCIATION/KEY PERSON

Palliative Care Functional Unit,

Hospital Nostra Senyora de Meritxell
Unitat Funcional Interdisciplinar Sociosanitari
(UFISS) de Cures Palliatives, Hospital Nostra
Senyora de Meritxell

Av. Fiter i Rosell, 1-13. AD700 Escaldes - Engordany Andorra
T/F + 376 871000, Extension 3256

xlatorre@saas.ad

Xavier Latorre, UFISS CLINICAL COORDINATOR

KEY CONTACT

Xavier Latorre
UFISS Clinical Coordinator

Palliative Care Functional Unit, Hospital Nostra Senyora de
Meritxell

Av. Fiter i Rosell, 1-13. AD700 Escaldes - Engordany Andorra
T/F + 376 871000, Extension 3256

xlatorre@saas.ad

1 Information collected by the EAPC Task Force predominantly from the Eurobarometer Survey (2012) and the Facts Questionnaire (2012); other sources include data collected for the First Edition of
the EAPC Atlas of Palliative Care in Europe (2007) and personal communication. The information was peer reviewed in 2012.
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SOCIO-ECONOMIC DATA

Population 87518
2012
Density 187.0
2012
Surface 468
Gross Domestic No data
Product per capita
20m
Physicians 3.912
per 1000 inhab.
Health expenditure 3255
per capita, PPP, 2010
Health expenditure, 7.5
TOTAL SERVICES total (% of Gross),
PER MILLION
INHABITANTS 2010
Bl Human Development  0.846
B Index 2012
- Human De\(elopmgqt 33
P Index Ranking Position
2012
2-4
<2
- No services

Palliative Care Services

COMMENT/SOURCES ABOUT PALLIATIVE CARE SERVICE

ADULT SERVICES (BEDS)
Volunteer hospice team o Primary sources of information of the data listed above:
. L xlatorre@saas.ad
Hospital palliative care support team 1(3-10)
Home palliative care support team (¢} Additional comments:
Mixed palliative care support team o There is no additional information available at this time.
Palliative care units in tertiary hospitals © Palliative care services for children:
Palliative care units in non-tertiary hospitals o There is no information available at this time.
Inpatient hospice o
Day hospice/day care centre o
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Development

HOSPICE AND PALLIATIVE CARE MILESTONES PRIOR TO 2006

There is no information available at this time.

DEVELOPMENTS IN HOSPICE AND PALLIATIVE CARE SINCE 2006

Most significant changes in hospice and palliative care:
The formal creation of a palliative care support team in the Hospital of Andorra.

Overall progress in hospice and palliative care:
Has improved.

Development of hospice and palliative care in different health and social

care settings:

+ Hospitals: palliative care available for inpatients.

« Nursing homes: no development.

+ Residential homes for the elderly: no development.

« Other community settings: community healthcare professionals are receiving
training in palliative care.

Expansion from a focus on cancer patients to address the needs of
‘non-cancer’ patients:
There has been no expansion from a focus on cancer patients to address the needs
of ‘non-cancer’ patients.

Perceived barriers to the development of hospice and palliative care:
(i) Lack of global coordination (ii) lack of continuity of care between specialized
services and other resources in the community.

Perceived opportunities for the development of hospice and palliative care:
(i) The fact that Andorra is a small country makes organization, continuity and
coordination of palliative care easier (i) there is a fluent relationship between
healthcare professionals (jii) implementation of palliative care throughout the
whole country is a priority of the health system contained in the National Strat-
egy for Health.

Other issues relevant to the development of hospice and palliative care:
There is no information available at this time.
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Vitality
THE VITALITY OF PALLIATIVE CARE

National Associations of Palliative Care:
There is no information available at this time.

Directory or catalogue of palliative care services:
There is no information available at this time.

Congresses, scientific meetings or scientific journals in palliative care:
There is no information available at this time.

Palliative care research capacity:
There is no information available at this time.

Palliative care collaboration:

There is a fluent relationship with professionals from the palliative care unit
at the Catalonian Institute of Oncology in Spain. Healthcare professionals
from Andorra have received training in palliative care there, and there is also a
common language (Spanish and Catalan). A number of pioneer groups exist in
Andorra. The initial development of these groups resulted as a consequence
of the increased interest in palliative care in 2008 amongst some healthcare
professionals (Esther Argiles and Xavier Latorre) and the creation of a new
structure in the healthcare system. There has been an increased sensibility
to this issue since 2007. The Minister of Health has received formal advice
and consultation from the QUALY Study Centre of Hospitalet, Barcelona, Spain
since 2009.

Worldwide palliative care alliance level of development:
3A (Isolated palliative care provision).

A palliative care support team in the Hospital
of Andorra has been formally created to provide
inpatient care and palliative care provision

is to be integrated into community healthcare
services in the country
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Education

DEVELOPMENTS IN PALLIATIVE CARE EDUCATION AND TRAINING
SINCE 2006

General developments in palliative care education and training initiatives:
There is no information available at this time.

Specific developments in under-graduate palliative care education initiatives:
- Medicine: There is no information available at this time.

« Nursing: There is no information available at this time.

- Social work: There is no information available at this time.

« Other professions: There is no information available at this time.

Specific developments in post-graduate palliative care education initiatives:
- Medicine: There is no information available at this time.

« Nursing: There is no information available at this time.

- Social work: There is no information available at this time.

« Other professions: There is no information available at this time.

Translation of palliative care documents or other materials:
There is no information available at this time.

Initiatives to develop healthcare professional leadership in palliative care:
There is no information available at this time.

Officially recognized medical certification:

In Andorra, there is no School of Medicine or specialized training system. How-
ever, the Ministry of Health recognizes some forms of specialization from Spain
and France. A number of palliative care professionals have received specialized
training through a Masters Course undertaken in Catalonia, Spain.

Capacity of palliative care workforce training in Universities and Medical
Schools:
There is no information available at this time

(] [ ]
Opioids
DEVELOPMENTS IN PAIN AND SYMPTOM MANAGEMENT SINCE 2006

Developments/opportunities/barriers relating to the availability of es-
sential medications:
There is free availability of essential medications.

Developments/opportunities/barriers relating to the accessibility of es-
sential medications:
Essential medications are accessible (but only under special prescription).

Developments/opportunities/barriers relating to the affordability of es-
sential medications:
There is no information available at this time.

Initiatives to change regulations that may restrict physician or patient
access to pain relief:
There is no information available at this time.

Initiatives to promote attitudinal change in relation to ‘opiophobia’:
There is no information available at this time.

Initiatives that examine access to opioid medication for economically
disadvantaged persons:
There is no information available at this time.

Initiatives that consider access to essential medication as a legal and
human right:
There is no information available at this time.

A number of community healthcare professionals
have received training in palliative care and there
is a fluent training relationship with the palliative
care unit at the Catalonian Institute of Oncology
in Spain. There is free availability of essential
medications
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[ ]
Policy
DEVELOPMENT OF PALLIATIVE CARE POLICY SINCE 2006

Most important legal or policy changes affecting the development of hos-
pice and palliative care:
There is no information available at this time.

The impact of these policy changes and ways in which they have been
important:
There is no information available at this time.

Development of a national palliative care consensus:
There is no information available at this time.

Significant meetings with stakeholders and policy makers to develop pal-
liative care strategies:
There is no information available at this time.

Development of an advocacy framework for integrating palliative care into
the health care system:
There is no information available at this time.

Strategies to improve political awareness and government recognition of
palliative care:

After the design of an official strategy to improve political awareness and govern-
ment recognition of palliative care there has been further promotion of the disci-
pline by a number of healthcare professionals in Andorra.

Palliative care funding initiatives by government, private/voluntary organ-
isations, NGOs, donors:
There is no information available at this time.

Involvement with the European Union in relation to hospice and palliative
care initiatives:
There is no information available at this time.

Development of initiatives framing palliative care as a ‘human right’:
There is no information available at this time.

General legislation relating to palliative care:
There is no information available at this time.

Published national documents relating to palliative care standards and norms:
There are national documents relating to palliative care standards and normsiin
process. The provision of palliative care and its integration within the National
Health System is described in a document promoted by the QUALY Study Cen-
tre of Hospitalet, Barcelona, Spain which was adopted by the Minister of Health
and distributed to healthcare professionals.
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National Plan or Strategy of Palliative Care:
A National Plan of Palliative Care is currently under construction.

National Cancer Control Strategy:
There is no information available at this time.

National HIV/AIDS Strategy:
There is no information available at this time.

National Primary Health Care Strategy:
Palliative care provision is to be integrated into community healthcare services in
Andorra.

Designated policy maker for the delivery of palliative care services:
Josep M. Casals, Director General de Salut i Benestar, Ministeru de Salut i Benestar,
salut@govern.ad.

Department of Health specific responsibility for the delivery of palliative
care services:
Director General de Salut i Benestar, Ministeru de Salut i Benestar.

Systems of auditing, evaluation or quality assurance that monitor the stan-
dard of palliative care:
There is no information available at this time.

Opioid legislation/Pain guidelines:

Asecond special prescription for opioids is mandatory. Morphine is freely available
and can be obtained from the pharmacy with this special prescription. There is
no other legislation relating to opioids. In relation to pain guidelines, a Pain Man-
agement Protocol exists that is officially approved by the Commission of Hospital
Therapeutics.

Funding of palliative care services:

Health Insurance is not freely available for all people; a partial payment may be
required for palliative care consultation if a person has no health insurance. Par-
tial payment may be required for hospitalisation and medications as well. Funding
provided by the Health Insurance System is similar to the French model with a
moderator ticket of 10% for hospitalization and 25% for external consultation and
exploratory operations. However, persons with a chronic illness receive full remu-
neration of 100% - this is particularly the case with oncology patients and those
receiving palliative care with any condition.

There are documents relating to palliative care
standards and norms in process and a National
Plan of Palliative Care is currently under
construction. Implementation of palliative care
throughout Andorra is a priority of the National
Strategy for Health



COUNTRY REPORTS | ANDORRA

Socio-cultural

CHANGE IN SOCIO-CULTURAL, ETHICAL, MORAL ATTITUDES SINCE 2006

Change in public awareness or perception of hospice and palliative care:
There is no information available at this time.

Major public discussion, debate or controversy about hospice and pal-
liative care:
There is no information available at this time.

Initiatives that seek to broaden awareness and understanding of hospice
and palliative care:
There is no information available at this time.

Hospice or palliative care ‘success’ stories:
There is no information available at this time.

Initiatives seeking the legalisation of euthanasia or assisted dying:
There is neither legislation nor public debate relating to euthanasia or assisted dy-
ing. This is possibly due to the fact that Andorra is a country that is under religious
authority: the Catholic Bishop of Lérida exerts much influence in this area.

Future

THE FUTURE OF PALLIATIVE CARE DEVELOPMENT

The future of hospice and palliative care development:
The development of palliative care has started and cannot ever stop!

Most significant issues facing hospice and palliative care in the next three years:
There is no information available at this time.

Implications for palliative care relating to the current economic crisis:
There is no information available at this time.

References

There are no known publications at this time.
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Armenia

NATIONAL ASSOCIATION/KEY CONTACT

Armenian Pain Control and Palliative Care
Association (APC&PCA)

Hakacavain ev paliativ khnamgi asociacia

27 Khorenatsi str. apt 85, Yerevan, Armenia 0010

T/F 374 91/599898
tatevart@yahoo.com/artashes.tadevosyan@meduni.am
Artashes Tadevosyan, VICE-PRESIDENT

KEY CONTACT

Avetis Babakhanyan
Anesthesiologist, Intensive Care specialist

Hospital Police of Armenia
h:70, 4rd str., Ayntap, 0803, Armenia

T/F +374 93 372473
babakavetis@yahoo.com

N.B. Two key contacts completed the EAPC Facts Ques-

tionnaire and information from both of the questionnaires
has been used in the compilation of this Country Report.

1 Information collected by the EAPC Task Force predominantly from the Eurobarometer Survey (2012) and the Facts Questionnaire (2012); other sources include data collected for the First Edition of
the EAPC Atlas of Palliative Care in Europe (2007) and personal communication. The information was peer reviewed in 2012.
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RU
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Yerevan Az

TOTAL SERVICES
PER MILLION
INHABITANTS

TR

No services

SOCIO-ECONOMIC DATA

£2 Population 3108972
2012
Density 104.3
2012
Surface 20800
Gross Domestic 5112
Product per capita
201
Physicians 3.762
per 1000 inhab.
Health expenditure 239
per capita, PPP, 2010
Health expenditure, 4.4
total (% of Gross),
2010
Human Development 0729
Index 2012
Human Development 87
Index Ranking Position
2012

Palliative Care Services

ADULT SERVICES (BEDS)
Volunteer hospice team o

Hospital palliative care support team
Home palliative care support team

Mixed palliative care support team
Palliative care units in tertiary hospitals
Palliative care units in non-tertiary hospitals

Inpatient hospice

O |O |0 |O |O |~ |O

Day hospice/day care centre

COMMENT/SOURCES ABOUT PALLIATIVE CARE SERVICE

Primary sources of information of the data listed above:
« Artashes Tadevosyan
« Avetis Babakhanyan

Additional comments:

- There is an ongoing pilot project jointly funded by the Global Fund, World
Health Organization (WHO) and Open Society Foundation (OSF) in four sites
across Armenia; two in Yerevan (capital city), and two in other regions - one in
Vanadzor (3rd largest city in Armenia) and one in Ararat (a small town). There
must be a minimum of 30 beneficiaries at each site (total 120 patients). The
teams provide palliative care in the hospital as well as at home. Each team
consists of five workers: physicians, nurses, social workers, and a psychol-
ogist. Doctors are anaesthesiologists, so care is mostly limited to pain man-
agement. Members of the team have monthly meetings to discuss common
problems and present case studies.

« There are some NGOs called “hospice” that provide non-medical nursing ser-
vices to elderly, post-stroke and other categories of patients. Nurses provide
general care at home (not specifically palliative care) on a paid basis (approxi-
mately 30-50 Euros per day paid by the patients’ relatives); there are no doctors
or registered nurses working at these “hospices”.

+ Many hospitals and clinics provide ‘some aspects” of palliative care by physi-
cians and nurses with basic knowledge and training in the discipline. However,
such services are mainly based on enthusiasm, and have limited effectiveness;
hospitals also usually try to avoid caring for patients with a terminal illness (un-
less the patient/family are able to pay for the care provided) as death in hospital
is considered as “negative” for their results.

- Patients get free consultations by a physician or a nurse at any hospital or
polyclinic; the majority of healthcare professionals rarely ever refuse to pro-
vide any useful advice or support (including psychological support) if they are
able to do so.

« It is unlikely that there will be volunteer palliative care services in Armenia at any
time soon.

« Because palliative care is provided as part of general symptomatic care by any
doctor (mostly oncologists), there is no specific or reliable data; the problem is
that the majority of “palliative care providers” often don’t possess the necessary
skills or knowledge to really help those in need.

Palliative care services for children:

There is one home paediatric palliative care support team in Yerevan for 30
children funded since 2011 by Matra Foundation (Netherlands). There is also
one mixed paediatric palliative care support team (although there are prob-
ably some other fragmented services provided by NGOs). There is only one
paediatrician working in palliative care.
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Development

HOSPICE AND PALLIATIVE CARE MILESTONES PRIOR TO 2006

2003 The Armenian Pain Control & Palliative Care Association is es-
tablished (APC&PCA).

2004 APC&PCA marks the publication of the Council of Europe (2003)
report on palliative care (Recommendation 24 of the Committee of
Ministers to member states on the organization of palliative care)
through meetings with public health authorities to explain that Ar-
menia (as one of the consignees to the report) has to implement
the recommendations’ requirements and provisions. However, the
Government position is that the document is merely a recommen-
dation and does not have legislative status in Armenia.

EAPC Palliative Care Euro-Barometer 2005

DEVELOPMENTS IN HOSPICE AND PALLIATIVE CARE SINCE 2006

Most significant changes in hospice and palliative care:

A palliative care needs assessment has been conducted, there is an organized task
force group on palliative care in the Ministry of Health, and a draft concept of pal-
liative care has been developed and circulated amongst stakeholders according
to local regulations. Drafts of new laws and amendments are in process relating
to opioids and palliative care standards are currently being developed. A teaching
centre in palliative care has been organized with the support of OSF. In 201, the
first 21 students were trained in pain management and opioid prescription. The
pilot project is funded by Global Fund, WHO and OSF and has commenced at four
sites in three regions of Armenia.

Overall progress in hospice and palliative care:
Palliative care has improved.

Development of hospice and palliative care in different health and social

care settings:

+ Hospitals: development in four sites - two in Yerevan (capital city), and two in
other regions; one in Vanadzor (3rd largest Armenian city) and one in Ararat (a
small town).

- Nursing homes: There is no information available at this time

+ Residential homes for the elderly: There is no information available at this time

« Other community settings: There is no information available at this time.

Expansion from a focus on cancer patients to address the needs of
‘non-cancer’ patients:

The Global fund pilot project aims to support patients with HIV/AIDS and TB but in
reality the majority of patients have a cancer diagnosis and pain management is
the most important component of care.

Perceived barriers to the development of hospice and palliative care:
(i) Lack of all resources - professional, financial - and facilities (i) Legislative and
administrative barriers (iii) Lack of public awareness.

Perceived opportunities for the development of hospice and palliative care:
(i) Currently, new Laws on Health Care are being developed in Armenia, which
provides an opportunity to include palliative care provision in relevant legis-
lation (i) Education reforms stipulated within the Bologna Declaration have
enabled palliative care curricula to be developed (but not yet implemented).

Other issues relevant to the development of hospice and palliative care:
There is no information available at this time.

40— Atlas of Palliative Care in Europe 2013 « Full Edition

(] (]
Vitality
THE VITALITY OF PALLIATIVE CARE

National Associations of Palliative Care:

+ The Armenian Pain Control & Palliative Care Association (APC&PCA) (Hakacavain
ev paliative khnamgji asociacia) was formed in 2003; there is a website (www.
hakacav.am) but the association does not represent the whole country - mostly
the capital Yerevan.

« There is a second national association of palliative care: Association Gayush
(Asociacia Gayush), which was formed in 2009 and specializes in paediatric pal-
liative care. The association has a website (www.gayush.am) but does not repre-
sent the whole country - mostly the capital Yerevan.

Directory or catalogue of palliative care services:
There is no directory or catalogue of palliative care services.

Congresses, scientific meetings or scientific journals in palliative care:
There are no congresses, scientific meetings or scientific journals in palliative care.

Palliative care research capacity:

There are a number of researchers in the area of palliative care: Artashes Tadevo-
syan (artashes.tadevosyan@meduni.am), Hrant Karapetyan (pallium@inbox.ru),
and Ashot Gyulbudaghyan (ashot.gyulbudaghyan@yahoo.com).

Palliative care collaboration:

« An effective collaboration has been established with experienced palliative
care specialists from Romania (Hospice Casa Sperantei (HCS)). Healthcare
professionals from Armenia have visited HCS to attend theoretical and prac-
tical courses in palliative care. The Romanian model of palliative care devel-
opment is very relevant to Armenia; it appears that both governmental and
non-governmental organizations in Armenia are recommending that the Ro-
manian model is adopted.

« Stephen Connor (Worldwide Palliative Care Alliance) and Mary Callaway (OSF)
are actively engaged in palliative care coordination and development in Armenia,
conducting a needs assessment and organizing training programs, etc.

+ APC&PCA organizes seminars, advocacy campaigns, and presentations, and
participates in international conferences. Two members of the association are
members of the Ministry of Health Task Force to develop a concept paper on
palliative care in Armenia. The Association has been very active in establishing
palliative care in Armenia and raising awareness about the discipline; there has
been much educational activity, including organization of training courses within
Armenia (and also abroad) for practitioners interested in palliative care.

Worldwide palliative care alliance level of development:
3A (Isolated palliative care provision).

Laws on Health Care are being developed

in Armenia, which include palliative care
provision in relevant legislation. A pilot project
to provide palliative care in the hospital and
at home has commenced at four sites in three
regions of Armenia
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Education

DEVELOPMENTS IN PALLIATIVE CARE EDUCATION AND TRAINING
SINCE 2006

General developments in palliative care education and training initiatives:
In 2011, a teaching centre was established which is run by APC&PCA. Currently,
there is a 40-hour module in pain management and opioid prescription; soon
EPEC-O training materials will be translated and adapted to Armenian needs.
There is also organized training for nurses at an NGO relating to the protection
of patients’ rights and Yerevan State Medical University has applied for a grant to
develop a curriculum in palliative care. In 201, there were some fellowship visits
organized by local NGOs (Western Professors were invited), and Romanian practi-
tioners have visited Armenia to teach the principles of Methadone use.

Specific developments in under-graduate palliative care education initiatives:
« Medicine: No development was reported.

« Nursing: No development was reported.

- Social work: No development was reported.

« Other professions: No development was reported.

Specific developments in post-graduate palliative care education initiatives:
« Medicine: No development was reported.

« Nursing: No development was reported.

- Social work: No development was reported.

« Other professions: No development was reported.

Translation of palliative care documents or other materials:

The WHO document Ensuring Balance in National Policies on Controlled Sub-
stances: Guidance for availability and accessibility of controlled medicines has
been translated in Armenian.

Initiatives to develop healthcare professional leadership in palliative care:
There is no information available at this time.

Officially recognized medical certification:

- There is no official certification. Technically, palliative care as it defined is not
available in Armenia because there are no doctors trained as palliative care spe-
cialists. A curriculum on palliative care is not available at Yerevan State Medical
University or the two private universities.

« The APC&PCA have developed a certificate in pain management and opioid pre-
scription (although this awaits official confirmation by the Ministry of Health).

Capacity of palliative care workforce training in Universities and Medical

Schools:

« There are three medical schools in Armenia. Yerevan State medical University
provides graduate and post-graduate education and residency. There are two
private universities (Armenian Medical University and Haybusak) that provide
education to the Bachelor and Masters level.

- There are no palliative medicine professors of any kind; Narine Movsisyan is an
Associate Professor in Anaesthesiology and Intensive Care at Yerevan State Med-
ical University.

(] [ ]
Opioids
DEVELOPMENTS IN PAIN AND SYMPTOM MANAGEMENT SINCE 2006

Developments/opportunities/barriers relating to the availability of es-

sential medications:

« Painkillers, antidepressants and anticonvulsants are available. However, the
use of opioids is very limited due to restrictive regulations; oral and slow release
forms of morphine are not available at all.

« Reform of legislation may provide an opportunity to make opioid regulations less
restrictive and therefore increase availability; there is a need to register oral mor-
phine and make it available.

« There is a need to extend the number of registered opioids in Armenia.

Developments/opportunities/barriers relating to the accessibility of es-
sential medications:
Painkillers, antidepressants and anticonvulsants are accessible (opioids are not).

Developments/opportunities/barriers relating to the affordability of es-
sential medications:

+ Most medications are very expensive (especially patches).

« The introduction of co-payments reduced the affordability of all medications.

Initiatives to change regulations that may restrict physician or patient
access to pain relief:
None, but such in initiatives are needed as current regulations are very restrictive.

Initiatives to promote attitudinal change in relation to ‘opiophobia’:
APC&PCA and a number of other NGOs held a few meetings, but there are not any
systematic activities in this field.

Initiatives that examine access to opioid medication for economically
disadvantaged persons:
There is no information available at this time.

Initiatives that consider access to essential medication as a legal and
human right:

There have been a few presentations, meetings, and seminars, but they were not
very structured or well organized.

A palliative care needs assessment has been
conducted, there is a task force group on
palliative care in the Ministry of Health, and
palliative care standards are currently under
construction

Atlas of Palliative Care in Europe 2013 + Full Edition —41



COUNTRY REPORTS | ARMENIA

[ ]
Policy
DEVELOPMENT OF PALLIATIVE CARE POLICY SINCE 2006

Most important legal or policy changes affecting the development of hos-
pice and palliative care:

Definition of palliative care was included in draft of “RA Law on Health”; pallia-
tive care was officially recognized as a form of medical care (government order
#1381-N, 03.12.2009); palliative care was included in the list of medical special-
ties (March 20m); official requirements for equipment and conditions of delivery
of palliative care were established in 2011 (government order #175-N, 24.02.2011);
standards on palliative care were drafted in 2011.

The impact of these policy changes and ways in which they have been important:
As a result of these legal and policy changes, Yerevan State Medical University
has been able to commence work on curricula relating to the specialization of
palliative care. Yerevan State Medical University (which provides education for
psychologists) and a number of leading European Universities applied for an EU
grant for curricula development at Bachelor and Masters Levels. NGOs and other
associations have developed a legal base for activities relating to the provision of
palliative care services.

Development of a national palliative care consensus:

The number of NGOs and other associations involved in palliative care has in-
creased since 2006, and several joint seminars and meetings have been held in the
capital and other regions. A draft on palliative care standards has been developed.

Significant meetings with stakeholders and policy makers to develop pal-
liative care strategies:

APC&PCA had meetings with MPs, and officials of the Ministry of Health and Police.
An NGO protecting patient’s rights has been involved in similar activities.

