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ABSTRACT

The WHO Regional Office for Europec organized a European
Consultation on the Rights of Patients, which was held in Amsterdam
on 28-30 March 1994. The participants comprised some 60 people
from 36 Member States of the WHO Ewropean Region, representing
the viewpoints of citizens, patients, health care providers, policy-
makets and academics. Their task was to define principles and
sirategies to promote the rights of patients, as a part of current efforts
to reform health care. Discussion centred on a document, prepared by
a proup of experts convened by the Regional Office, on the principles
of the rights of patients. The participants’ most important
recommendations were incorporated in a Declaration on the
Promotion of Patients' Rights in Europe; it endorsed the principles
spelled out in the WHO document, commended strategies for action,
called for closer cooperatton between international bodies and
proposed the monitoring of developments.
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INTRODUCTION

The Buropean Consultation on the Rights of Patients was held by
the WHO Regional Office for Europe and hosted by the
Government of the Netherlands. The participants comprised some
60 people from 36 Member States of the WHO European Region.
The participants represented a wide variety, not only of countries
from all parts of the Region, with different processes of health care
reform, but also of governmental, intergovernmental and
nongovernmental organizations. Thus, they could express the
viewpoints and experiences of citizens, patients, health care
providers, policy-makers and academics. The participants' task was
to define principles and strategy to promote the rights of patients as
the first step in a continuing initiative linked to the process of health
care reform that was under way in most countries of the Region.
Lists of the working papers and participants comprise Annexes |
and 2, respectively.

The Consultation was the culmination of a long preparatory
process. As early as 1986, the Regional Office carried out studies
and surveys on the development of patients' rights throughout the
Region, concluding with the publication of The rights of patients in
Eurepet and the distribution of a draft document on the principles of
the rights of patients. The strategy of the Consultation was to review
patients' rights within the context of other emerging issues and
trends, such as patient education, relationships between health
personnel and patients, health education and social rights. The
intention was 1o establish a broad rather than exclusively legal
conception of patients' rights. This permitted the exploration of
various possibilities for the adoption and observance of patients’
rights in WHO Member States both in formal sessions and in
informal discussion,

“ Leenen, H, et al. The rights of patients in Europe. Deventer, Kluwer Law
and Taxation Publishers, 1993,




DISCUSSION

The focal point of discussion was the document on the principles of
the rights of patients, which had been prepared by an expert group
convened by the Regional Office, and finalized after consultation
with Member States. Short presentations focused on:

s  the key issues in the document (information and consent,
confidentiality and privacy, and rghts to care and
treatment);

¢ how the principles might be applied in practice and the
resulting implications; and

* the wider political, social and ethical significance for
health policy and for health care reform.

A special presentation on developments in the Netherlands
showed how patients' rights could be promoted and the
complementary views of physicians and patients/consumers. Then
the participants formed three working groups. Their task was to
identify the implications of the principles for policy, and the next
steps to be taken in countries, depending on their invidividual
circumstances, and by international organizations, to sustain
momentum.

The groups' reports showed a notable consistency of the views
expressed. There was general endorsement of the document
Principles of the rights of patients: a common framework. Tt offered
essential guidance to be applied as appropriate by and within
countries at various levels. It provided the basis for a continuing
commitment to action. Its approach could foster a spirit of
partnership and mutual support among all parties concerned:
governments and other public or other legally sanctioned bodies,
patients' organizations and other nrongovernmental organizations,
members of the health and legal professions and relevant academic
faculties,

In addition, the participants made a number of conclusions and
recommendations.  The  principal  recommendations  were
incorporated in a summary Declaration on the Promotion of




Patients' Rights in Europe# which the participants adopted. The
Declaration endorsed the principles of the rights of patients,
commended the strategies for action identified below, welcomed
closer cooperation between international bodies and proposed the
monitoring of developments.

CONCLUSIONS AND RECOMMENDATIONS

Importance and timeliness of promoting patients’ rights

{. Action taken now 1o promote patients’ rights in the European
Region would be a most timely contribution to the process of
change in health care systems. Political, economic and social
pressures were raising crucial choices in the organization,
financing and management of the health sector, as well as
fundamental issues of professional ethics and the need for new

health legislative frameworks. Citizens' and patients' rights

needed to be addressed within the context of these debates. For
all countries of the Region, the primacy of patients’ rights and
health professionals’ duties should not be lost under the
pressure of economic and other forces.

As countries moved into closer relationships through their
membership of international and integrational organizations,
the need grew for a common spirit, a shared philosophy and
culture of care throughout the Region. Nevertheless,
differences between countries in the interpretation and
realization of that common spirit would be respected, in
accordance with their traditions and legal and other
frameworks. Countries in political and economic transition had
a special need for technical and other support, as they
developed their own structures and strategies to promote
patients' rights.

4 Copenhagen, WHO Regional Office for Burope, 1994 (document ICP/HLE
121/A).




Principles of patients' rights

3.