Development of an advocacy framework for integrating palliative care into
the health care system:
There is no information available at this time.

Strategies to improve political awareness and government recognition of
palliative care:
There is no information available at this time.

Palliative care funding initiatives by government, private/voluntary organ-
isations, NGOs, donors:

A pilot project providing palliative care for patients with HIV/AIDS and TB has been
funded by the Global Fund; OSF has funded a teaching centre for training and
re-training physicians; there has been improvement in the provision of palliative
care for children with life-limiting illnesses in Yerevan funded by Embassy of Neth-
erlands, project “Matra”; there is an ongoing “Stop the Pain” campaign funded by
Human Rights Watch.

Involvement with the European Union in relation to hospice and palliative
care initiatives:

Yerevan State Medical University, together with nine European universities applied
for a TEMPUS grant to develop a curriculum in palliative care in 2011. The NGO
protecting patient’s rights organized training of nurses in Romania in 2011.

Development of initiatives framing palliative care as a ‘human right’:
There is no information available at this time.

General legislation relating to palliative care:

Palliative care legislation is in process in Armenia: a definition of palliative care is
included in the draft law on public health; the discipline was officially recognized
as a form of medical care in December 2009, and included in the list of medical
specialties in March 2011.
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Published national documents relating to palliative care standards and norms:
Draft standards of palliative care were published in February 2012. The stan-
dards were developed for the Ministry of Health by the Patients’ Rights Protec-
tion Center and the Palliative Care Working Group of the APC&PCA (funded by
the Global Fund).

National Plan or Strategy of Palliative Care:
There is a National Strategy of Palliative Care in progress: the concept paper on
palliative care is in circulation and under discussion at the Ministry of Health.

National Cancer Control Strategy:
There is no National Cancer Control Strategy.

National HIV/AIDS Strategy:
There is discussion about a National HIV/AIDS Strategy between all key stakehold-
ers; provision of palliative care will be included in a draft of the strategy.

National Primary Health Care Strategy:
The National Primary Healthcare Strategy does not contain an explicit reference
to palliative care provision.

Designated policy maker for the delivery of palliative care services:
There is no designated policy maker for the delivery of palliative care services.

Department of Health specific responsibility for the delivery of palliative
care services:

The Department of Health does not have specific responsibility for the deliv-
ery of palliative care services (Chief of staff of Ministry of Health is Mr. Suren
Krmoyan).

Systems of auditing, evaluation or quality assurance that monitor the stan-
dard of palliative care:

There are no systems of auditing, evaluation or quality assurance that monitor the
standard of palliative care.

Opioid legislation/Pain guidelines:

A district oncologist can prescribe injectable morphine (other forms are not
available) for outpatients only but there is a maximum daily dose. Initial pre-
scription must be approved by a committee comprising of three physicians
including the deputy head of the polyclinic and a Police representative; any
changes in dosage must be approved by the committee. The prescription must
be signed by an oncologist and has three stamps and seals. A prescription can
only be for a two-day supply (three days at weekend). Medication is provided
free of charge. There is only one specialised pharmacy in Yerevan and pharma-
cies in the central regional hospitals. If the patient’s relative is designated to
collect the medication from a pharmacy, they have to get permission from the
Police. New legislation relating to opioids is currently being drafted which will
allow all doctors to prescribe opioids (but with the same restrictions). There are
“Cancer pain management guidelines” (a printed version).

Funding of palliative care services:

« There is no formal payment for palliative care consultation. The patients or their
relatives do not pay for any palliative care services. In most cases such payments
are not regulated by any legal or moral principles.

- General hospitalization (not palliative care) requires full payment by the majority
of patients; partial payment or free hospitalization may be applicable for certain
groups of patients (poverty, disability, etc.)

« In general, the vast majority of patients pay full price for all medications (not pal-
liative care) which are purchased from a pharmacy; partial or no payment may
be applicable for certain groups of patients (poverty, disability, etc.); all opioids
for palliative care patients are free of charge.

- Informal payments still play a significant role in health care in Armenia. It should
be acknowledged that the average salary in Armenia in 2010 was 102 thousand
dram (approximately 200 EUR) yet in the health care sector it was just 68 thou-
sand dram (approximately 130 EUR) (Morphine costs $15-20).
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Socio-cultural

CHANGE IN SOCIO-CULTURAL, ETHICAL, MORAL ATTITUDES SINCE 2006

Change in public awareness or perception of hospice and palliative care:
There is no objective data but it appears that people have become more familiar
with the idea of “hospice/palliative care”. A survey is planned with MPH students
to reveal levels of public awareness about these terms.

Major public discussion, debate or controversy about hospice and pal-
liative care:

There has not been much discussion, debate or controversy about hospice and
palliative care, although there was a talk show on TV about euthanasia and pallia-
tive care which involved the participation of the President of APC&PCA.

Initiatives that seek to broaden awareness and understanding of hospice
and palliative care:

Several NGOs (main one is OSF Armenia) launched a campaign “Life without pain”
with some media activity and a website (www.stopthepain.am).

Hospice or palliative care ‘success’ stories:
There is no information available at this time.

Initiatives seeking the legalisation of euthanasia or assisted dying:
Euthanasia is illegal in Armenia - the only initiative has been the talk show men-
tioned above.

Drafts of new laws and amendments are in
process relating to opioids and a centre has been
opened to provide training in pain management
and opioid prescription. Education reforms have
enabled palliative care curricula to be developed

Future

THE FUTURE OF PALLIATIVE CARE DEVELOPMENT

The future of hospice and palliative care development:

The Ministry of Health plan to open a 10-bed palliative care department in the
National Oncology Centre in 2012. If Yerevan State Medical University succeeds
in the TEMPUS grant application, they will develop curricula in palliative care and
encourage Universities to organize clinics for bedside training of students in each
department.

Most significant issues facing hospice and palliative care in the next
three years:

It is hoped that the MoH will be consistent in their actions and that the first
palliative care wards will be officially opened in the Oncology Centre. After suc-
cessful completion of the Global Fund pilot project, more interest is expected
from State officials relating to the issue of palliative care. APC&PCA is at the
centre of all these activities and is involved in both education and advocacy
processes. APC&PCA is also a TEMPUS grant consortium member. Both APC&P-
CA and Yerevan State Medical University can play a key role in the development
of palliative care in Armenia.

Implications for palliative care relating to the current economic crisis:
Funding is the biggest problem facing palliative care development in Armenia;
there is a lack of state funds, an absence of private businesses support, weak-
nesses in local benevolent organizations and charities, and poor traditions in vol-
unteering.

References
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Austria

NATIONAL ASSOCIATION

Hospice Austria - national organization
of hospice and palliative care institutions
Hospiz Osterreich - Dachverband von
Palliativ- und Hospizeinrichtungen

Argentinierstr. 2/3, 1040 Vienna, Austria, Europe
T/F 0043 (0)1 803 98 68/ 0043 (0)1 803 25 80
dachverband@hospiz.at

Mag.a Leena Pelttari (MSC), GENERAL MANAGER

Austrian Association of Palliative Care
Osterreichische Palliativ Gesellschaft [OPG]

Universitaetsklinik fuer Innere Medizin |,
Waehringer Guertel 18-20 A1090 Wien
T/F 43140400 4455
herbert.watzke@meduniwien.ac.at
Herbert Watzke, PRESIDENT

KEY CONTACT

Mag.a Leena Pelttari (MSc)
General Manager

Hospice Austria - national organization

of hospice and palliative care institutions
Argentinierstr. 2/3, 1040 Vienna, Austria, Europe
T/F 0043 (0)1803 98 68/ 0043 (0)1 803 25 80
dachverband@hospiz.at

Additional information provided by:
Mag.a Anna H. Pissarek

1 Information collected by the EAPC Task Force predominantly from the Eurobarometer Survey (2012) and the Facts Questionnaire (2012); other sources include data collected for the First Edition of
the EAPC Atlas of Palliative Care in Europe (2007) and personal communication. The information was peer reviewed in 2012.
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Population 8428915
2012

Density 100.5
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Surface 83858
Gross Domestic 36139
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total (% of Gross),

2010

Human Development  0.895
Index 2012

Human Development 18
Index Ranking Position

2012

Palliative Care Services

ADULT SERVICES (BEDS)

Volunteer hospice team 146
Hospital palliative care support team 20 (n/a)
Home palliative care support team 40
Mixed palliative care support team 18
Palliative care units in tertiary hospitals 29 (254)
Palliative care units in non-tertiary hospitals [¢)
Inpatient hospice 8(68)
Day hospice/day care centre 3

COMMENT/SOURCES ABOUT PALLIATIVE CARE SERVICE

Primary sources of information of the data listed above:

Annual data collection of Hospice Austria: Austrian data survey 2011 - see
www.hospiz.at. A questionnaire was sent to all hospice and palliative care in-
stitutions in Austria. The return rate with regards to participating institutions is
nearly 100% and with regards to certain data ranges from 70% to 100%.

Additional comments:

+ In 2011, Austria had 3,266 volunteers; 88.5% of them female, 11.5% male. They
cared for 10,052 patients and spent 235,266 hours with the patients and their
families. Volunteers contributed an additional 126,226 hours for fundraising,
advanced training, and administrative help.

« The number of beds relating to Hospital palliative care support team in-
cludes all the hospital beds that a team is responsible for (which are
usually all the beds in a hospital) and also the beds that the mixed pal-
liative care support teams are responsible for. Two of 19 teams provide
support for three hospitals, six teams for two hospitals and the rest for
one hospital.

« The Home palliative care support team in Austria usually comprises of em-
ployed palliative care nurses and (mostly part-time) physicians. In some
teams, all staff except nurses work on contracts based on demand.

- There are 18 Mixed palliative care support teams: 12 in Lower Austria, five in
Styria, and one in Carinthia. For the number of beds see Hospital palliative
care support team.

- Palliative care units receive almost 100 % public funding throughout
Austria.

« Austria has only two freestanding inpatient hospices (at Salzburg and
Graz); the other six are hospice wards integrated in nursing homes in Lower
Austria.

- Day hospices are in Vienna, Graz and Salzburg. They are usually open be-
tween one and four days each week.

Palliative care services for children:

There are some paediatric volunteer hospice teams: two mobile paediat-
ric palliative care teams and one paediatric hospital palliative care sup-
port team in St. Anna’s Childrens Hospital. In 2012, a task force chaired
by the Austrian Health Institute (Gesundheit Osterreich - GOG) and Hos-
pice Austria developed a master plan for hospice and palliative care for
children and young people in Austria, suggesting structures and defining
quality of care.
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Development

HOSPICE AND PALLIATIVE CARE MILESTONES PRIOR TO 2006

1989

1992

1993

1997

1998

1999

2001

2001

2003

2003

2003

2004

2004

2005

2005

First mobile hospice and palliative care team commences in
Vienna.

First inpatient hospice opens in Vienna.

Hospice Austria, the umbrella organization of the Austrian hos-
pice and palliative care services, is founded by Hildegard Teuschl.

A minimum of 60 hours of “Palliative Care™ is integrated into the
curriculum of the undergraduate education for registered nurses.

First multidisciplinary course for palliative care commences in
Vienna

Palliative care units become part of the national plan for acute
hospitals in Austria.

All political parties in Austria vote against euthanasia and for the
further development of hospice and palliative care.

First Austrian-wide curriculum for volunteers in hospice and palli-
ative care.

Hospice Austria, the umbrella organization of the Austrian hos-
pice and palliative care services, develops a clear perspective for
the further development of hospice and palliative care.

The first palliative care facilities are implemented in a medical uni-
versity in Austria (Graz).

“Declaration of the Austrian Government 2003 to 2006~ aims for
fair access to hospice and palliative care services for all those who
need it.

The Austrian Palliative Care Association marks the publication of
the Council of Europe (2003) report on palliative care (Recom-
mendation 24 of the Committee of Ministers to member states
on the organization of palliative care) with widespread discussion
about the report among experts in hospice and palliative care.
The Minster of Health and the State Secretary are informed about
the report, and Dr. Harald Retschitzegger, an Austrian physician,
is a member of the working group.

The document “Abgestufte Hospiz-und Palliativversorgung in
Osterreich, Graded Hospice and Palliative Care in Austria” (OBIG,
Vienna) is published by the by Austrian Institute of Health.

The document “Artikel 15 a Vereinbarung tber die Organisation
und Entwicklung des Gesundheitswesens™ (p 8, Article 3 (2), Vi-
enna) is published.

The Ministry of Health implements a working group to prepare
recommendations for the stepwise integration of hospice and
palliative care into the health care system in Austria.

EAPC Palliative Care Euro-Barometer 2005
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DEVELOPMENTS IN HOSPICE AND PALLIATIVE CARE SINCE 2006

Most significant changes in hospice and palliative care:

« The plan of graded hospice and palliative care has been integrated into the Na-
tional Health Care Plan of Austria. This will speed up its implementation which
is currently approximately 50% complete. Development of hospice and pallia-
tive care is monitored by a yearly audit of all providers by Hospice Austria. The
plan has been almost fully implemented in one county in Austria (all aspects of
hospice and palliative care within the context of mandatory national health care
insurance are available, but more services are still needed);

+ Recommendations for the quality for all services of graded hospice and palliative
care have been developed which cover quality of structure and quality of pro-
cesses. A manual for all services with the key processes has been published;

« All medical universities in Austria have palliative care as a mandatory part of
their curricula. The position of a full professor in palliative care has been estab-
lished at the largest medical university in Austria (Medical University of Vienna).
A multi-professional Masters course for palliative care has been established at
the Medical University of Salzburg in co-operation with Hospice Austria and St.
Virgil. IFF in Vienna organises a multi-professional Master’s course for palliative
care and hasimplemented a PhD Program for palliative care also.

Overall progress in hospice and palliative care:
Hospice and palliative care has improved.

Development of hospice and palliative care in different health and social

care settings:

+ Hospitals: This is the most developed part of the system with approximately 78%
palliative care coverage (palliative care units). Hospital Palliative Care Support
Teams are less widespread and achieve coverage of approximately 31%.

« Nursing homes: There is approximately 20% palliative care coverage in nursing
homes and residential homes for the elderly. Since 2005, Hospice Austria (the
umbrella organisation of approximately 260 hospice and palliative care organi-
sations in Austria), has been considering how to integrate hospice and palliative
care in nursing homes; a taskforce has been formed including all relevant part-
ners in the field to develop and define standards of quality. In 2008, the Aus-
trian standards for hospice and palliative care in nursing homes were finalized
and are now the foundation of any work in this area. The hospice movement in
Vorarlberg started the implementation in 12 model homes in 2004 after a survey
commissioned by the federal state had shown gaps in this area. Lower Austria
started in 2009 with eight model homes and Styria in 2010 with six model homes.
Vienna, Burgenland and Salzburg started in 2012. Hospice Austria initiated the
development of a curriculum in Palliative Geriatrics. The goal of the project ‘Hos-
pice and Palliative Care in Nursing Homes' (developed by Hospice Austria) is to
ensure sustainable and competent hospice and palliative care in all Austrian
nursing homes. In 2009, an Austrian advisory board for Hospice and Palliative
Care in Nursing Homes was founded. It enables cooperation between Hospice
Austria, the Ministry of Health and Ministry of Social Affairs, the Austrian Medical
Association, the national organization of nursing homes, the GOG/OBIG (Austrian
Health Institute), the Main Association of Austrian Social Security Institutions and
OGAM (Association of General Practitioners in Austria). The initial project of Hos-
pice Austria was possible due to funding by Fonds Gesundes Osterreich. (http://
www.hospiz.at/)

+ Residential homes for the elderly: These are the same structure as “nursing homes”.

+ Other community settings: There is approximately 70% palliative care coverage
provided by volunteer hospice and home palliative care support teams.

Graded palliative care has been integrated
into the National Health Care Plan of Austria.
There is increased awareness of the need

for palliative care in nursing homes, a plan
for a children’s hospice and palliative care
standards are being developed
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Expansion from a focus on cancer patients to address the needs of
‘non-cancer’ patients:

About 20 % of the patients are non-cancer patients, There has also been an in-
creased focus on dementia.

Perceived barriers to the development of hospice and palliative care:
Finance and structures for palliative care in the Austrian Health and social care
system; awareness of palliative care; education in palliative care.

Perceived opportunities for the development of hospice and palliative care:
Structured development through the established National Health Plan; im-
proved education in medical universities and other teaching institutions, Mas-
ter Courses in palliative care; increased awareness of the need for palliative
care in nursing homes, a master plan for children’s hospice and palliative care
with quality standards.

Other issues relevant to the development of hospice and palliative care:
There is no information available at this time.

{ ] [ ]
Vitality
THE VITALITY OF PALLIATIVE CARE

National Associations of Palliative Care:

« There are two national palliative care associations in Austria that are both equal
partners in the development of the discipline:

- Hospice Austria (Hospiz Osterreich - Dachverband von Palliativ- und Hospizein-
richtungen) was formed in 1993; it is representative of the whole country and has
a website (www.hospiz.at).

- Another national association, the Austrian Palliative Care Association (Osterre-
ichische Palliativ Gesellschaft), was formed in 1998; it is also representative of the
whole country and has a website (www.palliativ.at).

Directory or catalogue of palliative care services:

There is a printed version that provides contact data of hospice and palliative care
institutions in Austria by Hospice Austria: Hospiz- und Palliativfiihrer Osterreich
(First edition 2002/latest edition 2008). At the website, there is an annually up-
dated directory organised by federal states (www.hospiz.at).

Congresses, scientific meetings or scientific journals in palliative care:

« The Austrian Palliative Care Association has a congress every two years attended
by approximately 200 people;

- The symposium IFF ORK is held every two years and is attended by approximately
300 people;

« There is an annual World Hospice and Palliative Care Conference hosted by Hos-
pice Austria which is attended by approximately 100 people;

- There are many meetings at the local and regional level throughout Austria;

- Professor Andreas Heller (IFF Wien) is the editor of the journal Praxis Palliative
Care (published in collaboration with Germany and Switzerland). The German
publication Palliativ Medizin contains two pages on palliative care development
in Austria (four times per year).

Recommendations for the quality

for all services of graded hospice

and palliative care have been developed
which cover quality of structure and quality
of processes. A manual for all services

with the key processes has been published

Palliative care research capacity:

« There are a number of university professors working in palliative care: Dr. Her-
bert Watzke (Division of Palliative Care, Medical University of Vienna); Dr. Hell-
mut Samonigg (Palliative care unit, Medical University of Graz); Dr. Andreas
Heller (IFF - Abteilung Palliative Care und Organisationsethik); Dr. Katharina
Heimerl (IFF - Abteilung Palliative Care und Organisationsethik); (PMU Para-
celsus private medical university, Paracelsus Medizinische Privatuniversitaet
runs a programme for Master of Palliative Care , where all participants write a
Master Thesis, MSc.).

- There are also a number of other researchers in palliative care: Assistant
Professor Dr. Elisabeth Reitinger; Professor Dr. Sabine Pleschberger; Assis-
tant Professor Dr. Thomas Krobath; Assistant Professor Dr. Doris Lindner;
Dr. Erich Lehner; Dr. Jirgen Osterbrink; Patrick Schuchter; Mag.a Elisabeth
Wappelshammer; Mag. Klaus Wegleitner; Mag.a Claudia Wenzel, Dr. Dietmar
Weixler, MSc.

Palliative care collaboration:

« The board of Hospice Austria has members from all nine federal hospice and
palliative care institutions in Austria; a lot of networking and coordination is
therefore possible. Different institutions cooperate with each other and learn
from each other, e.g. Volunteer Hospice teams and Home Palliative Care Support
teams, palliative care units, inpatient hospices, day hospices.

« There is collaboration on the Master programme in palliative care between Hos-
pice Austria, Paracelsus Private Medical University in Salzburg and the Confer-
ence Centre St. Virgil. Different providers of palliative care courses in Germany
are also linked to the Master programme (their graduates can study in Austria;
German palliative care professors are teachers on the programme);

« Hospice Austria cooperates with different national organisations: for example,
Help the Hospices.

« Universities (PMU and IFF) cooperate with universities abroad: for example Uni-
versity of Freiburg in Germany, Justig, Liebig University Giessen (Germany), Lan-
caster University (UK) and also in the management of the “European Task Force
for Palliative Care in Long Term Care Homes”.

- There is collaboration on research workshops: for example, New Hous-
ing Models for people with Dementia towards the End-of-life. International
Workshop funded by the European Science Foundation, Vienna (December
1st - December 3rd 2011). The Workshop brought together European research
expertise on new housing models for people with dementia and end-of-life
care for older people.

« World Hospice and Palliative Care Day events are hosted by Hospice Austria and
the hospice and palliative care organizations in the federal states and vary from
year to year.

- Palliative care pioneers include: Hospice Austria, the Austrian Palliative Care
Association, Caritas and Caritas Socialis. In all federal states of Austria, the
first hospice and palliative care services were initiated in the late 1980s and
throughout the 1990s; 1987 saw the founding of IGSL by Dr. Erich Aigner; a
major step in development was the founding of Hospice Austria in 1993 by
Sr. Mag. Hildegard Teuschl CS; in 1998 the Austrian Palliative Care Asso-
ciation was founded by Dr. Michaela Werni-Kourik and Dr. Franz Zdrahal;
Caritas and Caritas Socialis provided the first hospice and palliative care
services in Vienna.

Worldwide palliative care alliance level of development:

4B (Countries where hospice-palliative care services are at a stage of advanced
integration into mainstream service provision).
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Education

DEVELOPMENTS IN PALLIATIVE CARE EDUCATION AND TRAINING
SINCE 2006

General developments in palliative care education and training initiatives:

« Allmedical universities in Austria have palliative care as a mandatory part of their
curricula;

« The position of full professor of palliative care has been established at the largest
medical university in Austria (Medical University of Vienna);

+ Amulti-professional Masters course in Palliative Care has been established at the
Paracelsus Private Medical University of Salzburg and IFF in Vienna.

Specific developments in under-graduate palliative care education initiatives:

+ Medicine: All medical universities in Austria have palliative care as a manda-
tory part of their curricula; the position of a full professor of palliative care has
been established at the largest medical university in Austria (Medical Univer-
sity of Vienna);

+ Nursing: The basic training of nurses comprises of palliative care

« Social work: n/a

« Other professions: n/a

Specific developments in post-graduate palliative care education initiatives:

« Medicine: A multi-professional Masters course in palliative care has been estab-
lished at the Paracelsus Private Medical University at Salzburg; post-graduate
courses in palliative medicine are offered yearly by the Austrian Palliative Care
Association;

« Nursing: A multi-professional Masters course in palliative care has been estab-
lished at the Paracelsus Private Medical University at Salzburg;

« Social work: A multi-professional Masters course in palliative care has been es-
tablished at the Paracelsus Private Medical University at Salzburg;

« Other professions: A multi-professional Masters course in palliative care has
been established at the Paracelsus Private Medical University of Salzburg.
IFF offers a multi-professional Master’s Program and PhD - Program in Pallia-
tive Care.

Translation of palliative care documents or other materials:

Some of the documents used for “Hospice and Palliative Care in Austrian Nursing
Homes™ have been translated into English and Hungarian. There has been no other
translation of palliative care documents or other materials.

Initiatives to develop healthcare professional leadership in palliative care:
At the Master Program at Paracelsus Medical Private University (organised in
co-operation with Hospice Austria and St. Virgil), leadership in palliative care is
one of the major focuses.

Officially recognized medical certification:

« There is no official certification but a Master of Palliative Care (MSc.) is provid-
ed by Universitatslehrgang Palliative Care with three co-partners: Paracelsus
private Medical University, Hospice Austria and St. Virgil Conference Centre; it
is a three-level Masters programme with 92.5 ECTS. This form of accreditation
was officially recognized in 2006. There are approximately 80 people with the
academic title Akademische Palliativexperte and 40 people that have graduated
with the MSc (Palliative Care). Another Master of Palliative Care is provided by IFF.
At Level One for both Master programmes is a multi-professional basic palliative
care course of 160 hours duration offered by 11 institutions throughout Austria.
Almost 3,000 people have received qualifications from these courses. At Level
Two of the Universitatslehrgang Palliative Care there are four different courses
for “special palliative care” of 160 hours duration each: there have been 87 grad-
uates (medicine), 111 graduates (nursing), 51 graduates (psychosocial) and 130
graduates (paediatrics). At Level Three it is possible to graduate either with an
academic title: academic palliative care expert (60 graduates) or MSc (Palliative
Care) (80 graduates). Currently, there are approximately 50 people studying at
this level. On both Master programmes there are many lecturers who teach pal-
liative care; on Level One there are approximately 100 and on Levels Two and
Three there are approximately 80.

- The “Diploma in Palliative Medicine” was established by the General Medical
Council of Austria in 2007. The diploma course comprises of 68 hours of lectures
and interactive sessions and teaches basic knowledge in Palliative Medicine.