The participants took particular note of the WHQ expert
group's comprehensive understanding of health care: the full
range of services for health promotion and protection, disease
prevention, diagnosis, treatment, care and rehabilitation. This
had particular significance for the concept of the patient and of
patients' rights. According to the expert group, the patient
encountered a wide variety of health care providers and
fulfilled a range of roles, from sick and dependent person
through client receiving advice to consumer or customer
obtaining health products for his or her own use, This implied a
continuurn of health states, from a high level of wellness to
permanent disability and terminal illness. The scope of patients'
rights and, as appropriate, reciprocal responsibilities must
therefore reflect this continuum.

Properly informed and educated patients, in partnership with
their professional health care providers, were essential
contributors to enhancing and maintaining the quality of the
process and outcome of care. This partnership could only be
truly effective, however, if it were matched by the development
of mechanisms to give feedback to physicians and other care
providers on the outcomes of their technical interventions, their
efficiency in using resources and, not least, patients'
perceptions of their behaviour in the care process.

Legal formulations of the rights and obligations of both
providers and patients must have the clanification of roles and
expectations as a primary objective, They should not be used to
constrain the patient-provider relationship, or lead to defensive
behavipur from either. They must always have an educational
purpose, in addition to their use as a sanction in the event of the
exceptional  case  of failure to  fulfil a professional
responsibility.




It was essential that provisions for patients' rights respond to
the needs of everyone with a stake in health care. They must
seek:

s to promote and sustain beneficial relationships between
patients and health care providers, and in particular to
gncourage more active patient participation;

e toreaffirm fundamental human rights in health care, and in
particular to protect patients' dignity and integrity, and to
promote respect for all patients, particularly the most
vulnerable;

* 1o help patients obtain the fullest benefit from their use of
the health care system, and, when necessary, to mitigate
the effects of any problems they may experience with it;
and

e to strengthen the opportunities for dialogue between
patients' organizations, health care providers, health
administrations and groups representing wider societal
interests.

Strategies for patients' rights

7.

The development of a policy to promote patients' rights was the
necessary first step; as soon as feasible, a carefully prepared
strategy needed to be developed to ensure that the political
intention was translated into a course of action that commanded
the support of all parties involved. Such action would not
follow automatically, but would take time to become fully
effective. This meant that the people who were responsible for
launching and guiding the action had to sustain their effort and
sense of commitment.

While countries differed in legal frameworks, processes of
health care reform, economic conditions and social, cultural
and ethical values, certain common approaches could be
adapted to the circumstances of each. The most positive




consequence of the Consultation would be for all interested
parties mn each country 1o initiale or renew rnultiple strategies
of unplementation, These would probably need (o include most
or all of the following:

(a) legislation or regulations specifying the rights,
entitlements and responsibilities of patients and care
providers (both health professionals and health care
institutions);

{b) professional codes, patients' charters and similar formal or
quasi-formal statements of rights and obligations, to
complement or supplement the relevant legislation or
regulations (these should be drawn up in the light of
understandings agreed between the representatives of
citizens, patients, health care providers and policy-makers,
and then periodically revised in response to changing
circumstances);

{¢) networking between and among patient and provider
groups, recognizing the distinction between citizen and
user participation;

{(d) government support for the establishment and effective
running of nongovernmental organizations involved in
patients' rights;

{e) national colloquia and conferences to maintain the shared
sense of understanding that has been reached between the
representatives of citizens, patients, providers and policy-
makers:

(f) sustained involvement of the mass media in informing the
public, stimulating constructive debate and promoting
awareness of the rights and responsibilities of patients,
service users and their representative organizations;

(g) strengthening of training in communication skills at all
levels of the professional education of providers, and
introducing training in advocacy skills for patient and
other user groups (both types of training implying the




development of a proper understanding of the perspective
and role of the other party); and

(h) commissioning of research of various types to help
evaluate and document the effectiveness of legal and other
provisions to support patients' rights, complemented by
other research on health care providers' performance of
technical tasks and aspects of patients’ behaviour.

The pillars of any health policy that took proper note of the
issue of patients' rights were equity and ethics in health and
health action, as described in the WHO regional targets for
health for all. Inefficient and ineffective practices in health care
were unethical in themselves and perpetuated inequities by
preventing the use of limited resources on people in need.

International action

10. Support for patients' rights at the international level hinged on

I,

good cooperation between international organizations, such as
WHO, the Council of Europe, the European Unicn, and
relevant international nongovernmental organizations, such as
the World Medical Association, Patients' rights needed to be
the subject of continuing discussions between them and their
members. Consistent policy positions, coordinated strategies of
implementation and an understanding of how their resources
and competences could best be used were essential components
of a sustained Region-wide movement to promote and protect
the rights of patients and professional health care providers.

The forthcoming WHO Regional Conference on Health Policy
would provide an important opportunity for increasing
understanding of and disseminating strategies for the promotion
of patients’ rights in the European Region, and that the
proposed WHO regional conference on health care systems in
transition, to be held in Vienna in 1996, would address the
rights, roles and responsibilities of both patients and providers.
The Regional Office should monitor developments following
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from the Consultation and present the findings to the
conference in Vienna.