« There is accreditation in process as there are ongoing negotiations to establish
a specialisation in Palliative Medicine between the Austrian Palliative Care As-
sociation, the Federal Ministry of Health and the General Medical Council. The
“Diploma in Special Palliative Medicine™ is a prior step to the development and
implementation of a skill-based accreditation process in Palliative Medicine.

Capacity of palliative care workforce training in Universities and Medical

Schools:

« Austria has four medical schools: in three of those schools palliative medicine is
amandatory component; in one school it is optional.

« There is one full professor of palliative care; one full professor of palliative care
(non-medical); one assistant professor of palliative care (non-medical); and ap-
proximately three “other professors” of palliative care (non-medical).

All medical universities in Austria have palliative care as a mandatory part of their curricula.
The position of a full professor in palliative care has been established at the largest medical university

in Austria (Medical University of Vienna).
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[ ] [ ]
Opioids
DEVELOPMENTS IN PAIN AND SYMPTOM MANAGEMENT SINCE 2006

Developments/opportunities/barriers relating to the availability of es-
sential medications:
The availability of essential medications is not a problem in Austria.

Developments/opportunities/barriers relating to the accessibility of es-
sential medications:
The accessibility of essential medications is not a problem in Austria.

Developments/opportunities/barriers relating to the affordability of es-
sential medications:
The affordability of essential medications is not a problem in Austria.

Initiatives to change regulations that may restrict physician or patient
access to pain relief:
There is no information available at this time.

Initiatives to promote attitudinal change in relation to ‘opiophobia’:
There is no information available at this time.

Initiatives that examine access to opioid medication for economically
disadvantaged persons:
There is no information available at this time.

Initiatives that consider access to essential medication as a legal and
human right:
There is no information available at this time.

[ ]
Policy
DEVELOPMENT OF PALLIATIVE CARE POLICY SINCE 2006

Most important legal or policy changes affecting the development of hos-
pice and palliative care:

The plan of graded hospice and palliative care has been integrated into the
National Health Care Plan of Austria; this will speed up its implementation
which is currently at a level of 50%. Furthermore, by the end of 2012 hospice
care (Inpatient Hospices, Day Hospices, Volunteer Hospice teams and Hos-
pice care in Nursing homes) was integrated within suggestions about how
to reorganize the field of care and the funding provided by the Ministry of
Social Affairs.

The impact of these policy changes and ways in which they have been
important:

The government will have to take responsibility for the costs of institutional pallia-
tive care (wards, hospices, day care centres) and ambulatory palliative care (mo-
bile palliative and volunteer hospice teams) in the future.

Development of a national palliative care consensus:

There is a National Development Plan for Palliative Care; there are National stan-
dards of Palliative Care that structure all elements of this plan; there is a National
manual for the key-processes of hospice and palliative care.

Significant meetings with stakeholders and policy makers to develop pal-
liative care strategies:

There was a meeting in the House of Parliament (organized by Hospice Austria)
involving members of all organizations responsible for health care in 2012 (another
is due in spring 2013).

Development of an advocacy framework for integrating palliative care into
the health care system:
There is no information available at this time.

Strategies to improve political awareness and government recognition of
palliative care:

Hospice Austria is continuously working with Ministries and other relevant institu-
tions in order to speed up implementation of the national hospice and palliative
care plan. The next step will be a meeting and conference about hospice and pal-
liative care in the House of Parliament in Spring 2013.

A multi-professional Masters course for palliative care has been established at the Medical
University of Salzburg in co-operation with Hospice Austria and St. Virgil. IFF in Vienna organises
a multi-professional Master’s course for palliative care and has implemented a PhD Program

for palliative care also.
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Palliative care funding initiatives by government, private/voluntary organ-
isations, NGOs, donors:
There is no information available at this time.

Involvement with the European Union in relation to hospice and palliative
care initiatives:

Hospice Austria is a partner in two EC-Projects concerning Hospice and Palliative
Care in nursing homes.

Development of initiatives framing palliative care as a ‘human right’:
This topic has been raised in several press conferences at scientific and other
meetings.

General legislation relating to palliative care:

Austria has had a law relating to “Living Wills™ since 2006 (Patientenverfligungs-
gesetz) and a Law relating to “family hospice leave” (Familienhospizkarenz) which
enables relatives to care for palliative care patients or seriously-ill children for up
to six months.

Published national documents relating to palliative care standards and

norms:

« There is a printed version (Abgestufte Hospiz- und Palliativversorgung) (Graded
Hospice and Palliative Care Plan) edited by the Austrian Federal Health Institute
that includes criteria for structure and quality. It was first published in 2006, re-
vised in 2012 and will be published again in 2013 (also available as a PDF at www.
hospiz.at);

+ Many different documents relating to palliative care standards have been pro-
duced by Hospice Austria since 2000, e.g. for volunteers, nursing homes, social
workers, nurses, etc. (available as PDFs at www.hospiz.at);

+ A new manual for quality of processes in hospice and palliative care was pub-
lished in 2012 by the Austrian Ministry of Health, edited by the Federal Health
Institute, Hospice Austria and the Austrian Palliative Care Association (available
as a PDF at www.bmg.gv.at).

National Plan or Strategy of Palliative Care:

There is a National Plan of Palliative Care: Abgestufte Hospiz und Palliativver-
sorgung (2004) (Graded hospice and palliative care plan). All federal states also
have their own hospice and palliative care plans.

National Cancer Control Strategy:
The document is currently being processed and will be published in 2012 (it in-
cludes the provision of palliative care).

National HIV/AIDS Strategy:
There is no National HIV/AIDS Strategy.

National Primary Health Care Strategy:

There is a federal plan for the development of palliative care services in Austria
which has been in place since 2004. About half of the services mentioned in the
plan have been implemented since that date. The plan was introduced into the
official framework of mandatory health care services in Austria in 2010; this will
speed up the implementation of palliative care in the various regions of Austria
where services do not currently exist.
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Designated policy maker for the delivery of palliative care services:
The need to develop hospice and palliative care services is mentioned in the gov-
ernment program. There is also a document entitled “15 a Vereinbarung” which
regulates cooperation between national and federal states. This document states
that hospice and palliative care should be implemented with high priority.

Department of Health specific responsibility for the delivery of palliative

care services:

« There is no person in the government who has specific responsibility for the
delivery of palliative care services. A problem is that there has been a lack of
clarification about whether hospice and palliative care is part of the health care
system or part of the social care system; as it belongs to both systems it is dif-
ficult to finance the services (especially inpatient hospices). Palliative care units
are defined as a part of the health care system and their financing is secured.
There is uncertainty about how the suggested implication of hospice care in the
Pflegefonds (funding of care) is put into practice.

« The provision of health services (including palliative care services) in Austria is
primarily the responsibility of the nine federal states and therefore varies from
state to state. Styria is the only federal state that has public funding for all six
types of hospice and palliative care services.

Systems of auditing, evaluation or quality assurance that monitor the stan-

dard of palliative care:

+ Hospice Austria conducts an annual data survey covering all hospice and pallia-
tive care institutions in Austria;

« The criteria for structure and quality in palliative care services are vital for gaining
access to public funding;

+ Amanual to ensure the quality of processes within hospice and palliative care in-
stitutions was published in 2012; it was developed by Gesundheit Osterreich/OBIG
(Austrian Federal Health Institute), Hospice Austria and the Austrian Association
of Palliative Care (with support of hospice and palliative care institutions). All ser-
vices were invited to take part in this process which took five years to complete.

Opioid legislation/Pain guidelines:

+ Any physician is allowed to sign opioid prescriptions; prescriptions are specifi-
cally labelled and copies need to be made and stored. Opioids are available in all
pharmacies and hospitals and can be obtained without a special visa.

« There are printed guidelines on pain management.

Funding of palliative care services:

« There is no payment for palliative care consultations;

« There may be a partial payment for hospitalization (10 Euros per day);
- There may be a partial payment for some medications.

Austria has had a law relating to “Living
Wills™ since 2006 (Patientenverfiigungsgesetz)
and a Law relating to “family hospice leave”
(Familienhospizkarenz) which enables
relatives to care for palliative care patients

or seriously-ill children for up to six months
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Socio-cultural

CHANGE IN SOCIO-CULTURAL, ETHICAL, MORAL ATTITUDES SINCE 2006

Change in public awareness or perception of hospice and palliative care:
Public awareness or perception of hospice and palliative care has increased slightly.

Major public discussion, debate or controversy about hospice and palliative
care:
There is no information available at this time.

Initiatives that seek to broaden awareness and understanding of hospice
and palliative care:
There is no information available at this time.

Hospice or palliative care ‘success’ stories:
There is no information available at this time.

Initiatives seeking the legalisation of euthanasia or assisted dying:
The issue of euthanasia or assisted dying is increasingly discussed in the media
(TV, press and cinema) and social forums.

Future

THE FUTURE OF PALLIATIVE CARE DEVELOPMENT

The future of hospice and palliative care development:

Austria has made good progress along a structured line of development. New
patient groups like children and elderly people (especially those suffering from
dementia) are well provided for.

Most significant issues facing hospice and palliative care in the next three years:
Pressure from the EC to legalize physician-assisted suicide; this topic needs to be
carefully addressed in public and politicians have to be urged not to change the
current law in Austria.

Implications for palliative care relating to the current economic crisis:
Development of the national plan may slow down; great efforts are needed to in-
crease awareness about palliative care issues.

Austria has made good progress

along a structured line of development.

New patient groups like children and elderly
people (especially those suffering

from dementia) are well provided for
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Azerbaijan

NATIONAL ASSOCIATION/KEY CONTACT

NGO “Hippokrates”

80, Azadlig str., app.10, Baku, Azerbaijan, AZ 1007

T/F 994 50 236 00 77

juliafandi@yahoo.com

Gulara Afandiyeva, FOUNDER OF THE NGO “HIPPOKRATES”

KEY CONTACT

Gulara Afandiyeva
Founder of the NGO “Hippokrates”

NGO “Hippokrates”

80, Azadlig str., app.10, Baku, Azerbaijan, AZ 1007
T/F 99450 236 00 77

juliafandi@yahoo.com

1 Information collected by the EAPC Task Force predominantly from the Eurobarometer Survey (2012) and the Facts Questionnaire (2012); other sources include data collected for the First Edition of
the EAPC Atlas of Palliative Care in Europe (2007) and personal communication. The information was peer reviewed in 2012.

52— Atlas of Palliative Care in Europe 2013 « Full Edition



COUNTRY REPORTS | AZERBAIJAN

GE

TOTAL SERVICES
PER MILLION
INHABITANTS TR

->"5

| B

s
4-8
2-4
<2

- No services

RU

Kz SOCIO-ECONOMIC DATA

Population 9421233
2012

Density 108.8
2012

Surface 86600

Gross Domestic 8890
Product per capita
20m

Physicians 3.782
per 1000 inhab.

Health expenditure 579
per capita, PPP, 2010

Health expenditure, 5.9
total (% of Gross),
2010

Human Development  0.734
Index 2012

Human Development 82
Index Ranking Position
2012

Palliative Care Services

ADULT SERVICES (BEDS)

Volunteer hospice team

(e}

Hospital palliative care support team

Home palliative care support team

Mixed palliative care support team

Palliative care units in tertiary hospitals

Palliative care units in non-tertiary hospitals

Inpatient hospice

Day hospice/day care centre
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COMMENT/SOURCES ABOUT PALLIATIVE CARE SERVICE

Primary sources of information of the data listed above:
Gulara Afandiyeva.

Additional comments:

- It isimpossible to count the actual number of services because there are no sta-
tistics relating to them.

« There are two day hospices: the AIDS Center which commenced in 2006; and the
Sumaayit Cancer Clinic which opened in 2012.

Palliative care services for children:
There is no information available at this time.
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Development

HOSPICE AND PALLIATIVE CARE MILESTONES PRIOR TO 2006

Azerbaijan did not provide any information for the EAPC Atlas of Palliative Care in
Europe (2007).

DEVELOPMENTS IN HOSPICE AND PALLIATIVE CARE SINCE 2006

Most significant changes in hospice and palliative care:

« A palliative care needs assessment for the republic of Azerbaijan was under-
taken in May 2007, supported by the International Palliative Care Initiative,
Public Health Program, Open Society Institute (OSI);

+ In 2008, a National Palliative Care Task Force was established represented by
experts from different organizations and international consultants to formu-
late a set of policy documents for palliative care development and implemen-
tation in Azerbaijan;

+ In2009, one chapter (Palliative care and Human rights) of the Resource Guide
“Health and Human rights” was translated from English to Azeri. This Re-
source Guide was edited and compiled by Jonathan Cohen, Project Director
of the Open Society Institute (OSI) Law and Health Initiative, Tamar Ezer, Pro-
gram Officer in the Law and Health Initiative, Paul McAdams, Senior Education
Specialist at Equitas - International Centre for Human Rights Education - and
Minda Miloff, consultant to Equitas;

+In 2009, the textbook “Methodological Guidelines on the Organization
of Palliative Care in Azerbaijan” was prepared by the Working Group on
Palliative Care and PhD expert Gulara Afandiyeva; the book was recom-
mended to be used as a basic source for educating the civil sector about
palliative care;

+ In 2010, the concept of palliative care was included into the “Law of Azerbai-
jan Republic on Social Services” and also the “AIDS Law”;

+ In 2010, palliative care became a part of the pre- and post-diploma curricula
of physicians, social workers and psychologists at Azerbaijan Medical Univer-
sity, Azerbaijan State Advanced Training Institute for Doctors and Baku State
University;

« A number of pilot projects were initiated in Azerbaijan in 2010 by OSI: two
projects at the state hospitals (Sumagayit Inter-regional Cancer Clinic and
AIDS Center of Ministry of Health of Azerbaijan Republic) and six pilot proj-
ects implemented by NGOs (in Sumqayit and Baku cities and Lenkoran, and
Hacigabul regions). A number of projects implemented by civil sector repre-
sentatives are planned in the “frameworks of social order” from the Ministry
of Health by the Global Fund project.

« In 20711, the “Methodological Guidelines on the Organization of Palliative Care
in Azerbaijan” was published.

Overall progress in hospice and palliative care:
Hospice and palliative care has improved.

Development of hospice and palliative care in different health and social

care settings:

« Hospitals: There are two day hospices: the AIDS Center which commenced in
2006; and the Sumgayit Cancer Clinic which opened in 2012.

« Nursing homes: No improvement.

« Residential homes for the elderly: No improvement.

« Other community settings: No improvement.

Expansion from a focus on cancer patients to address the needs of
‘non-cancer’ patients:

A few non-governmental organizations run projects that address the social and
emotional problems of people with a terminal illness. The Jewish Organization
“HAVVA", in conjunction with the Azerbaijan Psychologist Association (APA) pro-
vides training courses for oncologists relating to the psychological problems of
terminally-ill patients and how to communicate with them. The psychologists help
people diagnosed with Stage IV cancer deal with the issue of death and provide
emotional support to the patient and their relatives. Palliative care projects, sup-
ported by the Ministry of Health of Azerbaijan Republic within the framework of the
Global Fund Project and in conjunction with OSI, are fully committed to HIV/AIDS
patients; one project assists TB patients infected with HIV in a TB hospital in the
Buzovna district. The State Council support NGOs by financing activities related to
palliative care services for cancer patients.

Perceived barriers to the development of hospice and palliative care:

« Low level of support from the Government. There is an absence of a model of
social order and subsequently an absence of developed forms of cooperation
between the State and the non-governmental sector;

- Palliative care is not built into the structure of the social services system and is
not integrated into the health care system either;

- Lack of media information;

+ A poor attitude on behalf of government officials and the general population to-
wards palliative care as a human rights issue.

Perceived opportunities for the development of hospice and palliative care:

- Legislation: the organization of hospice care as a special field of the healthcare
system should be approved by decision makers at the governmental level;

- Existing State and NGO sector pilot projects: there is strong support from the
international palliative care organizations for the development of palliative
care in Azerbaijan. This should include the organization of special training and
study tours for relevant healthcare professionals;

- Development of special media programs on palliative care.

Other issues relevant to the development of hospice and palliative care:
There is no information available at this time.

(] (]
Vitality
THE VITALITY OF PALLIATIVE CARE

National Associations of Palliative Care:
There is no information available at this time.

Directory or catalogue of palliative care services:
There is no information available at this time.

Congresses, scientific meetings or scientific journals in palliative care:

« The congress “Palliative Care Needs Assessment for the Republic of Azerbaijan”
was held in May, 2007.

+ Aworkshop-presentation “Methodological Guidelines on the Organization of Pal-
liative Care in Azerbaijan” was held in 2011; approximately 40-50 people attend-
ed the workshop which is due to be held every four years.

There is palliative care provision at two day hospices in State hospitals and a number of projects
implemented by non-governmental organizations committed to HIV/AIDS patients. There is strong
support from international palliative care organizations for the development of palliative care
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Palliative care research capacity:
There is one researcher: Gulara Afandiyeva.

Palliative care collaboration:

+ Sumqayit Interregional Cancer Clinic and AIDS Center of Ministry of Health of
Azerbaijan Republic have been implemented within the framework of the Minis-
try of Health in collaboration with the Global Fund project.

- Pioneers in palliative care include: Open Society Institute; the Global Fund; and
NGO “Hippokrates”.

« World Hospice and Palliative Care initiatives are promoted in collaboration
with OSlI.

Worldwide palliative care alliance level of development:
3A (Isolated palliative care provision).

Education

DEVELOPMENTS IN PALLIATIVE CARE EDUCATION AND TRAINING
SINCE 2006

General developments in palliative care education and training initiatives:
In 2009, the textbook “Methodological Guidelines on the Organization of Palli-
ative Care in Azerbaijan” was prepared by the Working Group on Palliative Care
and PhD expert Gulara Afandiyeva; the book was recommended to be used as a
basic source for educating the civil sector about palliative care.

Specific developments in under-graduate palliative care education initiatives:

- Medicine: No development.

« Nursing: No development.

- Social work: A number of pilot projects were initiated in Azerbaijan in 2010 by
OSI: two projects at the State hospitals (Sumqayit Inter-regional Cancer Clinic
and AIDS Center of Ministry of Health of Azerbaijan Republic) and six pilot
projects implemented by NGOs (in Sumqayit and Baku cities and Lenkoran,
and Hacigabul regions). In the framework of the above mentioned projects,
palliative care training for social workers was implemented. The main trainer
was Gulara Afandiyeva who paid special attention to providing palliative care
for injecting drug users at the end of life.

- Other professions: No development.

Specific developments in post-graduate palliative care education initiatives:

« Medicine: The subject of palliative care was included as a part of the Family Med-
icine program in the Azerbaijan State Medical Institute.

« Nursing: No development.

- Social work: No development.

« Other professions: No development.

Translation of palliative care documents or other materials:
There is no information available at this time.

Initiatives to develop healthcare professional leadership in palliative care:
There is no information available at this time.

Officially recognized medical certification:

There is no officially recognized medical certification. There is however a process
of accreditation as the subject of palliative care was included as a part of the Fam-
ily Medicine program in the Azerbaijan State Medical Institute.

Capacity of palliative care workforce training in Universities and Medical
Schools:

There is one medical university in Azerbaijan and palliative care is a mandatory
component of medical curricula; there are also seven medical colleges (Source:
National Survey).

(] [ ]
Opioids
DEVELOPMENTS IN PAIN AND SYMPTOM MANAGEMENT SINCE 2006

Developments/opportunities/barriers relating to the availability of es-
sential medications:

There are no special developments, opportunities or barriers relating to the availabil-
ity of essential medications.

Developments/opportunities/barriers relating to the accessibility of es-
sential medications:

There are no special developments, opportunities or barriers relating to the acces-
sibility of essential medications.

Developments/opportunities/barriers relating to the affordability of es-
sential medications:

There are no special developments, opportunities or barriers relating to the af-
fordability of essential medications.

Initiatives to change regulations that may restrict physician or patient
access to pain relief:
There is no information available at this time.

Initiatives to promote attitudinal change in relation to ‘opiophobia’:
There is no information available at this time.

Initiatives that examine access to opioid medication for economically
disadvantaged persons:
There is no information available at this time.

Initiatives that consider access to essential medication as a legal and
human right:
There is no information available at this time.

[ ]
Policy
DEVELOPMENT OF PALLIATIVE CARE POLICY SINCE 2006

Most important legal or policy changes affecting the development of hos-

pice and palliative care:

« A palliative care needs assessment for the republic of Azerbaijan was undertak-
en in May, 2007, supported by the International Palliative Care Initiative, Public
Health Program, Open Society Institute; it was presented at the Round Table
devoted to International Palliative Care Development involving multi-sectoral
representatives and the Ministry of Health;

« Palliative care was included in the action plan of the Global Fund project (2006-2011);

+ A Working Group was created within the Center of Public Health and the
Ministry of Health;

+ A Working Group developed a policy document and guidelines on palliative care; the
documents were presented at the Round Table devoted to International Palliative
Care Development involving multi-sectoral representatives and the Ministry of Health.

The impact of these policy changes and ways in which they have been

important:

- Legislation changes resulted from these activities; palliative care was included
in the “AIDS Law” and the “Law on Social Services” of Republic of Azerbaijan and
Cabinet Ministers signed government orders on the next steps in the develop-
ment of palliative care in the country.

« The provision of palliative care commenced at the State hospital for PLWHA in
cooperation with the community of PLWHA.
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Development of a national palliative care consensus:

The methodological coordinator of the Palliative Care Working Group (Gu-
lara Afandiyeva) developed Guidelines on Palliative Care and discussed them
with other Working Group members and international palliative care expert
Stephen Connor before they were published. This textbook was accepted
as the main source of learning material for the teaching of palliative care in
Azerbaijan.

Significant meetings with stakeholders and policy makers to develop pal-
liative care strategies:

There have been a number of significant meetings with stakeholders and pol-
icy makers to develop palliative care strategies; in 2008, 2010 and 2011 with
multi-sectoral representatives and Members of Parliament.

Development of an advocacy framework for integrating palliative care into
the health care system:

A strategy has been developed for integrating palliative care into the health care
system but integration has not yet been achieved; the project is a pilot one as
standards have not yet been fully approved as a part of the Azerbaijan national
healthcare system.

Strategies to improve political awareness and government recognition of

palliative care:

- There have been presentations on palliative care achievements since 2007 and a
palliative care needs assessment has been undertaken;

« A film was produced with the active participation of cancer patients and PLWHA
to demonstrate the need for palliative care. The film also demonstrated the will-
ingness of key stakeholders and policy makers to establish and develop palliative
care in Azerbaijan;

« Development of civil sector opportunities (policy document, guidelines, proj-
ects, etc.) and active cooperation with parliamentary committees.

Palliative care funding initiatives by government, private/voluntary or-

ganisations, NGOs, donors:

+ OSI International Palliative Care Program (Director, Mary Callaway) has been fi-
nancing the program to develop palliative care in Azerbaijan since 2007;

« Global Fund have provided funding since 2006 (two projects) up to the present
day (eight projects in total).

Involvement with the European Union in relation to hospice and palliative
care initiatives:
There is no information available at this time.

Development of initiatives framing palliative care as a ‘human right’:
Round Tables were devoted to the concept of palliative care as a human right;
articles, interviews and films on palliative care as a fundamental human right have
been produced.

General legislation relating to palliative care:
Palliative Care was included in the “AIDS Law” and “Law on Social Services” of Re-
public of Azerbaijan.

Published national documents relating to palliative care standards and
norms:

“Methodological Guidelines on the Organization of Palliative Care in Azerbaijan”
were published in November 2011.

National Plan or Strategy of Palliative Care:
There is no information available at this time.

National Cancer Control Strategy:
There is a National Cancer Control Strategy but it does not contain an explicit ref-
erence to palliative care provision.

National HIV/AIDS Strategy:

There is a National HIV/AIDS Strategy but it does not contain an explicit reference
to palliative care provision.
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National Primary Health Care Strategy:
There is a National Primary Health Care Strategy but it does not contain an explicit
reference to palliative care provision.

Designated policy maker for the delivery of palliative care services:
There is no information available at this time.

Department of Health specific responsibility for the delivery of palliative
care services:
There is no information available at this time.

Systems of auditing, evaluation or quality assurance that monitor the
standard of palliative care:
There is no information available at this time.

Opioid legislation/Pain guidelines:

Opioids are available in ICU units in inpatient facilities, and in pharmacy outpa-
tient facilities. Opioids (injectable) may only be prescribed by a doctor (only an
oncologist) in an outpatient facility and only for a maximum of two days. A general
practitioner is not allowed by Law to prescribe opioids for patients. In inpatient fa-
cilities, opioids are prescribed in single dosage. There are no oral opioids available
in Azerbaijan. There are no pain guidelines in Azerbaijan.

Funding of palliative care services:

« There is no payment for palliative care consultation.

« There is no payment for palliative care hospitalization.
« Full payment is required for palliative care medication.

Socio-cultural

CHANGE IN SOCIO-CULTURAL, ETHICAL, MORAL ATTITUDES SINCE 2006

Change in public awareness or perception of hospice and palliative care:
The project “Palliative care and Human rights” was implemented by the NGO
“Hippokrates” in 2009 and financed by the OSI-Soros Foundation and Interna-
tional Federation for Health and Human Rights (IFHHRO); within this frame-
work, a short film about palliative care was produced, translated and broadcast
on Azerbaijan television.

Major public discussion, debate or controversy about hospice and palliative
care:
There is no information available at this time.

Initiatives that seek to broaden awareness and understanding of hospice
and palliative care:
There is no information available at this time.

Hospice or palliative care ‘success’ stories:
There is no information available at this time.

Initiatives seeking the legalisation of euthanasia or assisted dying:
There is no information available at this time.

A palliative care needs assessment

for Azerbaijan was undertaken in 2007,

a National Palliative Care Task Force was
established in 2008, and the concept

of palliative care was included into the Law

of Azerbaijan Republic on Social Services in 2010
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Future

THE FUTURE OF PALLIATIVE CARE DEVELOPMENT

The future of hospice and palliative care development:

- The Law of the Azerbaijan Republic “On population health protection” ac-
knowledges the right for the “protection of physical and psychic health of
every man” and aims at creating conditions for “provision of medical care” to
the population of Azerbaijan. The law pays particular attention to the issues of
protecting “the rights and freedoms of any man and citizen” of the Azerbaijan
Republic and guaranteeing “rendering of medical and social aid for popula-
tion groups” (Chapter 1, Article 3).

- To this date, absence of State Policy and a National Program has significantly
hampered the development of palliative care in Azerbaijan: there has been a
lack of institutional and human resources for establishing palliative care insti-
tutions and service networks, a methodological base, standards and medical
protocols; there has also been a lack of training of medical and social workers
in providing palliative care.

- Palliative care is not recognized as a medical specialty and appropriate in-
ter-agency collaboration and interdisciplinary cooperation in the field of palli-
ative care is lacking. In combination with insufficient funding, incorrect public
health and social protection measures complicate the formation of effective
palliative care provision.

- The problem of accessibility of essential medications for effective pain relief
is still unsettled; the prescription of opioids for terminally-ill patients with
chronic pain in the necessary form and quantity faces various obstacles (es-
pecially for non-cancer patients). There are strict regulations relating to the
prescription of opioids for inpatients and for use at home. The limited access
to effective pain relief and essential medicines, low accessibility to palliative
care institutions and services, and the lack of adequately trained specialists
restricts the provision of adequate palliative care.

- There is a necessity for the State to support, control and adequately fund pal-
liative care and provide various levels of medical care to people with different
types of diseases throughout the territory of Azerbaijan. One of the most im-
portant aspects of the future development of palliative care in the country is
to draw the attention of the Government to the rendering of palliative care to
terminally-ill patients.

The development of palliative care in Azerbaijan should be an inseparable part
of national healthcare policy and be based on the following four main princi-
ples: availability; accessibility; acceptability: and quality.

- Availability of palliative care services implies availability of a sufficient number
of facilities, taking into account the level of development and economic state
of the country.

« Accessibility implies four parallel parameters: Non-discrimination - palliative
care facilities and services must be accessible to everyone, particularly to the
most vulnerable categories of population regardless of their race and ethnic-
ity, gender and age, education, social status and location; Physical accessibil-
ity - palliative care facilities and services must be located in places where all
members of the population can safely access them; Economic accessibility
- every resident of the country must be able to afford palliative care services;
Accessibility of information - accessibility includes the right of all people (pa-
tients, relatives and/or guardians) to request and receive correct and timely
information about the diagnosis and expected plan of palliative care activities
in accordance with all legal and ethical norms.

- Acceptability requires that palliative care services respect the cultural and
ethical needs of patients, including whether they belong to a certain minority,
people or community and in accordance with the requirements of gender and
life cycle.

« Quality requires that palliative care functions properly from the point of view
of science and medicine and corresponds to the highest standards of qual-
ity. The positive and negative lessons from the experience of other coun-
tries needs to be learnt; this information and new ideas from participants in
the palliative care sphere would create the background for development of
trans-national communications and new political strategies.

Most significant issues facing hospice and palliative care in the next

three years:

« To overcome the problem of accessibility to effective pain relief and the prescrip-
tion of opioid analgesics for use at home by patients with chronic pain.

« The system of public awareness about palliative care issues is also important.
Low level of awareness results in the passive participation of non-governmental
organizations in the implementation of palliative care.

Implications for palliative care relating to the current economic crisis:

« Improvement of the State Policy and National Program on Palliative Care;

« Development of the institutional and human resources for establishment s and
service networks, a methodological base, standards, medical protocols and
training of medical and social workers in providing palliative care.
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Belarus

NATIONAL ASSOCIATION/KEY CONTACT

Non-Governmental charity Organization
“Belarusian Children’s Hospice”,

The Belarusian Medical Academy

of Post-Graduate Education, The National
Resource Centre of Children’s Palliative Care
Benopycckui OeTCKuM XoCcnmc

Berezovaya Roscha str.100a, Borovlyany 223053, Minsk
Region, Belarus

T/F 37517 505 27 45 (47)/ 37517 548 48 40
anna_garchakova@yahoo.com

Anna Garchakova, DIRECTOR, LECTURER, MEMBER.

KEY CONTACT

Natallia N. Savva
Medical Director/Main Paediatric Palliative Care
Director, Ministry of Health

Belarusian Children’s Hospice
Benopycckuin e TCKuM xocnme
Ul. Berezoveya Roscha 100A pos.
Borovylany, Minsk Region, Belarus
T/F 37517 5052475 [ 37517 548840
n_savwa@yahoo.com

Olga V. Mychko
Head Doctor, Chief expert, Ministry of Health of
the Republic of Belarus on Palliative Care

State Hospital of Palliative Care “Hospice”

BonbHuua nanmaTrBHOro yxoaa < Xocnme>
UL. Berezoveya Roscha 100A pos.

Stahanovskaja str., 19, Minsk, Belarus, 220009

T/F +375172301105/+375 17 2302130
adulthospis@tut.by

1 Information collected by the EAPC Task Force predominantly from the Eurobarometer Survey (2012) and the Facts Questionnaire (2012); other sources include data collected for the First Edition of
the EAPC Atlas of Palliative Care in Europe (2007) and personal communication. The information was peer reviewed in 2012.
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LT

TOTAL SERVICES
PER MILLION
INHABITANTS

->16

-12—16

-8—12
4-8
2-4
<2

- No services

LV

® Minsk

BY

UA

SOCIO-ECONOMIC DATA

Population 0527498
2012

RU Density 45.9
2012
Surface 207598
Gross Domestic 13191
Product per capita
201
Physicians 5178
per 1000 inhab.
Health expenditure 786
per capita, PPP, 2010
Health expenditure, 5.6
total (% of Gross),
2010
Human Development  0.793
Index 2012
Human Development 50
Index Ranking Position
2012

Palliative Care Services

ADULT SERVICES (BEDS)

Volunteer hospice team 7-16 (n/a)
Hospital palliative care support team o
Home palliative care support team 5(n/a)
Mixed palliative care support team o
Palliative care units in tertiary hospitals 13 (224)
Palliative care units in non-tertiary hospitals [¢)
Inpatient hospice 2(58)
Day hospice/day care centre 3

COMMENT/SOURCES ABOUT PALLIATIVE CARE SERVICE

Primary sources of information of the data listed above:
Dr. N. Antonenkova, Dr. O. Mychko (adult); Dr. N. Sawva, Dr. A. Garchakova (children).

Additional comments:
There is no information available at this time.

Palliative care services for children:

There are seven paediatric volunteer hospice teams (three beds): there is one pae-
diatric inpatient hospice (three beds) and one paediatric day hospice; there are
seven paediatric home palliative care support teams.
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Development

HOSPICE AND PALLIATIVE CARE MILESTONES PRIOR TO 2006
1994 PCO “Belarusian children’s hospice” is established.

1998  The World Health Organization document “Cancer pain relief and
palliative care in children” is translated into Russian and distribut-
ed to hospitals and oncologic dispensaries.

2000 Gomelchildren’s hospice is established on the initiative of the Be-
larusian Children’s Hospice.

2002 Vitebsk children’s hospice is established on the initiative of the
Belarusian Children’s Hospice.

2003 Mogilev children’s hospice is established on the initiative of the
Belarusian Children’s Hospice.

2004 Pinsk children’s hospice is established on the initiative of the Be-
larusian Children’s Hospice.

2004 PCO “Belarusian children’s hospice” mark the publication of the
Council of Europe (2003) report on palliative care (Recommen-
dation 24 of the Committee of Ministers to member states on the
organisation of palliative care) by including the document in palli-
ative care lectures which take place at the hospice.

2005 Belarusian Children’s Hospice (with Hilfswerk Austria/TACIS sup-
port) starts a new programme to create the first mobile palliative
care service for adults in the Republic of Belarus.

EAPC Palliative Care Euro-Barometer 2005

DEVELOPMENTS IN HOSPICE AND PALLIATIVE CARE SINCE 2006

Most significant changes in hospice and palliative care:

+ 2006: The decree of Health Care Committee of Minsk City Executive Committee
of the 14.03.2006 Ne147 “About the organization of the state institution palliative
care hospital - Hospice™;

+2008: The act of the Ministry of Health of the Republic of Belarus of the 20.12.
2008 Ne225 «About the issues of organization of palliative care service for patients
with life-limiting oncologic disease, affirmance of the Instruction of organization
of activity of the Hospice...» The decree of Ministry of Health of the Republic of
Belarus of the 26.03.2008r Ne232 « About the affirmance of the primary medical
documentary forms in a hospice...»;

+2010: The decree of Ministry of Health of the Republic of Belarus of the
09.07.2010r Ne720 «About the affirmance of pattern board for medical and an-
other staff of a hospice...» The decree of Ministry of Health of the Republic of
Belarus of the 10.12.2010r Ne1318 « About the affirmance of the clinical protocol
Pharmacotherapy of chronic pain at patients with oncologic pathology» The de-
cree of Health care Committee of Minsk City Executive Committee of the Ne3g4
01.07.2070r. «About palliative care service to adults of the city Minsk »;

+ 2011: The decree of Health care Committee of Minsk City Executive Committee of
the Ne533 12.08.201r. «About opening a palliative care department “Hospice” on
the base of the hospital Ne 11 » The decree of Ministry of Health of the Republic of
Belarus of the 10.11.2011r Ne1092 «About the organization of palliative care service
to adults in the Republic of Belarus ».

+ 2012: The organisation of palliative care is discussed at a high level in the Ministry
of Health of the Republic of Belarus. On November 2gth 2012, the concept of pal-
liative care for adults in the Republic of Belarus was adopted.
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Overall progress in hospice and palliative care:
Hospice and palliative care has improved.

Development of hospice and palliative care in different health and social

care settings:

« Hospitals: a new inpatient hospice, day hospice and palliative care unit for adults
have been opened.

+ Nursing homes: There are more than 100 Nursing homes (2,485 beds) in Belarus.

+ Residential homes for the elderly: There are a lot of residential homes for the
elderly in Belarus.

+ Other community settings: No development.

Expansion from a focus on cancer patients to address the needs of

‘non-cancer’ patients:

+ In 2011 indications for ‘non-cancer’ adult patients were approved. ‘Non-can-
cer’ adult patients receive a variety of palliative care services in Belarus.

« The needs of ‘non-cancer’ patients have been addressed in paediatric pallia-
tive care.

Perceived barriers to the development of hospice and palliative care:
(i) Palliative care is not included in the Public Health Code (ii) The lack of palliative
care specialists (jii) A lack of availability of oral opioids (iv) A lack of information
about palliative care (v) Insufficiently integrated medical and social services.

Perceived opportunities for the development of hospice and palliative care:
(i) The commitment of the government to include palliative care in the Public Health
Code (i) The presence of non-governmental organizations which have experience
in palliative care (iii) The raising of awareness about palliative care amongst society.

Other issues relevant to the development of hospice and palliative care:

+ The government supports palliative care for adults;

- The territory for building a new hospice for adults in Minsk was donated by the
government in 2010.

« The territory for building a new hospice for children was donated by the government
in 20m. The project will work in conjunction with “Belarusian Children’s Hospice”.

(] (]
Vitality
THE VITALITY OF PALLIATIVE CARE

National Associations of Palliative Care:
There is no information available at this time.

Directory or catalogue of palliative care services:
There is a catalogue of palliative care services in Belarus, according to the decree
of Ministry of Health of the Republic of Belarus of the 10.11.2011 Ne1092.

Congresses, scientific meetings or scientific journals in palliative care:

« There are National and International Congresses on Palliative Care (adults and
children): twice per year (adults) attended by approximately 60-70 healthcare
professionals; and bi-annually (children) attended by approximately 150 health-
care professionals.

« There are more than 20 regional scientific meetings attended by approximately
800 healthcare professionals.

A new inpatient hospice, day hospice

and palliative care unit for adults have been
opened. Palliative care services for ‘non-cancer’
adult patients have been improved as have
paediatric palliative care services
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Palliative care research capacity:

There are palliative care researchers in Belarus: Dr. L. Zhilevich, Dr. O. Mychko
(adult), Dr. N. Antonenkova, Ministry of Health of the Republic of Belarus, State
Hospital of Palliative Care “Hospice”, N. N. Alexandrov National Cancer Cen-
ter of Belarus; Dr. N. Savva, Dr. A. Garchakova (children), Belarusian Children’s
Hospice, Belarusian Children’s Hospice.

Palliative care collaboration:

« There is collaboration in adult palliative care initiatives with the Red Cross (pilot
projects) and in paediatric palliative care initiatives (home care and psycho-so-
cial care) with the Ministry of Health and seven regional hospices.

- There are a number of twinning initiatives: NGO Holland Group SRK (adults);
Richmond House, London (children); Belarus is a member of the International
Children’s Palliative Care Network; a partner with the Fund for Development
of Children’s Palliative Care (Russia); a partner with the UK charity “Friends
of Belarusian Children’s Hospice’, and the UK charity “Chernobyl Children”:
healthcare professionals have received adult palliative care training in Hol-
land, and paediatric palliative care training in a number of Former Soviet
Union countries.

- Pioneers of palliative care in Belarus are Minsk Adult Hospice (governmental
organisation since 1994) and Belarusian Children’s Hospice (charitable or-
ganisation since 2005).

- Belarusian Children’s Hospice celebrated World Hospice and Palliative Care
Day in 2010.

Worldwide palliative care alliance level of development:
4A (Countries where hospice-palliative care services are at a stage of preliminary
integration into mainstream service provision).

Education

DEVELOPMENTS IN PALLIATIVE CARE EDUCATION AND TRAINING
SINCE 2006

General developments in palliative care education and training initiatives:
Palliative care training became available as a post-graduate course.

Specific developments in under-graduate palliative care education initiatives:

+ Medicine: palliative care is not a mandatory component in the general pro-
gram of the Belarusian Medical Universities; from 2012, palliative care is avail-
able as an elective course.

« Nursing: Palliative care is included in the general program of the Belarusian
Medical colleges-

- Social work: Palliative care training is available as a part of social projects

« Other professions: No development.

Specific developments in post-graduate palliative care education initiatives:
- Medicine: Palliative care training became available as a post-graduate course.

« Nursing: Palliative care training became available as a post-graduate course.

- Social work: Palliative care training is available as a part of social projects.

« Other professions: No development.

Translation of palliative care documents or other materials:

The WHO guidelines, the ACT recommendations, and a number of other
publications in the area of palliative care for children and adults have been
translated.

Initiatives to develop healthcare professional leadership in palliative care:
The National Resource Centre of Children’s Palliative Care Act (2011); the Asso-
ciation of Children’s Palliative Care within Eastern Europe is to be created soon.

Officially recognized medical certification:
There is no information available at this time..

Capacity of palliative care workforce training in Universities and Medical

Schools:

« Belarus has four medical Universities, an Academy of post-graduate education
and six Medical colleges (source: Ministry of Health);

« There are no palliative care professors of any kind in Universities and Medical
Schools.

(] [ ]
Opioids
DEVELOPMENTS IN PAIN AND SYMPTOM MANAGEMENT SINCE 2006

Developments/opportunities/barriers relating to the availability of es-

sential medications:

+ Morphine ampules and Tramadol are available; Duragesic and Hydromorphone loz-
enges are registered: oral morphine is not available and some other forms are not
registered (for example, codeine);

« There is fear on the part of some physicians to prescribe opioids;

« There is a lack of awareness about opioids amongst some physicians.

Developments/opportunities/barriers relating to the accessibility of es-
sential medications:

There is a difficulty with accessibility across rural locations but no accurate moni-
toring of this problem has been undertaken.

Developments/opportunities/barriers relating to the affordability of es-
sential medications:
All essential medications are free of charge for patients in Belarus.

Initiatives to change regulations that may restrict physician or patient

access to pain relief:

« The Ministry of Health of the Republic of Belarus has approved regulations relat-
ing to opioid access (and controls the process).

« Arange of training courses about opioids are provided for medical staffin hospitals.

Initiatives to promote attitudinal change in relation to ‘opiophobia’:
A range of training courses are held systematically to raise awareness of opioid
prescribing.

Initiatives that examine access to opioid medication for economically
disadvantaged persons:

All essential medications are free of charge for patients in Belarus, so there are no
problems in this area.

Initiatives that consider access to essential medication as a legal and
human right:

All essential medications are free of charge for patients in Belarus, so there are no
problems in this area.

The government has included palliative
care in the Public Health Code. In 2012,
the organisation of palliative care was
discussed at the Ministry of Health

and the concept of palliative care

for adults was adopted
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Policy
DEVELOPMENT OF PALLIATIVE CARE POLICY SINCE 2006

Most important legal or policy changes affecting the development of hos-

pice and palliative care:

+ 2006: The decree of Health Care Committee of Minsk City Executive Committee
of the 14.03.2006 Ne147 “About the organization of the state institution palliative
care hospital - Hospice™;

+2008: The act of the Ministry of Health of the Republic of Belarus of the 20.12.
2008 Ne225 «About the issues of organization of palliative care service for pa-
tients with life-limiting oncologic disease, affirmance of the Instruction of orga-
nization of activity of the Hospice...» The decree of Ministry of Health of the Re-
public of Belarus of the 26.03.2008r Ne232 « About the affirmance of the primary
medical documentary forms in a hospice...»;

+2010: The decree of Ministry of Health of the Republic of Belarus of the
09.07.2010r Ne720 «About the affirmance of pattern board for medical and an-
other staff of a hospice...» The decree of Ministry of Health of the Republic of
Belarus of the 10.12.2010r Ne1318 « About the affirmance of the clinical protocol
Pharmacotherapy of chronic pain at patients with oncologic pathology» The de-
cree of Health care Committee of Minsk City Executive Committee of the Ne3g4
01.07.2070r. «About palliative care service to adults of the city Minsk »;

+ 2011: The decree of Health care Committee of Minsk City Executive Committee
of the Ne533 12.08.2011r. «About opening a palliative care department “Hospice”
on the base of the hospital Ne 11 » The decree of Ministry of Health of the Repub-
lic of Belarus of the 10.11.2011r Ne1092 «About the organization of palliative care
service to adults in the Republic of Belarus ».

The impact of these policy changes and ways in which they have been
important:

In relation to palliative care for adults, a number of inpatient departments have
been opened, but the quality is at the same level; although there are a lot of palli-
ative care centres, their number does not depend on local demand. The quality of
paediatric palliative care has increased substantially, and a multiplicity of services
can now be observed.

Development of a national palliative care consensus:
A draft of a national palliative care consensus has been developed. There is
currently a public discussion of the draft.

Significant meetings with stakeholders and policy makers to develop pal-
liative care strategies:

Meetings at the Ministry of Health of the Republic of Belarus; the Republic Pal-
liative Care Meeting; the International Conference “Children’s Palliative Care in
Eastern Europe”.

Development of an advocacy framework for integrating palliative care into
the health care system:

Two videos have been developed and more than 40 journal articles have been
published.

Strategies to improve political awareness and government recognition of
palliative care:

A number of meetings and teleconferences have been held, and policy makers
have been invited to a number of palliative care events.

Palliative care funding initiatives by government, private/voluntary or-

ganisations, NGOs, donors:

+ 12% of palliative care for adults is funded by private and voluntary organizations.

- Five lung ventilators were purchased by the Belarusian Children’s Hospice, an
inpatient department was opened by Gomel hospital funded by Belarusian Adult
Hospice and the Belarusian government donated the territory for building a new
paediatric hospice.
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Involvement with the European Union in relation to hospice and palliative

care initiatives:

« Palliative care physicians have participated in European and World Congresses
and conferences; Global meeting in Vienna BHGI Fred Hutchinson Cancer Re-
searcher Centre.

- The Belarusian Children’s Hospice held their first international conference
in October 2011, with representatives from WHO, ACT, and Chernobyl Chil-
dren’s Project; the first Deputy Minister of the Public Health Service also
attended.

Development of initiatives framing palliative care as a ‘human right’:
There is no information available at this time.

General legislation relating to palliative care:
Palliative care amendments to the Public Health Code.

Published national documents relating to palliative care standards and
norms:

Regulation documents from Ministry of Health, Belarus; organisation of pallia-
tive care for adults in Belarus - no. 48 (2001), no. 1430 (2005), no. 147 (2006),
no. 225 and 1010 (2008), no. 720 (2010), no. 533 (2011), No. 1092 (2011). Also
Symptom Control in Children/Adults (2011). Online standards are available at
www.minzdrav.gov.by

National Plan or Strategy of Palliative Care:
There is a National Plan of Palliative Care in process and it is estimated that it will
be completed by 2012.

National Cancer Control Strategy:
There is a National Cancer Control Strategy: the Government Program of Oncology
(2010-2014) (includes provision of a mobile palliative care service).

National HIV/AIDS Strategy:
There is a National HIV/AIDS Strategy: the WHO/Government Aids Program (does
not contain palliative care provision).

National Primary Health Care Strategy:
There is a National Primary Health Care Strategy in Belarus.

Designated policy maker for the delivery of palliative care services:
There is no information available at this time.

Department of Health specific responsibility for the delivery of palliative
care services:

The Department of Health has specific responsibility for the delivery of pal-
liative care services: approving regulatory documents; supervision/provision
of palliative care services; ensuring levels of quality in government hospitals,
hospices, polyclinics, and all organisations with a medical licence for providing
care and treatment.

Systems of auditing, evaluation or quality assurance that monitor the
standard of palliative care:
Monitoring the standard of palliative care is discussed at conferences.

Opioid legislation/Pain guidelines:

National Chronic Cancer Pain Pharmacotherapy Protocol for Adults, 2nd edition,
10/12/2010. There are also pain guidelines in process: National Non-Cancer Pain
Pharmacotherapy Protocol for Adults (2012), National Symptom Control Protocol
for Children (2012).

Funding of palliative care services:

+ Government funding of palliative care services for adults in Belarus.

+ No payment is required for palliative care consultation, hospitalization, or
medication.
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Socio-cultural

CHANGE IN SOCIO-CULTURAL, ETHICAL, MORAL ATTITUDES SINCE 2006

Change in public awareness or perception of hospice and palliative care:
There have been some changes in public awareness and perception of hospice
and palliative care due to coverage in the mass media.

Major public discussion, debate or controversy about hospice and pal-
liative care:

There has been public discussion about hospice and palliative care on television;
the main themes have been oncology, quality of life and “telling the truth”.

Initiatives that seek to broaden awareness and understanding of hospice
and palliative care:

A number of articles to broaden awareness and understanding of hospice
and palliative care have been published in newspapers and posted on the
internet.

Hospice or palliative care ‘success’ stories:
None to date, but this will be a goal for the future.

Initiatives seeking the legalisation of euthanasia or assisted dying:
There are a lot of debates about this topic on television, but assisted dying is still
officially forbidden in Belarus.

Future

THE FUTURE OF PALLIATIVE CARE DEVELOPMENT

The future of hospice and palliative care development:

- Palliative care for adults will develop both short-term and long-term as-
sistance.

- To develop palliative care services (inpatient, day and home care) and inte-
grate them into the national healthcare system.

- The main aim is symptom management (quality pain relief) and integration
between social care agencies and public associations.

- With regard to children’s palliative care there are some optimistic pros-
pects. The project of building a new hospice for children will form a strong
partnership between the government and the State medical setting. This
partnership will result in an increase in the quality and extension of pallia-
tive care.

« There is a trend to increase the number of palliative care units for adults, but
there is no variety in the forms of service provided. There is an absence of
out-patient departments and a domiciliary service in adult palliative care and
there are still problems relating to a lack of opioids. The process of develop-
ing standards and frameworks for the provision of palliative care should take
place soon.

There has been much palliative care legislation
passed by the Belarusian government. There

has been increased awareness and recognition
about palliative care amongst non-governmental
organizations and also within Belarusian society

Most significant issues facing hospice and palliative care in the next three

years:

« The establishment of a National Palliative Care Centre in Belarus.

- Integration of palliative care in the public health system.

« To implement the concept of palliative care in Belarus.

« Approval and introduction of the National Palliative Care Standard (Symptom
Protocol).

« The new children’s hospice is to have eight wards and will function as a centre for
palliative care in Belarus. The role of the Belarusian Children’s Hospice is to assist the
government in conforming to European standards, to provide relevant information,
to help purchase necessary equipment, and to launch new palliative care projects.

Implications for palliative care relating to the current economic crisis:
The most serious problem facing the development of palliative care in Belarus
is not the current economic crisis, but rather a lack of experience. It is unrea-
sonable to build so many inpatient departments and more necessary to focus
on developing a variety of palliative care services and to consider the ways in
which they can become integrated into the system of all medical structures.
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Belgium

NATIONAL ASSOCIATION/KEY CONTACT

Federation Palliative Care - Flanders
Federatie Palliatieve Zorg Vlaanderen [FPZV]

Toekomststraat 36 1800 Vilvoorde Belgium
T/F (0) 25530 48
paul.vanden.berghe@palliatief.be

Paul Vanden Berghe, DIRECTOR

KEY CONTACT

Johan Menten

Palliative Care Coordinator of the University
Hospital Leuven and palliative care physician
of the Palliative Support Team and Palliative
Care Unit

Hospital Palliative Care Support Team and Palliative Care
Unit of the University hospital of Leuven

Palliatief Support Team [PST] UZ Leuven and Palliatieve
Zorg Eenheid UZ Leuven [PZE]

Radiation-Oncology Department and Palliative Care,
University Hospital Gasthuisberg, Herestraat 493000
Leuven, Belgium

Ul. Berezoveya Roscha 100A pos.

Stahanovskaja str., 19, Minsk, Belarus, 220009

T/F 00 32/16.76.00 (tel)/ 00 32/16 76 23 (fax)
johan.menten@uzleuven.be

Additional information provided by:
Gert Huysmans

1 Information collected by the EAPC Task Force predominantly from the Eurobarometer Survey (2012) and the Facts Questionnaire (2012); other sources include data collected for the First Edition of
the EAPC Atlas of Palliative Care in Europe (2007) and personal communication. The information was peer reviewed in 2012.
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TOTAL SERVICES
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SOCIO-ECONOMIC DATA

Population 10787788
2012
Density 353.4
2012
Surface 30528
Gross Domestic 33127
Product per capita
20m
Physicians 3.013
per 1000 inhab.

e Health expenditure 4025
per capita, PPP, 2010
Health expenditure, 10.7
total (% of Gross),
2010
Human Development  0.897
Index 2012
Human Development 17
Index Ranking Position
2012

Palliative Care Services

ADULT SERVICES (BEDS)

Volunteer hospice team o
Hospital palliative care support team 16
Home palliative care support team 28
Mixed palliative care support team o
Palliative care units in tertiary hospitals 49 (367)
Palliative care units in non-tertiary hospitals [¢)
Inpatient hospice 2(12)
Day hospice/day care centre 10

COMMENT/SOURCES ABOUT PALLIATIVE CARE SERVICE

Primary sources of information of the data listed above:

« Evaluation report on palliative care from the Federal Evaluation Commission Palli-
ative Care, May 2008. Available at: http://mailsystem.palliatief.be/accounts/15/at-
tachments/rapporten/fed_evaluatiecel_mai_2008_rapport_2008_nl.pdf

« Fédération Wallonne des Soins Palliatifs. La revue des soins palliatifs en Wallonie,
September 2008. Homepage at: http://www.SoinsPalliatifs.be

« Project palliative care, National institute for health and disability insurance (NIHDI),
July 2004. Available at: http://www.riziv.fgov.be/care/nl/palliativecare/pdf/rep-
port20040831.pdf

- Flemish federation of palliative care. Available at: www.palliatief.be

« Brussels palliative care federation. Available at: http://www.hospitals.be/fbsp/ and
http://www.palliabru.be/

- Data on inpatient hospices provided by physicians in both hospices; Bea Temmer-
man and Gert Biesmans

- www.palliatief.be

Additional comments:

- Volunteer Hospice teams do not exist in Belgium.

- According to legal regulations every hospital (except psychiatric, geriatric or re-
validation services) must have a hospital palliative care support team.

« Brussels capital region has three home palliative care support teams, Flanders
15, the Walloon Region nine and the German Speaking Community one.

« In Belgium there are 51 Palliative Care Units (PCU) (379 beds). Two of the 51 are
free standing units and fulfil the criteria of an inpatient hospice (49 PCU and two
inpatient hospices).

- Flanders has seven palliative day care centres, the Walloon Region one and Brus-
sels Capital Region has two.

Palliative care services for children:

There are seven paediatric mixed palliative care support teams that are based in sev-
en hospitals in Belgium (three French speaking and four Flemish speaking) that also
provide home care - they are hospital-based paediatric home palliative care teams.
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Development

HOSPICE AND PALLIATIVE CARE MILESTONES PRIOR TO 2006
1987  The first palliative home care team is established.

1991  The first palliative care unit is established (in Brussels hospital).
1991  The first palliative care support teams form in hospitals.

1995  Regional “Networks for Palliative Care™ are installed (by Law).
1998  The first palliative day care centre is opened.

2001 A palliative care support team is active in 72% of hospitals.

2001  Aspecialised nurse or support teamis active in 50% of nursing homes.

2002 Five palliative day care centres become active (involving a special-
ised nurse, physician, psychologist or social worker) on an exper-
imental basis.

2002 The Law on euthanasia is established.
2002 The Law on palliative care is established.

2002 The notion of ‘palliative sedation’ is developed (key person: Prof.
Dr. Bert Broeckaert, Katholieke Universiteit Leuven).

2004 The Federation Palliative Care Flanders marks the publication of
the Council of Europe (2003) report on palliative care (Recom-
mendation 24 of the Committee of Ministers to member states on
the organization of palliative care) by using the publication to ar-
gue for more governmental support for the further development
and financial support of palliative care (oral presentation by the
Chairperson of the Federation Palliative Care Flanders during the
Conference for Palliative Care, organized by the National Health
Insurance Organization on November 24th 2004).

EAPC Palliative Care Euro-Barometer 2005

DEVELOPMENTS IN HOSPICE AND PALLIATIVE CARE SINCE 2006

Most significant changes in hospice and palliative care:

+ Since 2006 a lot of work has been done (and continues to be done) on advance
care planning (ACP): among other things a media campaign has been set up,
brochures for the general population (“Also the last journey is something you
want to discuss together”) and for health care workers (“Giving the end of life
back to the people”) have been developed, and an informative website (www.
delaatstereis.be) has been constructed. This focus on ACP stimulates further the
work done to advance palliative care in the disease trajectory in order to avoid
the reduction of palliative care to terminal care. Another project that is initiated
in Flanders (the Dutch speaking part of our country) during the last years (and
still continues) is the construction of guidelines for palliative care (cf. www.
pallialine.be). Currently eight guidelines are published: Fatigue in the palliative
phase of cancer; Hypercalcaemia; Hiccups; Shortness of breath; Coughing; Fe-
ver; Nausea and vomiting; Sedation (authors: Bert Broeckaert [KULeuven] in
collaboration with M. Desmet, A. Mullie, D. Declerck, J. Gielen, P. Vanden Ber-
ghe and Steering committee Ethics of the Federation Palliative Care Flanders).
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Currentlytherevisedversionofthisguidelineis published (June2012;sameauthors).
To ease the use of the guideline the same authors summarized the essence in a
folder for physicians that will soon be made public. In addition, a leaflet was de-
veloped for the broader population (this can be downloaded from www.palliatief.
be, ‘Versvande pers’, ‘Folder voor de brede bevolking over PALLIATIEVE SEDATIE’);

« As executors of the law concerning palliative care (2002) a federal evaluation
commission of palliative care was set up. This commission is composed of
(among others) representatives of the three Federations of Palliative care in Bel-
gium. It evaluates needs in relation to palliative care at regular intervals and the
quality of the actions taken to meet these needs. The most recent report of this
commission dates from 2008. Currently the commission focuses on the defini-
tion of palliative care and how this can be operationalized. More concretely, this
operationalization examines frailty parameters, based on which three levels of
palliative care needs and patients are differentiated. Inspiration for this work is
the work done by Scott Murray and colleagues on the description of indicators
for palliative care, as evidenced by among others the SPICT (cf. http://www.pal-
liativecareguidelines.scot.nhs.uk/careplanning/spict.asp).

« In 2007, an adjustment of the financing of palliative care in hospitals was pub-
lished. The further development of palliative care units and teams in hospitals
was an important change to the provision of care in hospitals. Palliative patients
in residential and nursing homes are not required to pay the fees of their GPs
(under certain circumstances). The National Cancer Plan (March 2008) states
that the expansion of palliative care should be actively supported. Palliative care
services in residential and nursing homes, home care, palliative care in the hos-
pital and palliative day care need to be further extended. A budget was foreseen
for inter-university liaison teams for paediatric palliative care.

- Palliative care increasingly finds acceptance as a relevant research domain in the
universities; different Flemish universities are currently undertaking research in
the domain of palliative care. Important domains of expertise (which are elab-
orated in close collaboration with (or commissioned by) stakeholders, Flemish
Agency of Care and Health, and experienced palliative care workers are the con-
struction and testing of Flemish quality indicators for palliative care and the con-
struction and implementation of a pathway of palliative care in primary care. This
close collaboration between the clinic and research is an important achievement
that needs to be further consolidated.

« With regard to education, steps are being taken to further the professionalization
of and capacity building in palliative care. Examples are the development of a
postgraduate course of palliative care for physicians, postgraduate courses of
palliative care for nurses, and the development of competence profiles for nurs-
esin palliative care.

+ IN2009, the Belgian Health Care Knowledge Centre studied, in close collaboration
with the three federations of palliative care and university teams, the situation
of palliative patients in Belgium. The report ‘The organisation of palliative care
in Belgium’ can be downloaded on https://kce.fgov.be/nl/publication/report/
organisatie-van-palliatieve-zorg-in-belgi%C3%AB (in English).

Overall progress in hospice and palliative care:
Hospice and palliative care has improved.

Development of hospice and palliative care in different health and social

care settings:

- Hospitals: Every hospital (except psychiatric, geriatric or revalidation services)
must have a palliative support team (PST) with 24/7 on-call duty. In 2007 there
was an increase in the funding of hospital support teams (19/06/2007).

« Nursing homes: Fees for GPs were fully reimbursed by health care for palliative
patients in residential and nursing homes without a palliative statute under cer-
tain preconditions (16/02/2009); reimbursement for palliative care in nursing
homes was established (8/10/2009); palliative care nurses were introduced into
nursing homes (1/07/2008).

« Residential homes for the elderly: As for nursing homes.

« Other community settings; Reimbursement of physiotherapy for palliative care
patients at home was established (1/07/2006 and 7/06/2007); experimental
funding of day care centres commenced (8/12/2006). In 2009, a Law was passed
relating to the recognition and financing of palliative home care teams for chil-
dren (5/03/20009).
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Expansion from a focus on cancer patients to address the needs of
‘non-cancer’ patients:

The focus on needs of ‘non-cancer patients’ has intensified since 2006.
More concretely, some of the workgroups of the Federation of Palliative
Care focus specifically on this topic, as illustrated by among others the work
groups “Palliative Care for the Elderly” and “Palliative Care for Psychiatric
Patients”. Moreover, the broadening of palliative care to include non-cancer
patients is one of the topics addressed in the workgroup Palliative Support
Teams. The Pathway of Palliative Care in the Primary Care Setting explicitly
aims at ameliorating palliative care for all patients in the primary setting.
Lastly, the work done by the three Federations on the definition of pallia-
tive care patients explicitly uses frailty parameters that go beyond cancer
patients.

Perceived barriers to the development of hospice and palliative care:

- Financial strain in all settings. Cuts (or status quo) in finances threaten palliative
care workforce capacity in different care settings, during times where the care
needs of a growing population of elderly people puts pressure on health care
services;

- The fact that Belgium is a unique federal state with segregated political power
across three levels (the federal government, the three language communities
and the three regions) poses the risk that some decisions about funding or leg-
islation are situated on different political levels - and political levels may shift
responsibility to one another in times of elections;

« The global shortage of formal caregivers, especially in nursing and residential
homes.

Perceived opportunities for the development of hospice and palliative care:

- The intensified collaboration between research and practice/stakeholders;

- The aging population. This growth implies a heavy pressure on manpower
and financial means, but also implies an opportunity as it pressures poli-
ticians and society to consider topics such as advance care planning and
palliative care;

- The vision statement of the Federation Palliative Care “On palliative care and
euthanasia” about the relationship between euthanasia and palliative care
opens a debate about non-ideological best practice in the interest of the
patient.

Other issues relevant to the development of hospice and palliative care:

A vision text “On palliative care and euthanasia”, in which it is explained that
the Federation of Palliative Care Flanders does not consider palliative care and
euthanasia as mutually exclusive concepts (the Dutch version can be down-
loaded on www.palliatief.be, ‘Recente publicaties’, ‘Over palliatieve zorg en
euthanasie’).

{ ] [ ]
Vitality
THE VITALITY OF PALLIATIVE CARE

National Associations of Palliative Care:

Belgium has three regional associations of palliative care as opposed to one na-
tional association (a Flemish, a Walloon and a federation from Brussels Capital
Region); Walloon federation of palliative care (formed 1995) (http://www.palliab-
ru.be/Walloonregion:www.soinspalliatifs.be); Flemish federation of palliative care
(formed 1990); Pluralist federation from Brussels of palliative and continuing care
(formed1997) (www.palliatief.be Brussels).

Directory or catalogue of palliative care services:

Vademecum (2012) Palliative care in Belgium (edited by the Brussels palliative
care federation). There is an online directory: http://www.palliabru.be/neerlanda-
is/entreenl.htm

Congresses, scientific meetings or scientific journals in palliative care:

« Flanders has an annual scientific palliative care meeting: the Flemisch Congress
on Palliative Care (gth Congress, Fall, 2012). The Flemish congress has approxi-
mately 800 participants (physicians, nurses, social workers, chaplains, psychol-
ogists, volunteers);

- Annually there is a joint research forum from the Netherlands and Flanders on
palliative care;

- There is a palliative care journal: Nederlands-Vlaams Tijdschrift voor Palli-
atieve Zorg (Dutch-Flemish Journal of palliative care) that is published three
times per year (http://www.boomlemma.nl/gezondheidszorg/catalogus/ned-
erlands-vlaams-tijdschrift-voor-palliatieve-zorg#).

Palliative care research capacity:

« There is no structured national research programme but a number of universities
have developed their own research programmes. The End-of-Life Care Research
Group is part of the Faculty of Medicine and Pharmacy of the Free University of
Brussels (VUB) and works with the Universities of Ghent and Antwerp. In Leuven,
the School for Public Health Science and Centre for Hospital and Nursing Scienc-
es at the Catholic University conducts research into different aspects of palliative
care and the Centre of Biomedical Ethics and Law undertakes many research
projects into advanced care planning, palliative care, euthanasia and other is-
sues. The University of Antwerp has several palliative care research projects. In
the Walloon region the different university centres for general medicine (Centre
Universitaire de Médicine General - CUMG) undertake some research in palliative
and end of life care. http://www.endoflifecare.be/home.

- Researchers: Johan Menten, Bert Brouckaert, Bernadette Dierckx de Casterlé,
Bert Aertgeerts, Jan Delepeleire (Leuven); Peter Pype and Peter Demeulen-
aere (Antwerp).

Palliative care collaboration:

« European research projects: Europall - IMPACT- PRISMA.

- Pioneers include: Prof Christian Deckers, Chantal Couvreur, Lisette Cuestermans,
Dr. Josepha Debuysschere (Sister Leontine). In Belgium, the Briton Joan Jordan
who had witnessed the fatal illness of her Belgian husband founded an organi-
sation called ‘Continuing Care’ to promote palliative care in 1981. In 1985 the first
palliative care service became operational when ‘Continuing Care’ started a spe-
cialised home care service in Brussels (Chantal Couvreur) and in the Cliniques
Universitaires St Luc. Four beds in the cancer ward were allocated by Professor
Christian Deckers for the treatment of patients with terminal cancer, leading to the
building of an eight-bed palliative care unit (Unité de Soins Continues). Many indi-
vidual and voluntary initiatives and projects of home care teams, hospital-based
teams and palliative care units were established until 1991 when government
funding (the so-called Busquin Experiments from 1991 to 1998) commenced. The
programme included pivotal hospital-based mobile palliative care teams and
thus was an incentive for sustained development of palliative home care teams,
palliative support teams in hospitals and a geographical spread of residential
palliative care units. In 1992, Professor Decker organised the second EAPC con-
gress in Belgium (http://www.provant.be/binaries/ TOK%20NieuwWelzijn-Pali-
atieveN-VWEB_tg_tcm7-99678.pdf; “History of palliative care in Europe” in Birgit
Jaspers, Karen Van Beek, Johan Menten; “Assessing Organisations to Improve
Palliative Care in Europe” (2010) SH Ahmedzai, X Gomez-Batiste, Y Engels, J Has-
selaar, B Jaspers, W Leppert, J Menten, JM Mollard, K Vissers (Editors).

Worldwide palliative care alliance level of development:
4B (Countries where hospice-palliative care services are at a stage of advanced
integration into mainstream service provision).

Adjustment to the financing of palliative care

in hospitals was published; the development

of palliative care units in hospitals was an important
element. The professionalization of, and capacity
building in palliative care has been furthered
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Education

DEVELOPMENTS IN PALLIATIVE CARE EDUCATION AND TRAINING
SINCE 2006

General developments in palliative care education and training initiatives:
Training and education are developing with regard to palliative care both in the
under-graduate and post-graduate system; a competence profile for nurses in
palliative care is currently in development. In addition, work is done to develop
training and education based on guidelines already developed regarding symp-
tom management (see www.pallialine.be), as these reflect the most recent and
evidence-based knowledge on the management of symptoms. Some research
is planned and has been initiated with regard to effective training modes and
the quality of current training in palliative care (by Dr. Peter Pype, UGent).

Specific developments in under-graduate palliative care education initiatives:

+ Medicine: An important development is that the principles of pain and symp-
tom management at the end-of-life are being taught in the basic education of
physicians in most Flemish universities;

+ Nursing: An important development is that the principles of pain and symp-
tom management at the end-of-life are being taught in the basic education of
nurses in most Flemish colleges;

« Social work: No major developments;

« Other professions: No major developments.

Specific developments in post-graduate palliative care education initiatives:

+ Medicine: Since the academic year 2010-201M, a collaboration of three Flemish
universities has organized a one-year postgraduate course for physicians, facili-
tated by the Federation of Palliative Care Flanders.

« Nursing: Recently (for one or two academic years) postgraduate courses in palli-
ative care have been organised by the colleges of nursing and midwifery in Flan-
ders (in close collaboration with the Palliative Care Networks).

« Social work: Specialized (mostly short) training courses are organised by Fed-
eration Palliative Care Flanders, the networks, and other training organizations.

« Other professions: Specialized (mostly short) training courses are organised by
Federation Palliative Care Flanders, the networks, and other training organizations.

Translation of palliative care documents or other materials:
The Supportive and Palliative Care Indicator Tool was translated into Dutch
(and also recently into French).

Initiatives to develop healthcare professional leadership in palliative care:
There is no information available at this time.

Officially recognized medical certification:

There is no official certification but there are “other awards” in Belgium. In Flanders, the
Flemish universities and the Flemish Federation of Palliative Care provided basic post-
graduate training in palliative care for physicians (GPs and specialists) until 2008-2009.
In2010-201M, the Flemish universities and the Flemish Federation of Palliative Care com-
menced an advanced palliative care education course for physicians (three workshops
of 20 hrs duration). The French speaking Universities used to organise a postgraduate
course in palliative care training of one-year minimum which consisted of theoretical
lessons (minimum 80 hrs), bedside teaching of 140 hrs and an internship (the course
ceased in 2008). In 20m, the Catholic university of Louvain (UCL) in Brussels com-
menced an inter-university course (with the University of Lille in France) about palliative
care and quality of life for physicians and other paramedics (http://www.uclouvain.be/
index.html) - “Le projet RAMPE (Réseau d’Aide en médecine Palliative Extra-muros)”,
financed by pharmaceutical companies. In 1998 a “sensitization campaign” relating to
palliative care commenced for general practitioners (of 30 hrs duration).

Capacity of palliative care workforce training in Universities and Medical

Schools:

« There are seven medical schools in Belgium: four Flemish speaking universities and three
French speaking universities - all provide “some” mandatory palliative care teaching.

« It is estimated that there are six assistant professors and six “other category” of
professors working in Universities and Medical Schools in Belgium.
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Opioids
DEVELOPMENTS IN PAIN AND SYMPTOM MANAGEMENT SINCE 2006

Developments/opportunities/barriers relating to the availability of es-
sential medications:

Since January 2006, there have been no important or relevant developments with
regard to the availability of essential medications.

Developments/opportunities/barriers relating to the accessibility of es-
sential medications:

Since January 2006, there have been no important or relevant developments with
regard to the accessibility and affordability of essential medications.

Developments/opportunities/barriers relating to the affordability of es-
sential medications:

Since January 2006, there have been no important or relevant developments with
regard to the affordability of essential medications (although some of the newer
medications are expensive).

Initiatives to change regulations that may restrict physician or patient
access to pain relief:
There is no information available at this time.

Initiatives to promote attitudinal change in relation to ‘opiophobia’:
This topic is addressed within a number of training courses where “myths” about
the effects of opioids are discussed.

Initiatives that examine access to opioid medication for economically
disadvantaged persons:

No such initiatives are required as Belgium has a strong social security system; this
topic is not one of our priorities.

Initiatives that consider access to essential medication as a legal and
human right:
There are no special initiatives in this area.

(]
Policy
DEVELOPMENT OF PALLIATIVE CARE POLICY SINCE 2006

Most important legal or policy changes affecting the development of hos-

pice and palliative care:

+ The most important laws concerning palliative care were published in 2002, ly
the law concerning palliative care (14/06/2002), euthanasia (28/05/2002), and
patient rights (22/08/2002); since then the debate has been lively. Currently,
there is much political debate relating to whether or not (and how) euthanasia
should or can be expanded to patients with dementia and minors;

« Since 2006, some Royal Decrees concerning palliative care were published, ly:
Reimbursement of physiotherapy for palliative care patients at home (1/07/2006
and 7/06/2007); Experimental funding of day care centres (8/12/2006); Adjust-
ment (increase) in funding of hospital support teams (19/06/2007); Fees for GP
fully reimbursed by health care for palliative patients in residential and nursing
homes without a palliative statute under certain preconditions (16/02/2009);
Registration of euthanasia (27/04/2007); Exemption of personal fees in nursing
homes (16/06/2009); Reimbursement in nursing homes (8/10/2009).

+ In 2008 (30/05/2008), the Flemish Government regulated volunteer work. A
volunteer organization involved in palliative care and consisting of at least 20 vol-
unteers is entitled to financing from the Flemish government.

+In 2009, a law was published about the recognition and financing of palliative
home care teams for children (5/03/2009). The National Cancer Plan (Federal
Government; March 2008) has furthered the active support of palliative care.
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The impact of these policy changes and ways in which they have been
important:

All these laws and royal decrees have facilitated the further development of pal-
liative care in different settings, such as nursing homes, and for different popu-
lations, such as children. Yet due to the unique organisation of Belgium (and the
lengthy residency of the government), further initiatives (for example, relating to
financing and professional titles) have been delayed.

Development of a national palliative care consensus:

« There has been development of guidelines with regard to symptom management
in palliative care (cf. www.pallialine.be);

- A pathway of palliative care in primary care has been developed by a research
group of the University of Antwerp, in close collaboration with stakeholders and
palliative care workers, commissioned by the Flemish Agency of Care and Health
and the Federation of Palliative Care Flanders. This pathway has been pilot tested
and there are plans to implement the pathway in collaboration with the National
Institute for Health and Disability Insurance;

- As execution of the law concerning palliative care (2002) a federal evaluation
commission of palliative care was set up. As already mentioned, this commission
is composed of (among others) representatives of the three Federations of Pal-
liative care in Belgium and it has the purpose to evaluate at regular intervals the
needs with regard to palliative care and the quality of the actions taken to meet
those needs. The most recent report of this commission dates from 2008; Vision
statement on palliative care and euthanasia of the Federation of Palliative Care
Flanders.

Significant meetings with stakeholders and policy makers to develop pal-
liative care strategies:

Although national meetings on palliative care are unfortunately still lacking (due
to the federal and regional organisation of the country), there is a clear move-
ment in the palliative care landscape in Flanders to include stakeholders, policy
makers and experienced palliative care workers in discussions of research results
and in the execution of research projects, and vice versa. There has been close
collaboration between research, clinic and stakeholders during the construction
of the Pathway of Palliative Care in Primary Care, during the construction of Quality
Indicators of Palliative Care in Flanders (see also www.fliece.be), during the cam-
paign concerning advance care planning (www.delaatstereis.be) and during the
progress of the FLIECE research (Flanders Study to Improve End-of-Life Care and
Evaluation Tools research - a four-year inter-university research and valorisation
project, cf. www.fliece.be).

Development of an advocacy framework for integrating palliative care into
the health care system:

The most important framework is the Evaluation Commission for Palliative Care,
which was initiated in response to the publication of the law on Palliative Care.

Strategies to improve political awareness and government recognition of
palliative care:

The following strategies have been undertaken: A monthly newsletter of the
Federation of Palliative Care Flanders which describes developments within
palliative care practice as well as within (inter)national research on palliative
care (see www.palliatief.be > Publicaties > Tijdschrift en Nieuwsflash); the more
active use of press releases by the Federation of Palliative Care Flanders on
topics which are set as priorities in the development of palliative care; for ex-
ample, finances in palliative care etc. Related to this more active approach is
also the collaboration with production houses for the making of some DVDs, for
example on palliative sedation.

A federal commission of palliative care

was established which evaluates needs

in relation to palliative care at regular intervals
and the quality of the actions taken to meet
these needs. A palliative care leaflet

was developed for the broader population

Palliative care funding initiatives by government, private/voluntary or-
ganisations, NGOs, donors:

The Royal Decrees and regulations previously mentioned ensure that palliative
care is mainly publicly funded. Depending on the setting the palliative care ser-
vice will receive funding from the federal government and/or from the respective
communities. Sometimes this public funding is completed with private funding. As
already indicated, some Royal Decrees have regulated the financing of services or
the fees patients have (or have not) to pay since 2006: Reimbursement of phys-
iotherapy for palliative care patients at home (1/07/2006 and 7/06/2007); Experi-
mental funding of day care centres (8/12/2006); Adjustment (increase) in funding
of hospital support teams (19/06/2007); Fees for GP fully reimbursed by health care
for palliative patients in residential and nursing homes without a palliative statute
under certain preconditions (16/02/2009); Exemption of personal fee in nursing
homes (16/06/2009); Reimbursement in nursing homes (8/10/2009); In 2008
(30/05/2008) the Flemish Government regulated volunteer work. A volunteer or-
ganization involved in palliative care and existing of at least 20 volunteers is entitled
to financing from the Flemish government; In 2009 a law was published about the
recognition and financing of palliative home care teams for children (5/03/2009).

Involvement with the European Union in relation to hospice and palliative
care initiatives:

The Dutch speaking part of Belgium was represented in the European research proj-
ect PRISMA. Flemish universities and the Federation of Palliative Care Flanders took
part in the elaboration of different work packages of this project. Also the final con-
ference of PRISMA was held in Brussels; the director of the Federation of Palliative
Care Flanders, Paul Vanden Berghe PhD, is member of the EAPC board.

Development of initiatives framing palliative care as a ‘human right’:
Palliative care as a human right was inscribed in the law on palliative care of 2002.
Yet the further communication of this basic principle is everyday work of palliative
care workers and the Federations and forms the basis of all communication to-
wards the general public and stakeholders.

General legislation relating to palliative care:

28-05-2002 concerning euthanasia: the physician always needs to discuss the op-
tion of palliative care with the patient. 14-06-2002 1. Every patient has the right to
receive information about his health and the possibilities to receive palliative care.
Except in emergencies, the patient needs to give his permission to perform inves-
tigations and to receive treatment 2. Every patient has the right to receive palliative
care. 3. There needs to be an improvement in palliative care services 4. An evalu-
ation commission (consisting of representatives of the three palliative federations,
several health insurance funds and external experts) has been implemented and
will make an evaluation that will be presented to the government every two years.
22-08-2002 law about patient’s rights.

Published national documents relating to palliative care standards and
norms:
Yes (printed). Thanks to the numerous regulations palliative care is well structured.

National Plan or Strategy of Palliative Care:

« There is no specific National Plan of Palliative Care, but the law on palliative care
and numerous Royal Decrees and regional regulations means that palliative care
is very well organised. According to the palliative care law a commission has to
make an evaluation about palliative care development every two years and has to
present this to the federal governement. All the different palliative care settings
have the task of making palliative care available and accessible in the home set-
ting, nursing homes, hospitals and PCUs in their covering region. Palliative care
services need to keep records of every patient they provide care for, the activities
(medical, medical-technical and nursing activities) need to be recorded/regis-
tered and they have to make annual activity and evaluation reports.

« Belgium is divided into 25 well-organised Palliative Care Networks. These Pallia-
tive Care Networks include geographically well-defined areas covering 200,000-
1,000,000 inhabitants, including hospitalised patients and patients in residential
and nursing homes in that region. The networks liaise with the hospital support
teams, the PCUs and the residential and nursing homes in their region and stim-
ulate collaboration and communication between these different intramural and
extramural settings. They have regular meetings with the coordinating federation
to report shortcomings and pitfalls.
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National Cancer Control Strategy:

The National Cancer Plan 2008-2010 (March, 2008) initiative states that
the expansion of palliative care shall be actively supported. Palliative care
services in residential and nursing homes, home care, palliative care in the
hospital and palliative day care need to be further extended and a budget is
foreseen for 2009 and 2010 for an inter-university liaison team for paediatric
palliative care.

National HIV/AIDS Strategy:
There is no National HIV/AIDS Strategy.

National Primary Health Care Strategy:

Since 1990 there have been Flemish decrees relating to primary health care
that resulted in a collaborating initiative for primary health care (SELS or
Samenwerkingsinitiatief in de EersteLijnsgezondheidszorg - http://www.
vlaamsesels.be/) in 2004. There is no explicit reference to palliative care
provision (but this has already been determined within Legislation and Royal
Decrees).

Designated policy maker for the delivery of palliative care services:
According to the palliative care law of 2002: An evaluation commission (consist-
ing of representatives of the three palliative federations, several health insurance
funds and external experts) will make an evaluation that will be presented to the
government every two years. They give advice to the policy makers to optimize the
delivery of palliative care services.

Department of Health specific responsibility for the delivery of palliative
care services:

The Flemisch federation evaluates palliative care teams and their gaulity of pro-
vision; the federal government will fund these services following approval by the
Flemisch federation.

Systems of auditing, evaluation or quality assurance that monitor the stan-
dard of palliative care:

The activities of different palliative care services (medical, medical-technical and
nursing activities) need to be recorded and annual reports have to be made (as
per Royal Decrees). The regional governements will visit the different palliative
care services every two years to evaluate them and report back to the federal
governement; when they receive a positive evaluation they get funding from the
government.

Opioid legislation/Pain guidelines:

« A prescription has to be fully written by a physician and there are no opioid lim-
itations; any pharmacy can provide them.

« Pain guidelines are available in printed form: a practical manual of pain and
symptom control in palliative care is available from the Palliative Care Hospital
support Team of the UZ Leuven. A Second revised edition from 2009 is available
online, edited by ACCO Leuven. UZ Gent and a number of other hospitals have
their pain guidelines available online (see www.pallialine.be - guidelines for pal-
liative care from the Flemish federation of palliative care). Further guidelines on
pain are in progress.

Funding of palliative care services:
« There is no payment required for palliative care consultation or hospitalization;
« A partial payment is required for medications.

The National Cancer Plan (2008)

supports the expansion of palliative care.
Postgraduate courses of palliative care

for nurses and physicians have been developed
at some universities and research in palliative
care actively promoted
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Socio-cultural

CHANGE IN SOCIO-CULTURAL,
ETHICAL, MORAL ATTITUDES SINCE 2006

Change in public awareness or perception of hospice and palliative care:
There is more openness to discuss topics such as euthanasia and palliative care
and the ways in which they potentially relate to each other.

Major public discussion, debate or controversy about hospice and pal-

liative care:

+ The media campaign concerning advanced care planning “Also the last jour-
ney is something you want to discuss together ...” involved distributing flyers,
brochures and posters, and delivering lectures and training;

« There was a press release and symposium relating to “On palliative care and
euthanasia”; a symposium was held during which a DVD was shown and a
debate was held (the national press covered this event).

Initiatives that seek to broaden awareness and understanding of hospice
and palliative care:

A number of different articles and press releases have been used to raise
awareness about hospice and palliative care.

Hospice or palliative care ‘success’ stories:

There are many hospice or palliative care ‘success’ stories; however, workers,
patients and caregivers keep us informed about ways to improve palliative care
services.

Initiatives seeking the legalisation of euthanasia or assisted dying:
Reference: laws of 2002.

Future

THE FUTURE OF PALLIATIVE CARE DEVELOPMENT

The future of hospice and palliative care development:

We hope to continue the development of palliative care. More concretely, we hope
to continue to further the current initiatives towards deepening and broadening
palliative care knowledge and research. Capacity building will be a main aim of
our future work.

Most significant issues facing hospice and palliative care in the next

three years:

+ Capacity building and safeguarding of manpower within palliative care workforce
capacity;

- The further strengthening of the knowledge base for spiritual and existential care.

Implications for palliative care relating to the current economic crisis:
It is feared that the economic crisis will result in a slowing-down of the evolu-
tion in palliative care on both a clinical and research basis.
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Palliative Care Services

ADULT SERVICES (BEDS)

Volunteer hospice team o
Hospital palliative care support team 5
Home palliative care support team 15
Mixed palliative care support team 8
Palliative care units in tertiary hospitals [¢)
Palliative care units in non-tertiary hospitals [¢)
Inpatient hospice 22(n/a)
Day hospice/day care centre 4

COMMENT/SOURCES ABOUT PALLIATIVE CARE SERVICE

Primary sources of information of the data listed above:

« Alexandrova, S. Hospice care - management and ethics (2005, 165 pages);
« Present legislation and medical documents;

« http://www.nsi.bg/otrasal.php?otr=228a1=510&a2=511&a3=512#Ccont

Additional comments:

- There are five hospital palliative care support teams in wards/sectors at the five
Cancer Centers in the following districts: Vratza, Veliko Tarnovo, Russe, Shumen
and Varna.

« In Bulgaria, the volunteer hospice team is not popular and there is no such prac-
tice; however, there are not enough initiatives or information on this issue. At
present, the problem is that there is no regulation in the Bulgarian legislation
relating to voluntary and unpaid labour and there is no legal definition of volun-
tary and unpaid labour in the tax and insurance rules. Therefore, there is no clear
mechanism for reimbursement of voluntary work or expenses.

« The main problems in Bulgarian palliative care wards/sectors are: psy-
chological burden on the staff; limited experience and skills in palliative
care; limited finance for medical care - only 20 days care per six months
is guaranteed from the National Health Insurance for terminally-ill cancer
patients.

Hospices were legally defined as “health institutions” in 1999 but following
this development relied mainly on private initiatives (mostly home care).
The average length of home care is less than two months and the main
reason for ceasing home care is financial; the care is usually provided by
nurses and centred on the application of medications and pain and symp-
tom control.

The most important legal act that regulates hospices is the Law on Health-
care Institutions. Hospices providing home care are private and patients
therefore have to pay for palliative care services. There is a registration re-
gime for the establishment of hospices, which is similar to the registration
regime for healthcare institutions for domiciliary care. The establishment
of hospices as a legal entity (commercial companies or co-operatives) is
based on the Commercial Law and the Law on Co-operatives. After regis-
tration in the District Healthcare Center under the Law on Healthcare Insti-
tutions, the hospice may legally provide healthcare.

Eight of the 22 hospices in Bulgaria provide both inpatient palliative care
and home-based palliative care for terminally-ill patients. In order to
provide this combination of care, a number of financial and professional
issues have to be addressed. According to the Law on Healthcare Institu-
tions, the fundamental financing of all healthcare institutions comes from
the National Health Insurance Fund, State and municipal budgets, volun-
tary health insurance funds, and donations from national and foreign legal
and natural persons. From 01.01.2012, hospices were able to use financial
resources from the National Health Insurance Fund on Clinical path 297
for inpatient palliative care for terminally-ill cancer patients. According to
this legislation, hospices registered by the Law on Healthcare Institutions
and according to the Commercial Law can receive finances for palliative
care for terminally-ill cancer patients for 20 days of inpatient care within
six months.
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+ Hospices are the main providers of palliative care and are mentioned in Article 28
of the Law on Healthcare Institutions. The legal regime of establishing, function-
ing, financing and taxation of hospices is regulated by a number of Acts. Hospic-
es as commercial companies and cooperatives are subject to Bulgarian tax laws.
They are obligated to pay tax in accordance with provisions in the Law on Corpo-
rate Income Tax Levying. They are subject to advance taxation according to the
Law on Local Taxes and Fees and the Law on Value Added Tax. To be admitted to
a hospice, a patient needs to be recommended by a doctor from the healthcare
institutions for primary help. All the necessary documents for receiving financ-
es on palliative care for cancer patients from the National Healthcare Insurance
Fund are described in the clinical path 297.

« There are four day care centers - two are based at home care hospices and two
are based at hospices for inpatient palliative care. Day care centers have a team
of four nurses, two psychologists, two social workers, and one kinesiology thera-
pist. During the day, two nurses and one social worker care for patients. When it
is necessary, a physician and two psychologists provide consultation for patients.
Usually, patients stay at day care centers for a minimum period of one month and
a maximum period of six months. This form of hospice care is usually paid for by
the family of the patient or by donations.

Palliative care services for children:
There is no information available at this time.

Development

HOSPICE AND PALLIATIVE CARE MILESTONES PRIOR TO 2006

1992  Thefirst palliative care training course is provided with the help of
the Open Society Institute and the Soros Foundation.

1994 An outpatient consulting team specialised in palliative care nurs-
ing for cancer patients is organised in Sofia.

1996  The centre for controlling cancer pain is founded at the Cancer
Hospital (Pleven).

1997 The centre for controlling cancer pain is founded at the Cancer
Hospital (Vratsa).

1998  The first inpatient hospital-based palliative care department is
opened at Vratsa.

1998 The first pain centre for chronic non-malignant pain is estab-
lished in Sofia.

2001 The National Health Insurance Fund creates a clinical pathway -
palliative care for terminal cancer patients - reimbursing 20 days
stay in hospital for six consecutive months. Some hospitals cre-
ate their own teams in order to have a contract with the National
Health Insurance Fund.

2002 Anew lawand decree regulating the prescribing, shipping, storing
and handling of opioids and other controlled drugs comes into
operation, leading to the introduction of many new drugs into ev-
eryday practice.

()
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2002 Anew lawand decree regulating the prescribing, shipping, storing
and handling of opioids and other controlled drugs comes into
operation, leading to the introduction of many new drugs into ev-
eryday practice.

2003 The Bulgarian Association of Palliative Care is founded.

2003 Medical College (Vratsa), Cancer Hospital (Vratsa), Medical Col-
lege (Den Helder, Holland), and the MARTA foundation start a
project entitled “Development of palliative care in Bulgaria™. Its
main target is to prepare future teachers in palliative care at four
medical colleges in Bulgaria and to prepare a textbook in palliative
care nursing for Bulgaria and Holland.

2003 The Bulgarian chapter of the International Association for the
Study of Pain (IASP) is established.

2004 The first national palliative care conference with foreign partici-
pants dedicated to pain control takes place in Bansko.

2004 Itisestablished that several private hospices are working without
a contract with the National Health Insurance Fund because of
some legal obstacles; within the Hospital Law such structures do
not exist as hospices. In order to continue their activities some
‘hospices’ became part of other hospitals.

2004 Agroup of specialists working in the field of palliative care creates
national palliative care guidelines (upon a written order from the
Minister of Health).

2004 The Bulgarian Association of Palliative Care mark the publication
of the Council of Europe (2003) report on palliative care (Recom-
mendation 24 of the Committee of Ministers to member states on
the organization of palliative care) by translating the document into
Bulgarian. As a result of this, the Bulgarian Ministry of Health autho-
rizes a committee to create Bulgarian standards of palliative care.

2005 A meeting of the IASP takes place in Sofia.

2005 Medical College (Vratsa) provides the first Master’s degree in
palliative care (officially approved by the Bulgarian Ministry of
Education, Ministry of Health and Bulgarian Medical Academy for
Postgraduate Nursing).

EAPC Palliative Care Euro-Barometer 2005

DEVELOPMENTS IN HOSPICE AND PALLIATIVE CARE SINCE 2006

Most significant changes in hospice and palliative care:

The National Law of Health (August 2011) states that each patient with an “incur-
able disease” has the right to palliative care and adequate symptom control; it also
states that euthanasia is prohibited in Bulgaria. In the Law of the Medical Institu-
tions (2010), the former regional cancer hospitals are transformed into Compre-
hensive Cancer Centres that are obliged to perform palliative care and symptom
control for cancer patients; hospices are recognized as medical institutions (not
as social ones) and this change allows the National Health Insurance Fund to rec-
ognize hospices as partners. There is a necessity to harmonize national legislation
with European Union (EU) legislation.
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Overall progress in hospice and palliative care:
Hospice and palliative care has improved.

Development of hospice and palliative care in different health and social

care settings:

- Hospitals: There are dedicated beds for palliative care in all nine Comprehensive
Cancer Centres. There are newly-developed palliative care teams in some hospi-
tals (for example, Tokuda hospital, Sofia).

« Nursing homes: According to the law in Bulgaria, there are no nursing homes;
however, there are homes for long-term care run by the Ministry for Social Affairs.

« Residential homes for the elderly: As for nursing homes.

- Other community settings: There is no information available at this time.

Expansion from a focus on cancer patients to address the needs of
‘non-cancer’ patients:

To date, the National Health Insurance Fund only recognizes and funds palliative
care for cancer patients; other chronic conditions are not recognized.

Perceived barriers to the development of hospice and palliative care:

« Lack of knowledge and education about palliative care;

« Lack of a critical mass of educated healthcare professionals;

« Lack of public awareness about the potential benefits of palliative care and the
palliative care approach;

« Lack of public pressure to consider palliative care as a fundamental human right
enshrined in legislation;

« Lack of funding due to the economic crisis, restricted finances, a relatively poor
society with no tradition in charitable donation, and difficulties in cooperating
with similar organizations abroad.

Perceived opportunities for the development of hospice and palliative

care:

« Changes in legislation - palliative care as a human right;

- Possibilities to develop new educational programs in the field of palliative care;

+ EU membership and new possibilities for combining actions and projects with
partners from other EU countries.

Other issues relevant to the development of hospice and palliative care:
There is no information available at this time.

{ ] [ ]
Vitality
THE VITALITY OF PALLIATIVE CARE

National Associations of Palliative Care:

The Bulgarian Association for Palliative Care (Bb/rapcka Acoumaumsa mo
[ManmaTuBHK rpumii) was formed in 2001 and is representative of the whole
country (www.bapc-bg.org).

Directory or catalogue of palliative care services:
There is no directory or catalogue of palliative care services although each regis-
tered hospice in Bulgaria has its own website.

Congresses, scientific meetings or scientific journals in palliative care:

In 2011, there was an annual meeting of the Bulgarian Association for Palliative
Care with a representative of the World Health Organization at the Cancer Center
in the district of Vratza.

Palliative care research capacity:
Dr Nikolay Radev Yordanov (Cancer Center, Vratza).

Palliative care collaboration:

« There is no official information available relating to World Hospice and Palliative
Care Day, twinning or other forms of palliative care collaboration; such practice is
not popular or well-established in Bulgaria.

« A pioneer is Hospice “Milosardie” established by Donka Paprikova in 1989.

Worldwide palliative care alliance level of development:

Group 2 (capacity-building activity): there is capacity for the development of
palliative care in Bulgaria in conjunction with reforms to the Bulgarian Health-
care System. There is no separate structure that works actively on the develop-
ment of hospice care in Bulgaria.

Education

DEVELOPMENTS IN PALLIATIVE CARE EDUCATION AND TRAINING
SINCE 2006

General developments in palliative care education and training initiatives:
There is no information available at this time.

Specific developments in under-graduate palliative care education initiatives:

- Medicine: Education in palliative care is not included in medical school cur-
ricula, although it is included as a part of student education in oncology.

« Nursing: There is no information available at this time.

« Social work: There is social work education relating to elderly and disabled
terminally-ill patients

« Other professions: There is no information available at this time.

Specific developments in post-graduate palliative care education initiatives:

- Medicine: Palliative and end-of-life care are part of postgraduate training in
oncology.

« Nursing: Palliative and end-of-life care are part of the postgraduate curricula for
nurse training in oncology.

« Social work: There are postgraduate training courses for social workers and psy-
chologists.

- Other professions: There is no information available at this time.

Translation of palliative care documents or other materials:
There is no information available at this time.

Initiatives to develop healthcare professional leadership in palliative care:
There is no information available at this time.

Officially recognized medical certification:

There is no officially recognized medical certification but there are palliative care
courses for nurses and several topics about the main problems and definitions re-
lating to palliative care on the agenda of physicians specializing in medical oncol-
ogy; the treatment of pain is also well represented on these courses. The courses
are not a part of the accreditation process for physicians specializing in palliative
care or palliative medicine.

Capacity of palliative care workforce training in Universities and Medical

Schools:

« Bulgaria has four medical universities and one medical faculty at the University of Sofia
“St. Kliment Ochridsky”.

« The work in psycho-oncology undertaken by Irena Jivkova Hadjiiska was supported
by her colleagues in clinical social work and psycho-oncology in the United States and
Eastern Europe.

« There are no academic teachers specialized in palliative care.
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Opioids
DEVELOPMENTS IN PAIN AND SYMPTOM MANAGEMENT SINCE 2006

Developments/opportunities/barriers relating to the availability of es-

sential medications:

« There are WHO step Il and Il opioids - in slow release and injectable release forms
- codeine, tramadol, morphine, oxycodone and fentanyl. Methadone is only used in
substitution therapy.

« As Bulgaria is only a small market, many pharmaceutical companies are not interest-
ed in selling their products in the country.

Developments/opportunities/barriers relating to the accessibility of es-
sential medications:

Opioids are free of charge for cancer patients with no limit to the prescribed
amount.

Developments/opportunities/barriers relating to the affordability of es-
sential medications:
Opioids are difficult to afford for non-cancer palliative care patients.

Initiatives to change regulations that may restrict physician or patient
access to pain relief:
There is no information available at this time.

Initiatives to promote attitudinal change in relation to ‘opiophobia’:
There is no information available at this time.

Initiatives that examine access to opioid medication for economically
disadvantaged persons:
There is no information available at this time.

Initiatives that consider access to essential medication as a legal and
human right:
There is no information available at this time.

[ ]
Policy
DEVELOPMENT OF PALLIATIVE CARE POLICY SINCE 2006

Most important legal or policy changes affecting the development of hos-

pice and palliative care:

- The most important legal or policy changes affecting the development of
hospice and palliative care in Bulgaria are the changes in the health law pro-
claiming the right of every patient with “incurable disease” to receive quality
palliative care and adequate symptom control.

« The prohibition of euthanasia in Bulgaria has been very important.

The impact of these policy changes and ways in which they have been
important:

For the first time it is enshrined in legislation that each Comprehensive Cancer
Centre is obliged to provide palliative care and symptom control for all cancer pa-
tients who need it.

Development of a national palliative care consensus:

- Palliative care standards are under construction.

« There is a palliative care pathway for terminally-ill cancer patients.

- Palliative care is recognized by the Bulgarian Cancer Society as an essential part
of quality cancer treatment and is included in the National Standards of Cancer
Treatment and Care.
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Significant meetings with stakeholders and policy makers to develop pal-
liative care strategies:

A conference to develop the national plan for prevention, screening, diagnosis and
treatment of cancer took place in Sofia in 2011; palliative care was recognized as
an essential part of anti-cancer treatment and a partnership with WHO was estab-
lished in Vratsa where the action plan was passed to the Ministry of Health and the
Ministry of Labour and Social Affairs for implementation.

Development of an advocacy framework for integrating palliative care into
the health care system:

Changes to the various laws have resulted in palliative care becoming integrated
as a standard part of anti-cancer treatments.

Strategies to improve political awareness and government recognition of
palliative care:
There is no information available at this time.

Palliative care funding initiatives by government, private/voluntary or-
ganisations, NGOs, donors:

The only funding of palliative care is governmental - via the Ministry of Health and
Ministry of Labour and Social Affairs (National Health Insurance Fund).

Involvement with the European Union in relation to hospice and palliative
care initiatives:

As a member state of the EU, Bulgaria is obliged to implement EU initiatives in the
field of palliative care.

Development of initiatives framing palliative care as a ‘human right’:

The right of every patient with “incurable disease” to quality palliative care
is written in Bulgarian Law of Health articles 95 and 96 (http://lex.bg/laws/
|[doc/2135489147).

General legislation relating to palliative care:

Bulgarian Law has defined hospice within the Law on Healthcare Institutions; hos-
pices are thus allowed to receive finances for palliative care for terminally-ill can-
cer patients from the National Healthcare Insurance Fund.

Published national documents relating to palliative care standards and

norms:

- Methodical Instruction No. 3 from March 29, 2000 states that the activities of
hospices target “mainly terminally-ill patients”.

« Palliative care standards are in process: Clinical Path 297 is an algorithm for treat-
ment and satisfies all the requirements of the National Healthcare Insurance
Fund for financing palliative care for terminally- ill cancer patients.

National Plan or Strategy of Palliative Care:
There is no information available at this time.

National Cancer Control Strategy:

There is a National Cancer Control strategy where prophylaxis is the main activ-
ity; palliative care is not considered as a priority and the only statistic contained
in the strategy suggests that every year, approximately 2,000 cancer patients
require palliative care.

The National Law of Health (2011) states

that each patient with an “incurable disease”
has the right to palliative care and adequate
symptom control; there are newly-developed
palliative care teams in some hospitals
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National HIV/AIDS Strategy:
There is a National HIV/AIDS Strategy but palliative care is not a priority in this
strategy.

National Primary Health Care Strategy:

There is a National Primary Health Care Strategy in which palliative care is
presented as a topic that requires an increase in knowledge and development
of skills.

Designated policy maker for the delivery of palliative care services:

The government has a designated policy maker for the delivery of palliative care
services and there are several publications, surveys and books published in Bul-
garian on hospice care (mainly at the Departments of Social Medicine at the Med-
ical Universities and the Open Society Institute in Sofia).

Department of Health specific responsibility for the delivery of palliative
care services:

New legislation and healthcare reforms include the necessary requirements
and conditions for the development of hospice care and palliative medicine
in Bulgaria.

Systems of auditing, evaluation or quality assurance that monitor the stan-
dard of palliative care:
There is no information available at this time.

Opioid legislation/Pain guidelines:

- Opioid legislation: The rules for prescribing strong opioids are formulated ac-
cording to the Law of Narcotic Drugs and Order 40 for defining medical activities
guaranteed by the National Healthcare Insurance Fund. A medical commission
at the specialized hospitals prescribes opioids and the patient can receive them
free of charge from the hospital pharmacy in person.

- Pain guidelines: There are WHO guidelines for pain treatment and rules de-
scribed in the Clinical path 297 “Palliative Care for Cancer Patients”.

Funding of palliative care services:

« Full payment is required for consultation: the National Healthcare Insurance
Fund does not include finances for out-patient consultations.

« No payment is required for 20 days inpatient palliative care per six months when
a cancer patient is terminally ill.

Socio-cultural

CHANGE IN SOCIO-CULTURAL,
ETHICAL, MORAL ATTITUDES SINCE 2006

Change in public awareness or perception of hospice and palliative care:
There is no information available at this time.

Major public discussion, debate or controversy about hospice and pal-
liative care:

There was a major debate about hospice and palliative care when legalisation
for euthanasia in Bulgaria was proposed by the socialist Lyuben Kornezov.

Initiatives that seek to broaden awareness and understanding of hospice
and palliative care:
There is no information available at this time.

Hospice or palliative care ‘success’ stories:

Comprehensive Cancer Centre Vratsa was accredited by ESMO 2011 as a desig-
nated centre integrating oncology and palliative care
(http://www.esmo.org/education-research/designated-centers-of-integrat-
ed-oncology-and-palliative-care/accredited-centers-list.html

Initiatives seeking the legalisation of euthanasia or assisted dying:

Only one initiative seeking the legalisation of euthanasia or assisted dying has
been proposed (by the former communist Lyuben Kornezov - see above) but
it was completely rejected by Bulgarian society; suicide is considered a sin by
Bulgarian orthodox morality.

Future

THE FUTURE OF PALLIATIVE CARE DEVELOPMENT

The future of hospice and palliative care development:

According to the recently-developed action plan, the Comprehensive Cancer
centre in Vratsa will become a WHO collaborating centre for development of
palliative care in Bulgaria by implementing the Catalonia model for middle-in-
come countries.

Most significant issues facing hospice and palliative care in the next
three years:

Education of the medical community, policy makers and society about the ben-
efits of the palliative care approach to improve the quality of life of patients and
their families: it saves money and resources of society and is a human right for
everyone.

Implications for palliative care relating to the current economic crisis:
Lack of funding and the necessity of having to compete for limited resources
with other medical specialties.

References
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In the Law of the Medical Institutions (2010)
the former regional cancer hospitals were
transformed into nine Comprehensive Cancer
Centres that are obliged to perform palliative
care and symptom control for cancer patients

Under the same legislation, hospices are
now fully recognized as medical institutions
(not as social ones) and this change allows
the National Health Insurance Fund

to recognize hospices as partners
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Croatia

NATIONAL ASSOCIATION

Dom zdravlja Primorsko-Goranske Zupanije
Project

Croatia, Rijeka, Ive Marinkovic¢a 11
T/F 385 51323168/ 385 51323224
e -mail N/A

Croatian association of hospice friends
Hrvatska udruga prijatelja hospicija

Hiréeva 110000 Zagreb Croatia

T/F 00385 12344835/2344836
hrv.ud.pr.hospicija@zg.t-com.hr

Ivanka Kotnik, PRESIDENT OF ASSOCIATION/ VOLUNTEER -PHY-
SICIAN SINCE 1999 (EMPLOYED IN INSTITUTION FOR EMERGENCY
MEDICINE IN THE CITY OF ZAGREB)

KEY CONTACT

Matija Rimac
President of Center/Leader of home hospice
team, volunteer -physician since 2000

Center for Palliative Care and Medicine
Centar Za Palijativnu Skrb i Medicinu
RUJANSKA 310000 Zagreb Croatia
T/F 0038513873 397
rimacmatija@yahoo.com

Additional information provided by:

Marija Budigam Skvorc
Ana-Marija Kolari¢

1 Information collected by the EAPC Task Force predominantly from the Eurobarometer Survey (2012) and the Facts Questionnaire (2012); other sources include data collected for the First Edition of
the EAPC Atlas of Palliative Care in Europe (2007) and personal communication. The information was peer reviewed in 2012.
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Palliative Care Services

ADULT SERVICES (BEDS)

Volunteer hospice team

4

Hospital palliative care support team

Home palliative care support team

Mixed palliative care support team

Palliative care units in tertiary hospitals

Palliative care units in non-tertiary hospitals

Inpatient hospice

o |0 |O |0 |~ |O

Day hospice/day care centre

-

COMMENT/SOURCES ABOUT PALLIATIVE CARE SERVICE

Primary sources of information of the data listed above:

- Personal estimates/estimates provided by experts.

- Presentation dr deveic, 18,19,06.2012: “Advising about palliative care,” Salata,
University of Medicine

Additional comments:

+ Amobile palliative care team was established in Zagreb in 2012.

- There are four volunteer hospice teams (three of these are based in Zagreb - doc-
tors, nurses, psychologists, physiotherapists) - no-one receives any payment for
their services.

« There are three home palliative care support teams in Rijeka City and one in Pula
(Istria) funded by the regional government.

- There is one day center in the General Hospital in Koprivnica.

- Medical and non-medical volunteers from the Croatian Association of Hospice
Friends visit patients in their own home.

Palliative care services for children:
There is no information available at this time.
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Development

HOSPICE AND PALLIATIVE CARE MILESTONES PRIOR TO 2006
1994 The Croatian Society for Hospice/Palliative Care is founded.

1994 The First Symposium on Hospice and Palliative Care is held in
Zagreb. It is introduced by Dr. Nigel Sykes, from St Christopher’s
Hospice, London.

2000 The Croatian Association on Pain Treatment (Croatian Medical
Association) is founded.

2002 The Regional Hospice Centre in Zagreb is opened by The Croatian
Association of Hospice Friends.

2002 David Oliver, Medical Director of the Wisdom Hospice in Roches-
ter, England, is elected as visiting Professor of the Medical Faculty,
University of Zagreb.

2003 Kathleen Foley (Open Society Institute, New York) is elected as a
guest Professor of Medical Faculty, University of Zagreb.

EAPC Palliative Care Euro-Barometer 2005

DEVELOPMENTS IN HOSPICE AND PALLIATIVE CARE SINCE 2006

Most significant changes in hospice and palliative care:

« The establishment of the first two mobile teams of palliative care in the Rijeka
region in 2008.

« The establishment of the “Friends of Hospice” Association in Zagreb.

« Equipping the building of a new hospice in Rijeka.

Overall progress in hospice and palliative care:
Hospice and palliative care has improved.

Development of hospice and palliative care in different health and social

care settings:

+ Hospitals: The establishment of a division of palliative care

« Nursing homes: The Croatian Association of Hospice Friends visit nursing homes
twice per week.

« Residential homes for the elderly: There is no information available at this time.

+ Other community settings: Palliative care in Rijeka is organized in the form of
mobile teams who visit the patient in their home. The teams consist of physicians
and nurses; the number and frequency of visits are not limited and depend on
the patient’s condition and wishes.

Expansion from a focus on cancer patients to address the needs of
‘non-cancer’ patients:

Most patients requiring palliative care are in the advanced stages of malignant dis-
ease. However, palliative care is also provided for all people suffering from chron-
ic disease at the end of life; for example, neurological disorders (stroke, multiple
sclerosis), dementia, heart failure, chronic disease of the kidneys and lungs.

Perceived barriers to the development of hospice and palliative care:
- Lack of finance.

« Absence of a legal Act on hospice care.

- There is no specialization in palliative medicine.
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Perceived opportunities for the development of hospice and palliative care:
- State funding.

+ The systematic education of employees.

- Opening new hospice institutions.

« Raising awareness about volunteering.

Other issues relevant to the development of hospice and palliative care:
There are no other issues that have been relevant to the development of hospice
and palliative care in Croatia.

(] (]
Vitality
THE VITALITY OF PALLIATIVE CARE

National Associations of Palliative Care:

There are two national associations of palliative care: the Croatian Association
for Palliative Medicine (hrvatsko drustvo za palijativnu medicine - previous-
ly Croatian Association of Hospice and Palliative Care since 1994), which was
formed in 2009 and is representative of the whole country (www.palijativa.
org); and the Center for Palliative Care and Medicine (Centar za palijativnu skrb
i medicine), which was also formed in 2009, and is representative of the whole
country (www.cpsm.hr).

Directory or catalogue of palliative care services:
There is no information available at this time.

Congresses, scientific meetings or scientific journals in palliative care:

The Croatian Congress for Palliative Care is held bi-annually; in 2006 and 2008
approximately 100-200 people attended on each occasion (no information avail-
able for 2010).

Palliative care research capacity:
There is no information available at this time.

Palliative care collaboration:

- Zagreb is the center for coordination of palliative care activity: a database of
all people and organizations involved in palliative care has been compiled in
Zagreb.

« Pioneers in palliative care include: the Center for Palliative Care and
Medicine; the Croatian Association for Palliative Medicine whose activi-
ties commenced in 1994 under the leadership of Professor Jusi¢ as the
Croatian Association of Hospice and Palliative Care. This group of people
(physicians, nurses, psychologist, and volunteers - all enthusiasts) were
pioneers in palliative care in Croatia. The Center for Palliative Care and
Medicine and the Croatian Association for Palliative Medicine both origi-
nated from this group.

+ World Hospice and Palliative Care Day is promoted and celebrated as “Svjetski
dan hoospicija i palijativne skrbi” and concerts or presentations about palliative
care are organized. For example, the Center for Palliative Care and Medicine ar-
ranged a concert by the famous Croatian opera singer Ivanka Bolljkovac (in the
Museum of Art and Craft); the Croatian Association for Palliative Medicine orga-
nizes lectures about palliative care during this time.

Worldwide palliative care alliance level of development:

3a (Isolated palliative care provision) - the provision of palliative care is still
based on the enthusiasm of a relatively small group of people. There are a num-
ber of palliative care initiatives but they are not adequately supported by the
Croatian government. Funding of palliative care is a serious problem, and there
is insufficient education and training about the discipline (especially in the area
of primary care).
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Education

DEVELOPMENTS IN PALLIATIVE CARE EDUCATION AND TRAINING
SINCE 2006

General developments in palliative care education and training initiatives:
Since 1994, a number of healthcare professionals have received education and
training in palliative care in UK, Austria and Poland.

Specific developments in under-graduate palliative care education initiatives:

« Medicine: There is only a basic knowledge of palliative care in under-graduate
medical education.

« Nursing: There is no information available at this time.

- Social work: There is no information available at this time.

« Other professions: There is no information available at this time.

Specific developments in post-graduate palliative care education initiatives:

- Medicine: There is only a basic knowledge of palliative care in post-graduate
medical education.

« Nursing: There is no information available at this time.

« Social work: There is no information available at this time.

- Other professions: There is no information available at this time.

Translation of palliative care documents or other materials:
A small number of palliative care documents or other materials have been trans-
lated in Croatian.

Initiatives to develop healthcare professional leadership in palliative care:
There are no initiatives to develop healthcare professional leadership in palliative
care in Croatia.

Officially recognized medical certification:
There is no officially recognized medical certification in Croatia.

Capacity of palliative care workforce training in Universities and Medical
Schools:

There are four medical schools in Croatia (in Zagreb, Split, Rijeka, and Osijek) and
six medical schools for nurses but none have a curriculum of palliative medicine.
There are no professors of palliative medicine in Croatia.

[ ] (]
Opioids
DEVELOPMENTS IN PAIN AND SYMPTOM MANAGEMENT SINCE 2006

Developments/opportunities/barriers relating to the availability of es-

sential medications:

« Previously, opioids were only available on a parenteral basis, but now most forms of
opioids are available.

« The list of medications which are available in Croatia needs to be expanded.

« A barrier to the availability of essential medicines is that many are imported from
abroad.

Developments/opportunities/barriers relating to the accessibility of es-

sential medications:

« Medicines that are not on the list of essential medicines can be prescribed (un-
der special circumstances).

« A barrier to the accessibility of essential medications in Croatia is insufficient fi-
nancial resources.

Developments/opportunities/barriers relating to the affordability of es-
sential medications:

The patient must pay for medicines that are not on the list of essential medicines;
if they are unable to do so, they will not have access to them (not applicable to
palliative care patients).

Initiatives to change regulations that may restrict physician or patient
access to pain relief:
There is no information available at this time.

Initiatives to promote attitudinal change in relation to ‘opiophobia’:
There is no information available at this time.

Initiatives that examine access to opioid medication for economically
disadvantaged persons:

Most opioids are on the list of essential medicines and available to those who re-
quire palliative care.

Initiatives that consider access to essential medication as a legal and
human right:

There are no initiatives in Croatia which consider access to essential medica-
tion for pain and symptom management as a legal and human right.

[ ]
Policy
DEVELOPMENT OF PALLIATIVE CARE POLICY SINCE 2006

Most important legal or policy changes affecting the development of hos-
pice and palliative care:

Healthcare legislation in the area of palliative care is incomplete. The Minis-
try of Health and Croatian Health Insurance Institute have failed to develop
legislation to establish standards for the provision of palliative care at a pro-
fessional level.

The impact of these policy changes and ways in which they have been
important:
There is no information available at this time.

Development of a national palliative care consensus:
There is no information available at this time.

Significant meetings with stakeholders and policy makers to develop pal-
liative care strategies:
There is no information available at this time.

Development of an advocacy framework for integrating palliative care into
the health care system:
There is no information available at this time.

Strategies to improve political awareness and government recognition of
palliative care:
There is no information available at this time.

Palliative care funding initiatives by government, private/voluntary or-

ganisations, NGOs, donors:

« Project Dom Zdravlja Primorsko-Goranske Zupanije provide palliative care in the
cities and districts of Rijeka County;

« The Croatian Health Insurance Institute provides funding for home-based pallia-
tive care.
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Involvement with the European Union in relation to hospice and palliative
care initiatives:
There is no information available at this time.

Development of initiatives framing palliative care as a ‘human right’:
There is no information available at this time.

General legislation relating to palliative care:
Legislation relating to palliative care was published in Narodne Novine in 2003
(Act 81, 2003) that enables palliative care institutions to be developed.

Published national documents relating to palliative care standards and
norms:
There is no information available at this time.

National Plan or Strategy of Palliative Care:
There is a National Plan of Palliative Care in process.

National Cancer Control Strategy:

There is a National Cancer Control Strategy, produced by the Ministry of Health
and the Croatian National Institution of Public Health; the strategy focuses on the
prevention, early detection, and treatment of cancer, but also contains an explicit
reference to palliative care provision and highlights the need to develop palliative
care services in Croatia (Hrvatski Casopis Za Javno Zdravstvo, vol.4, no.13., 07.01.
2008).

National HIV/AIDS Strategy:

There is a National HIV/AIDS Strategy in Croatia: the Croatian National Program for
HIV/AIDS Prevention (2005-2010). However, the strategy focuses predominantly
on the epidemiology of HIV/AIDS, prevention, behaviour and education and has no
explicit reference to the provision of palliative care.

National Primary Health Care Strategy:

The National Primary Health Care Strategy is a fundamental part of the National
Strategy of Healthcare Development Act (2012-2020): Act 58 of the Constitution
of the Republic of Croatia states that one of the primary aims of healthcare is the
provision of palliative care for terminally-ill patients (www.zdravlje.hr, 10.07.2012,
www.hzzo-net.hr, NN150/08).

Designated policy maker for the delivery of palliative care services:
There is no information available at this time.

Department of Health specific responsibility for the delivery of palliative
care services:

The Department of Health has specific responsibility for the delivery of palliative
care services in Croatia (Croatia will become a member of the EU in July, 2013).

Systems of auditing, evaluation or quality assurance that monitor the stan-
dard of palliative care:
There is no information available at this time.

Opioid legislation/Pain guidelines:

- Opioid legislation: A standard process is in place for the prescription of opioids
that is regulated by the Rule for Medicine Grouping and Prescriptions (NN21/10)
Opioids are available by special prescription and recorded double receipt; the
person responsible for the prescription process is a general practitioner (www.
hzzo-net.hr)

« Pain guidelines: A document entitled "Pain” was produced by the Croatian As-
sociation for Pain (2000 copies) and is available online: www.mjerenje-boli.net ;
www.hdlb.org

Funding of palliative care services:

No payment is required for palliative care consultation, hospitalisation or medi-
cations in Croatia.
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Socio-cultural

CHANGE IN SOCIO-CULTURAL,
ETHICAL, MORAL ATTITUDES SINCE 2006

Change in public awareness or perception of hospice and palliative care:
Information about mobile palliative care teams and the opening of hospices
has been provided in the community.

Major public discussion, debate or controversy about hospice and pal-
liative care:

There has been some public discussion and debate about hospice and palli-
ative care.

Initiatives that seek to broaden awareness and understanding of hospice
and palliative care:

Public forums to broaden awareness and understanding of hospice and pallia-
tive care have been organized.

Hospice or palliative care ‘success’ stories:
There are no hospice or palliative care ‘success’ stories in Croatia at the present time.

Initiatives seeking the legalisation of euthanasia or assisted dying:
There are no initiatives seeking the legalisation of euthanasia or assisted dying
in Croatia at the present time.

Future

THE FUTURE OF PALLIATIVE CARE DEVELOPMENT

The future of hospice and palliative care development:

There should be a mobile palliative care team in every local community to
provide care for patients at the end-of-life (funded by the Croatian Health
Insurance Institute); hospices should be established in every large region of
Croatia.

Most significant issues facing hospice and palliative care in the next
three years:

The most significant issues facing hospice and palliative care in the next three
years are: insufficient funding; lack of legislation for establishing hospices; and lack
of an educated and trained workforce.

Implications for palliative care relating to the current economic crisis:
In relation to the current economic crisis, the challenges for palliative care in
Croatia are: an inability to organize mobile palliative care teams; insufficient
funds for appliances and equipment in hospices; and (recently) an increasing
number of people who do not receive appropriate care.

There has been some increase in State funding
for palliative care. New mobile palliative care
teams were established in 2008 and in 2012
and a new hospice has been equipped

and built in Rijeka
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NATIONAL ASSOCIATION

The Cyprus Association of Cancer Patients
and Friends [PASYKAF]

MNAFKYTPIOX ZYNAEZMOX
KAPKINOIMAGSRN KAI $INQRN
[MAZYKA®]

12-14 Photinou Pana St, 1045, Nicosia

T/F 357 97770020/ 357 24660856
barbara@pasykaf.org

Barbara Pitsillides, HOME CARE COORDINATOR

KEY CONTACT

Sophia Nestoros
Medical Director

The Cyprus Anti-Cancer Society
ANTIKAPKINIKOZ ZYNAEXMOZ KYTPOY
Paraskeva loannou 2, Dhasoupolis 2024,
Strovolos, Nicosia, Cyprus

T/F 357 22446222/ 22316822
sophia.nestoros@anticancersociety.org.cy

1 Information collected by the EAPC Task Force predominantly from the Eurobarometer Survey (2012) and the Facts Questionnaire (2012); other sources include data collected for the First Edition of
the EAPC Atlas of Palliative Care in Europe (2007) and personal communication. The information was peer reviewed in 2012.
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Palliative Care Services

Volunteer hospice team

Hospital palliative care support team
Home palliative care support team

Mixed palliative care support team
Palliative care units in tertiary hospitals
Palliative care units in non-tertiary hospitals
Inpatient hospice

Day hospice/day care centre

ADULT SERVICES (BEDS)

COMMENT/SOURCES ABOUT PALLIATIVE CARE SERVICE

Primary sources of information of the data listed above:
« Sophia Nestoros

« The Cyprus Anti-Cancer Society

- www.anticancersociety.org,cy

Additional comments:

There are two home palliative care support teams for the whole island and they
are for cancer patients only - the services are provided by two non-governmen-
tal organizations (NGOs); The Cyprus Association of Cancer Patients and Friends
(PASYKAF) and The Cyprus Anti-Cancer Society.

Palliative care services for children:
There is no information available at this time.
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Development

HOSPICE AND PALLIATIVE CARE MILESTONES PRIOR TO 2006

1971 The Cyprus Anti-Cancer Society is founded. It offers inpatient
care (hospice care), a home care service, day care, psychosocial
support and lymphoedema clinics in all districts by health profes-
sionals trained in palliative care.

EAPC Palliative Care Euro-Barometer 2005

DEVELOPMENTS IN HOSPICE AND PALLIATIVE CARE SINCE 2006

Most significant changes in hospice and palliative care:

« The cancer control plan contains a section dedicated to palliative care. The
plan has not yet been disseminated (or even publicly announced) but work
commenced on it in January 2011. Unfortunately, the plan has no official bud-
get and is therefore more like a ‘wish list”". However, it is the first time that the
government of Cyprus has acknowledged palliative care as a separate part
of the cancer continuum. Up until this time, NGOs were the only health pro-
fessionals involved in palliative care; the EU has put pressure on countries
to develop a cancer control plan and this is the reason that a plan has been
developed.

+ Asaresult of the cancer control plan, the Ministry of Health has become more
sensitised to the need for palliative care within the health system and that
it could in fact save money rather than increase their budget. In December
201, Dr Frank Ferris and his team from San Diego Hospice were invited to
come to Cyprus by the government and for the first time health professionals
from outside the discipline of oncology were educated about pain control and
palliative care. This was an important initiative, as there are now role models
throughout government hospitals discussing palliative care, patient’s rights
and pain control. Also in December 2011, a four-day course on paediatric pal-
liative care was provided by the Middle East Cancer Consortium (MECC) that
has had some impact; there will be a follow-up course in 2012 to provide the
opportunity to present changes that have been made in the area of paediatric
palliative care.

+ In 20086, a strong opioid (Oxycodone) became available to purchase for the
first time in a private pharmacy in Cyprus. Previously all opioids had to be
purchased from government hospitals and were only accessible from Monday
to Friday. Pain control for patients is much improved due to this increased
access; this is especially so for post-surgery patients (operated on by private
surgeons) waiting for biopsies as previously only oncologists were allowed to
prescribe opioids. Unfortunately, there are still only approximately 40 phar-
macies in Cyprus that stock opioids (from approximately 500 pharmacies in
total).

Overall progress in hospice and palliative care:
Hospice and palliative care has improved (slightly).

Development of hospice and palliative care in different health and social

care settings:

« Hospitals: A 30-hour course in the principles and practice of palliative care was
attended by 40 participants who disseminated this information throughout dif-
ferent areas of the hospital system. A questionnaire was sent to the Ministry of
Health to monitor this group: firstly, to identify those healthcare professionals
who were interested in learning more about palliative care and becoming in-
creasingly involved in delivery of services; and secondly, to discover any barriers
they faced when returning to their workplace when attempting to implement
what they had learnt. Through this process, future leaders of palliative care may
be identified (when the budget allows it).

« Nursing homes: No developments

« Residential homes for elderly: No developments
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+ Other community settings: The only development has been that for the first time
oncologists are beginning to realise the importance of home-based palliative
care and the continuity of care between different settings. This improved com-
munication has resulted in a better standard of care for the patient; unfortunate-
ly this is not applicable to all areas of oncology and much work is still required
in this area.

Expansion from a focus on cancer patients to address the needs of
‘non-cancer’ patients:

The education courses offered in December 2011 were the first steps to achieve
the goal of palliative care becoming part of the health care continuum for all
chronic illnesses. Paphos hospice now offers beds for all patients with chronic
illness at the end of life; there are no other NGOs offering palliative care for
cancer patients.

Perceived barriers to the development of hospice and palliative care:

(i) Financial: If there were no financial constraints, the Ministry of Health
would be interested in developing palliative care (as the population ages
and the cost of care increases accordingly). If there were no financial con-
straints, PASYKAF would operate 24hours per day/7 days per week but due
to budget constraints this is not possible (ii) Government commitment:
many NGOs have appeared in Cyprus and coordination and standardisation
of the services offered throughout the island is required. All these NGOs
need to be coordinated by the Ministry of Health (iii) Lack of education (iv)
Opiophobia.

Perceived opportunities for the development of hospice and palliative care:

« There are healthcare professionals in Cyprus with palliative care experience.
A basic course in palliative care could be offered to healthcare professionals
in hospitals, but the government would need to allow them to take some
form of educational leave. Some discussion around palliative care education
has already taken place with the Ministry of Health and NGOs.

« Pharmaceutical services organised a meeting on 29th Feb 2012 to discuss a
range of pain medication, opioid dosages and routes currently not available/
practiced in Cyprus (or only available privately).

« Cyprus has been offered four places for the Fellowship Program at San Di-
ego Hospice funded partly by San Diego Hospice, the National Cancer In-
stitute and organizations in Cyprus that employ the participant. Places on
this Fellowship Program have currently been accepted by three doctors in
Cyprus and a participant for the fourth place is currently under negotiation;
it is hoped that those attending the program will become role models and
teachers in palliative care in Cyprus.

Other issues relevant to the development of hospice and palliative care:
Cyprus is involved in the ATOME project (to improve availability and accessibility
of opioids in 12 target countries) and for the first time will be working with profes-
sionals from harm reduction. The project provides an opportunity for individuals
to set goals and targets which normally would not be possible due to daily work
commitments. The follow-up conferences ensure that the momentum continues;
the international expertise provided is also important as local experts are often
not afforded credibility.
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Vitality
THE VITALITY OF PALLIATIVE CARE

National Associations of Palliative Care:

« The Cyprus Anti-Cancer Society (ANTIKAPKINIKOZ L YNAEZMOZ KYMPQY)
was formed in 1977; it has a website (www.anticancersociety.org.cy) but is not
representative of the whole country.

+The Cyprus Association of Cancer Patients and Friends (PASYKAF)
MArKYMNPIOZ LYNAEXMOZ KAPKINOMAGRN KAI PIARN (MAZYKAD))
was formed in 1986; it does not have a website and is not representative of the
whole country.
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Directory or catalogue of palliative care services:
There is no directory or catalogue of palliative care services in Cyprus.

Congresses, scientific meetings or scientific journals in palliative care:
The congress “Palliative Care Principles in Practice” is held annually, attracting ap-
proximately 50 participants.

Palliative care research capacity:
There is no information available at this time.

Palliative care collaboration:

- The two national palliative care associations of Cyprus have significant col-
laborations with a number of organizations; for example, MECC, European
Association for Palliative Care (EAPC), San Diego Hospice, etc. A number of
Cypriot healthcare professionals (nurses, physicians, psychologists, etc.)
take part in congresses and seminars in both Europe and the USA.

« The development of palliative care in Cyprus is due to pioneering initiatives
by the two national palliative care associations.

« Anumber of social events are organized to celebrate World Hospice and Pal-
liative Care Day; for example, use of the Life before Death video to educate
the public about human rights and motivate relevant discussion.

Worldwide palliative care alliance level of development:
4A (Countries where hospice-palliative care services are at a stage of prelimi-
nary integration into mainstream service provision).

Education

DEVELOPMENTS IN PALLIATIVE CARE EDUCATION AND TRAINING
SINCE 2006

General developments in palliative care education and training initiatives:

« The paediatric palliative course provided by MECC in December 2011;

- The 30-hour course in palliative care provided by representatives from San
Diego Hospice in December 2011;

- The MSc in nursing at Nicosia University contains a pain module as part of the
curriculum. There are also a small number of “low key” palliative care initia-
tives such as lectures to small groups of surgeons and BSc students, in-ser-
vice hospital education, etc.

Specific developments in under-graduate palliative care education initiatives:

« Medicine: No developments.

« Nursing - Pain management remains disseminated within the syllabuses of
geriatrics, community medicine, pain control in oncology nursing etc. but it
is only of a few hours duration and is not well-focused. It is hoped that dis-
cussion within the ATOME project will examine this problematic area further
and develop some form of standardisation as part of the criteria for nursing
council qualification.

- Social work: No developments.

- Other professions: No developments.

Specific developments in post-graduate palliative care education initiatives:
« Medicine: No developments.

- Nursing: Palliative care module in MSc in nursing at Nicosia University.

« Social work: No developments.

- Other professions: No developments.

Translation of palliative care documents or other materials:

The WHO document Ensuring Balance in National Policies on Controlled Sub-
stances: Guidance for availability and accessibility of controlled medicines
has been translated.

Initiatives to develop healthcare professional leadership in palliative care:
There is no information available at this time.

Officially recognized medical certification:
There is no information available at this time.

Capacity of palliative care workforce training in Universities and Medical

Schools:

« There is one medical school in Cyprus and palliative medicine is a mandatory compo-
nent there.

« There are no professors of palliative medicine in Cyprus.

(] [ ]
Opioids
DEVELOPMENTS IN PAIN AND SYMPTOM MANAGEMENT SINCE 2006

Developments/opportunities/barriers relating to the availability of es-
sential medications:

Since 20086, all essential medicines have been available to all patients with a chronic
illness that have a hospital card (i.e. European National) - doctors in Cyprus just need
to prescribe them.

Developments/opportunities/barriers relating to the accessibility of es-
sential medications:

Since 2006, all essential medicines have been accessible to all patients with a
chronicillness that have a hospital card (i.e. European National).

Developments/opportunities/barriers relating to the affordability of es-
sential medications:

Since 2006, all essential medicines have been affordable to all patients with a
chronic illness that have a hospital card (i.e. European National).

Initiatives to change regulations that may restrict physician or patient
access to pain relief:

Previously, private pharmacies had to obtain a licence for every opioid they pur-
chased; this was changed to obtaining an annual licence every year which resulted
in approximately 40 pharmacies agreeing to stock opioids.

Initiatives to promote attitudinal change in relation to ‘opiophobia’:

+ A society of Oncology Palliative Care Nurses has been formed.

- Initiatives relating to the International Association for the Study of Pain (IASP).

« The education provided by MECC (in paediatrics) and San Diego Hospice have
made health professionals consider the role of pain management in their every-
day work practice.

- There have been no specific initiatives to promote attitudinal change in relation
to ‘opiophobia’.

Initiatives that examine access to opioid medication for economically
disadvantaged persons:
All patients with chronic illness have free access to all medication in Cyprus.

Initiatives that consider access to essential medication as a legal and
human right:

On 3rd October 2011, following an initiative from MAC (MEPs against cancer), PASYKAF
went to the Cypriot Parliament to highlight the needs of cancer patients for pain con-
troland palliative care as a fundamental human right. They returned to Parliament on
17th Oct 2011 to reply to some of the queries posed by government representatives.

The National Cancer Control Plan contains

a section dedicated to palliative care; it is

the first time that the government of Cyprus
has acknowledged the need for palliative care
within the health care system and that

it could save money
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DEVELOPMENT OF PALLIATIVE CARE POLICY SINCE 2006

Most important legal or policy changes affecting the development of hos-
pice and palliative care:

When the National Cancer Control Strategy is published, it will become the
first document produced by the Ministry of Health that officially acknowledges
palliative care.

The impact of these policy changes and ways in which they have been
important:

Within the strategy, short, medium and long-term goals have been set. As a part
of the strategy, hospital palliative care teams will become an important part of
the continuity of care between hospital and home as well as acting as role models
in providing palliative care education in community settings (such as residential
homes); providing the government commits to this plan, it will make a tremendous
difference to the standard of palliative care provided to patients.

Development of a national palliative care consensus:
Standards and frameworks have been developed within the National Cancer
Control Strategy.

Significant meetings with stakeholders and policy makers to develop pal-
liative care strategies:

Significant meetings have been held with stakeholders and policy makers to de-
velop the National Cancer Control Strategy (but they did not include all stake-
holders).

Development of an advocacy framework for integrating palliative care into
the health care system:
National Cancer Control Strategy.

Strategies to improve political awareness and government recognition of
palliative care:

Meetings have been held with the Ministry of Health on a number of occasions;
for example, Dr Frank Ferris (San Diego Hospice, USA) has met with the Minis-
ter of Health to discuss palliative care in Cyprus. Unfortunately Ministers often
change positions within the government and this can make the situation more
difficult. PASYKAF has visited Parliament twice to promote the right of the pa-
tient to pain control, palliative care and psychosocial support as human rights.

Palliative care funding initiatives by government, private/voluntary or-
ganisations, NGOs, donors:
There is no information available at this time.

Involvement with the European Union in relation to hospice and palliative
care initiatives:
ATOME project.

Development of initiatives framing palliative care as a ‘human right’:
There is no information available at this time.

General legislation relating to palliative care:
There is no information available at this time.

Published national documents relating to palliative care standards and
norms:
There is no information available at this time.

National Plan or Strategy of Palliative Care:
There is no information available at this time.

National Cancer Control Strategy:

The fourth main area of the National Cancer Control Strategy is the provision
of palliative care.
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National HIV/AIDS Strategy:
There is a National HIV/AIDS Strategy in Cyprus but it does not contain an explicit
reference to palliative care provision.

National Primary Health Care Strategy:
There is no information available at this time.

Designated policy maker for the delivery of palliative care services:
There is no information available at this time.

Department of Health specific responsibility for the delivery of palliative
care services:
There is no information available at this time.

Systems of auditing, evaluation or quality assurance that monitor the stan-
dard of palliative care:
There is no information available at this time.

Opioid legislation/Pain guidelines:

- Opioid legislation includes the requirement to prescribe the whole amount of
opioids in ‘words’ as well as numbers and from the Bank of Cyprus Oncology
Centre; opioids must also be prescribed on a ‘rose’ coloured prescription form.

« There are no pain guidelines in Cyprus.

Funding of palliative care services:
There is no payment required for palliative care consultation, hospitalisation or
medication in Cyprus.

Socio-cultural

CHANGE IN SOCIO-CULTURAL,
ETHICAL, MORAL ATTITUDES SINCE 2006

Change in public awareness or perception of hospice and palliative care:
Patients and families appear to be less “opiophobic”; this may be because less
morphine (stigmatized) is being prescribed in favour of opioids such as Oxyco-
done and Fentanyl.

Major public discussion, debate or controversy about hospice and pal-
liative care:
There is no information available at this time.

Initiatives that seek to broaden awareness and understanding of hospice
and palliative care:
There is no information available at this time.

Hospice or palliative care ‘success’ stories:

The Bank of Cyprus Oncology Centre is to send two junior doctors to the 2012 San
Diego Hospice International Fellowship Program. Currently 80% of oncology pa-
tients are treated in this centre so it is expected that the increased training of these
two doctors (one in charge of inpatients and the other working with outpatients
and home care) will make a big difference to patient’s symptom control and pain
management.

Initiatives seeking the legalisation of euthanasia or assisted dying:
There is no information available at this time.

In 2006, Oxycodone became available to
purchase for the first time in a private
pharmacy in Cyprus. Previously all opioids had
to be purchased from government hospitals
and were only accessible from Monday to Friday
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Future

THE FUTURE OF PALLIATIVE CARE DEVELOPMENT

The future of hospice and palliative care development:

Hospice and palliative care is ready to be further developed in Cyprus. There is
increased sensitisation and awareness about palliative care and if the financial cri-
sis had not hindered progress, the discipline would have moved forward on many
levels. Further progress will have to wait until the NGOs and government are eco-
nomically stable but the most important thing is that the commitment to progress
exists - currently, the focus will have to be on areas that do not cost as much
money; for example, the translation of literature on opiophobia, basic courses on
pain management, becoming more vocal in the press, and continuing to meet with
the Ministry of Health and encouraging them to establish standards that hospice
and palliative care centres can work towards, etc.

Most significant issues facing hospice and palliative care in the next
three years:

The main focus of organisations is providing home-based palliative care; a pilot
programme is being developed that provides 24hr-care and will demonstrate to
the government an accurate costing of how much can be saved if patients are able
to die at home with the support of home-based palliative care and their family. A
commitment must be made to continue to provide education and support within
hospitals and private clinics and to become role models and educators in these
community settings.

Implications for palliative care relating to the current economic crisis:

The challenges relating to the current economic crisis are that there are
many NGOs trying to raise money and as Cyprus only has a small population
(that are experiencing salary cuts) they are all severely affected. Organisa-
tions are hoping to be able to retain their present staff but unfortunately it
will be more difficult to offer new services. Palliative care in Cyprus is likely
to remain at a standstill until the current economic crisis ends, but hopefully
once it does, the Ministry of Health, the Cypriot public and patients and
their families can become sensitised to the concept of palliative care, and
(as soon as the budget allows) the National Cancer Control Strategy can be
fully enacted.
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Some discussion around palliative care education has already taken place with the Ministry of Health
and NGOs. Health professionals from outside the discipline of oncology have been educated about

pain control and palliative care
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Czech Republic

NATIONAL ASSOCIATION

Czech Society for Palliative Medicine
Ceska spolecnost paliativni mediciny CLS JEP

Clinic of supportive and palliative oncology.
Masaryk Memorial Cancer Institute

Zluty kopec 7, 656 53 Brno, Czech Republic
T/F 420 543136209

oslama@mou.cz

Ondrej Slama, M.D., PH.D., SCIENTIFIC SECRETARY

KEY CONTACT

Ondrej Slama, M.D., Ph.D.
Scientific secretary

Clinic of supportive and palliative oncology .
Masaryk Memorial Cancer Institute,

Zluty kopec 7, 656 53 Brno, Czech Republic
T/F 420 543136209

oslama@mou.cz

Additional information provided by:
Ladislav Kabelka

1 Information collected by the EAPC Task Force predominantly from the Eurobarometer Survey (2012) and the Facts Questionnaire (2012); other sources include data collected for the First Edition of
the EAPC Atlas of Palliative Care in Europe (2007) and personal communication. The information was peer reviewed in 2012.
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Population 10565678
2012

Density 134.0
2012

Surface 78866
Gross Domestic 2401
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20m

Physicians 3.672
per 1000 inhab.

Health expenditure 1885
per capita, PPP, 2010

Health expenditure, 7.9
total (% of Gross),

2010

Human Development  0.873
Index 2012

Human Development 28
Index Ranking Position

2012

Palliative Care Services

ADULT SERVICES (BEDS)

Volunteer hospice team 6
Hospital palliative care support team 2

Home palliative care support team 4

Mixed palliative care support team o
Palliative care units in tertiary hospitals o
Palliative care units in non-tertiary hospitals 2 (45)
Inpatient hospice 15 (385)

Day hospice/day care centre 9

COMMENT/SOURCES ABOUT PALLIATIVE CARE SERVICE

Primary sources of information of the data listed above:
Ondrej Slama (personal experience).

Additional comments:

Many district home care services provide some aspects of palliative nursing and
palliative care as a part of their “daily routine” (e.g. pain and symptom manage-
ment, psychosocial support, counselling).

Palliative care services for children:

There is one paediatric hospital palliative care support team and two paediatric
home palliative care support teams in the Czech Republic.
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Development

HOSPICE AND PALLIATIVE CARE MILESTONES PRIOR TO 2006
1995  Firstin-patient hospice opened in Cerveny Kostelec.

1998  Textbook “Palliative medicine” published by Professor Vorlicek
(450 pp.)-

2003 The Methodical Instructions for Tumor Pain Management is ac-
cepted as an obligatory standard by the Society of General
Practitioners.

2004 The new Medical Education Act is passed. It includes a provi-
sion on palliative care and control of pain as a separate medical
discipline.

2005 The Committee for Palliative Care is initiated by the Ministry of
Health.

2006 The Committee for Palliative Care is dissolved by the Ministry of
Health.

EAPC Palliative Care Euro-Barometer 2005

DEVELOPMENTS IN HOSPICE AND PALLIATIVE CARE SINCE 2006

Most significant changes in hospice and palliative care:

« Two new hospices have been built and opened;

« Two palliative care units have been opened in long-term care hospitals;

« The attitude towards hospice and palliative care both within the professional
community and in the public at large is slowly changing - an understanding
and acceptance of the principles of palliative care is growing;

- Palliative medicine is recognised as a medical subspecialty;

+ Anew legal framework of health care provision defining palliative care is being
developed.

Overall progress in hospice and palliative care:
Hospice and palliative care has improved.

Development of hospice and palliative care in different health and social

care settings:

« Hospitals: Two outpatient palliative care clinics have been established.

« Nursing homes: Formal training of nurses in palliative nursing commenced in
2010, supported by the regional authorities - this has changed the atmosphere
in some institutions in relation to the implementation of regular pain assessment.

+ Residential homes for the elderly: Some residential homes now offer hospice
homecare services.

« Other com. set. No developments.

Expansion from a focus on cancer patients to address the needs of
‘non-cancer’ patients:

The concept of providing palliative care for non-cancer patients is slowly gain-
ing acceptance within the medical community, although no specific services of
this type will be developed until 2012.

Perceived barriers to the development of hospice and palliative care:

« Lack of knowledge about specialist palliative care in medical and nursing com-
munities;

« Palliative care is not a priority in the process of healthcare reform which is cur-
rently taking place in the Czech Republic;

« Insufficient funding for the design and construction of new palliative care services.
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Perceived opportunities for the development of hospice and palliative care:

- Patients and their families are becoming increasingly aware of the possibili-
ties of good palliative care and are beginning to demand it from healthcare
providers;

+ An increasing number of hospitals are striving for international accreditation
(p.e.JCA) - this process raises awareness about different aspects of pallia-
tive care;

+ A new group of motivated health care providers (physicians and nurses) are
becoming increasingly interested in palliative care.

Other issues relevant to the development of hospice and palliative care:
There is no information available at this time.
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THE VITALITY OF PALLIATIVE CARE

National Associations of Palliative Care:

- The Czech Society for Palliative Medicine (Ceskd Spolecnost Paliativni Mediciny
CSL JEP) was formed in 2009; it has a website (www.paliativnimedicina.cz), and
is representative of physicians, nurses, social workers and psychologists working
in the field of palliative medicine.

« The Association of Providers of Hospice and Palliative Care (Asociace poskyto-
vatelll hospicové paliativni péce), was formed in 2005; it has a website (www.
asociacehospicu.cz), and represents the majority of inpatient hospices in the
Czech Republic.

Directory or catalogue of palliative care services:

There is an online directory or catalogue of palliative care services (www.umirani.
cz); the website provides comprehensive information about (and links to all) inpa-
tientand outpatient hospice and palliative care services in the Czech Republic (the
last edition was compiled in 2011).

Congresses, scientific meetings or scientific journals in palliative care:

« There is a palliative care congress: the Czech-Slovak Conference of Palliative
Medicine is held annually, attracting approximately 300 participants.

« There are between three and five regional conferences of palliative medi-
cine organised by hospices each year, attended by approximately 50-200
participants.

« The journal Paliativa Medicina a liecba bolesti (Palliative medicine and pain man-
agement) is published four times per year; it is included in the database Bibli-
ographia Medica Slovaca (BMS)

« The journal Bolest (Pain) is published six times per year; it mostly examines is-
sues of pain management but some palliative care issues are also addressed. It is
included in the EMBASE database.

Palliative care research capacity:

Palliative care researchers include: Ondrej Slama, Masaryk Memorial Cancer Insti-
tut, Brno (oslama@mou.cz); Ladislav Slovacek, Department of Oncology and Ra-
diotherapy, Hradec Kralove (ladislav.slovacek@seznam.cz); and Marie Mackova,
Faculty of Nursing, Brno Medical School (mackova@med.muni.cz).

Palliative care collaboration:

- The key pioneer of hospice and palliative care in the Czech Republic since the
1990s has been Dr. Marie Svatosova, a GP who initiated and promoted the
idea of hospice care and supported local intiatives which resulted in a 14-bed
inpatient hospice being built.

« The Association of Providers of Hospice and Palliative Care have been organ-
ising a variety of different events for World Hospice and Palliative Care Day
since 2009.

Worldwide palliative care alliance level of development:
4A (Countries where hospice-palliative care services are at a stage of prelimi-
nary integration into mainstream service provision).
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Education

DEVELOPMENTS IN PALLIATIVE CARE EDUCATION AND TRAINING
SINCE 2006

General developments in palliative care education and training initiatives:

« Since 2009, palliative medicine has been a part of specialist training for future
medical oncologists and GPs and an optional course in three medical schools
in the Czech Republic.

- In 2011, palliative care was recognised as a distinct medical subspecialty.

« ELNEC courses were developed in the Czech Republic in 2011.

Specific developments in under-graduate palliative care education initiatives:

« Medicine: - Two medical schools have begun to provide palliative medicine as an
optional course; in most medical schools increased importance is now afford-
ed to some aspects of palliative care - pain management, communication, and
medical ethics.

« Nursing: Pain management and end-of-life care is part of the curriculain all nurs-
ing schools (but the priority given to these issues is relatively low).

« Social work: No developments.

« Other professions: No developments.

Specific developments in post-graduate palliative care education initiatives:

- Medicine: Palliative medicine is recognised as a medical subspecialty; a specific
course on palliative medicine is an obligatory part of the specialist training of
future general practitioners and medical oncologists.

« Nursing: An accredited course of palliative nursing (based on ELNEC) is offered
by two nurse teaching centers.

« Social work: No developments.

- Other professions: No developments.

Translation of palliative care documents or other materials:
The EAPC white paper on standards and norms of hospice and palliative care
in Europe was translated and published in the Czech language in 20710.

Initiatives to develop healthcare professional leadership in palliative care:
There is no information available at this time.

Officially recognized medical certification:

- Palliative medicine is officially recognized as a Sub-specialization by the Minis-
try of Health and the National Institute for Postgraduate Training in Medicine in
the following disciplines: clinical oncology, internal medicine, neurology, general
family medicine, geriatrics, surgery, pediatrics, and radiation oncology. Rotation
in clinical services provides accreditation in education of Palliative Medicine; this
involves 20 days of theoretical courses within a twelve-month period. Accredita-
tion commenced in Palliative Medicine and Pain Management (2004), and in Pal-
liative Medicine (2011). Approximately 130 people have achieved accreditation in
Palliative Medicine and Pain Management; since 2011, 19 people were trained in
Palliative Medicine (to be accredited in 2012).

- Thereis an accredited specialist course of palliative care for nurses comprising of
five days of theory, and five days of practical training; since 2011, approximately
60 nurses have gained accreditation through this course.

« There is also a basic course of palliative nursing (based on ELNEC) - accredita-
tion of this course is “in process”.

« Many hospices organise different courses for nurses and physicians that are ac-
credited within the system of Continuous Medical Education.

Capacity of palliative care workforce training in Universities and Medical

Schools:

« Inthe Czech Republic, there are seven medical schools, none of which provide
palliative care as a mandatory component; however, there are two optional
courses of palliative medicine as a part of curricula in Brno Medical School
and Prague Medical School.

- Some aspects of palliative medicine (pain management, psychological is-
sues, and communication issues) are part of curricula in all medical schools
(source: personal experience and expert opinion).

« There are four “other professors of palliative medicine” and 12 “other profes-
sors of palliative medicine (non-medical)” in the Czech Republic - ten nurs-
es with some experience and formal training in palliative care and two social
workers with some experience and formal training in palliative care (source:
personal experience and expert opinion).
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Opioids
DEVELOPMENTS IN PAIN AND SYMPTOM MANAGEMENT SINCE 2006

Developments/opportunities/barriers relating to the availability of es-
sential medications:
All WHO essential medications are available in the Czech Republic.

Developments/opportunities/barriers relating to the accessibility of es-

sential medications:

+ Regulation of the medical use of both weak and strong opioids is quite “liberal”;
every physician is authorised to possess triplicate prescription forms and pre-
scribe all forms of opioids.

« Deep-rooted “opiophobia” among many healthcare professionals is only chang-
ing very slowly.

Developments/opportunities/barriers relating to the affordability of es-
sential medications:

The price of some slow-release oral opioids and transdermal opioids is still rela-
tively high (despite being less than half the price they were in 2006); they are more
than 90% reimbursed by the National Health Insurance Company. In the inpatient
setting (especially in long-term inpatient care with a very limited budget) the high
price of opioids may prove to be prohibitive.

Initiatives to change regulations that may restrict physician or patient
access to pain relief:
There is no information available at this time.

Initiatives to promote attitudinal change in relation to ‘opiophobia’:
Many palliative care education courses for health care providers are organised by
various organizations: for example, the Czech Society for Study and Therapy of
Pain; Czech Society for Palliative Medicine; Association of the Providers of Hospice
and Palliative Care.

Initiatives that examine access to opioid medication for econo