Annex 1

WORKING PAPERS?

ICE/HLE 121/5 Prineiples of the rights of patients
in Burope

ICP/HLE 121/6 Introduction to the study and the
principles on patients' rights in
Europe, by H.J.J. Leenen

ICP/BLE 12177 Health professionals and the rights
of patients, by M. Bonnel

ICP/HLE 121/8 Congumers' views on health care
systems, by M. Calnan

ICP/HLE 121/9 Patient education and health
education, by A. Deccache

@ Copies ¢an be obtained from the Training and Research in Public Health
unit, WHO Regional Office for Europe, Scherfigsvej 8, DK-2100 Copenhagen (3,
Denmark.




Annex 2

PARTICIPANTS

Albania

Dr K. Poro .
President of the Order of Physicians, Hospital Centre of Tirana

Armenia

Dr H.R, Davtian
Department of International Affairs, Ministry of Health, Yerevan

Austria

D G. Aigner
Department of Public Health, Federal Ministry of Health, Sport and

Consumer Protection, Vienna
Azerbaijan

Dr C.R.O. Ragimov
Head, Department of the Cabinet of the Minister of Health of the

Republic of Azerbaijan, Baku
Belgium

Dr Lise Thiry

Conseiller au Ministére de 1a santé publique et de 'environnement,
Brussels

DrJ.-P, Dercy

Inspecteur général, Minisigre de la santé publique et de
I'environnement, Brussels

Rosnia and Herzepovina

Dr Borisa Hrabac
Adviser to the Minister, Ministry of Health, Sarajevo

Bulgaria

Pr C. K. Nachev
Director, Departiment of Internal Medicine, Chief, Clinic of
Cardiology, Medical Faculty, Sofia




Croatia

Ms Z.M. Matkovie
Senior Ministerial Adviser, Ministry of Health, Zagreb

Crech Republic

DrP. Veselka
Ministry of Health of the Czech Republic, Prague

Estonia

Dr Ann Raadik
Therapist, Head of the Department of Internal Diseases, Keila
Hospital

Finland

Ms P, Kokkonen

Direetor-Gieneral, National Boards of Medicolegal Affairs, Helsinki
(Vice-Chairperson)

France

Dr G, MNicolas
Vice-président du Haut comité de la santé publique, Ministére des
affaires sociales de la santé et de 13 ville, Paris

Ms 5. Chaillet

Sous-direction des Systémes de santé et de qualité des soins, Direction
générale de la santé, Ministére des affaires sociales de la santé et de la
ville, Paris

Germany

Dr K. Gayer
Counsellor for Legal and Social Affairs, German Embassy, The
Hague, Netherlands

Ms Ellen Wolf
Leiterin der Unterabteilung Allgemeine Gesundheitsvorsorge, Berufe,
Bundesministerium fiir Gesundheit, Bonn

Georgia

Dr Natalia Kazakhasvili

Head, Pepartment of Economics, Ministry of Health of the Republic
of Georgia, Thilisi
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Hungary

Dr P. Geher
Head of Divisian, Department of Health Policy, Ministry of Welfare
of Hungary, Budapest

Dr Hana Pédva
Legal Adviser, Legal Department, Ministry of Welfare of Hungary,
Budapest

feeland

Ms D. Palsdottir
Director of Legal and International Affairs, Ministry of Health and
Social Secerity, Reykjavik

Ireland

Mr 8. Benton
Principal, Secondary Care Division, Department of Health, Dublin

Israel

Ms Y. Kranoth
Senior Deputy Legal Adviser, Ministry of Health, Jerusalem

Italy

Dr G. Cimatti
Policy Secretary, Federative Demoeratic Movement, Rome

Kyrgyzstan

Dr A, Raimzhanov
Head, Department of Diseases of Internal Organs, Kyrgyzstan State
Medical Institute No. 2, Bishkek

Lithuania

Ms T. Birmontiene
Consultant for Health Legislation, Department of Public Health,
Ministry of Health, Vilnius

Malia

Dt A. Vassallo
Chief Government Medical Officer, Department of Health, Valletta
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Netherlands

Ms A.-M. Alkemade
International Relations Officer, Directorate-General of Health,
Ministry of Welfare, Health and Cultural Affairs, Rijswijk

Ms H. d'Ancona
Minister of Welfare, Health and Cultural Affairs, Rijswijk

Mr A.P.M. Bersee
Head, Section of Consumer Policy, Ministry of Welfare, Health and
Cultural Affairs, Rijswijk

Dr W H. Cense
Director General, Netherlands Red Cross { Chairperson)

Dr G. van Etten
Director, General and International Health Policy Department,
Ministry of Welfare, Health and Cultural Affairs, Rijswijk

Dr B. Sangster
Director-General for Health, Ministry of Welfare, Health and Cultural
Affairs, Rijswijk

Norway

Ms 1], Nicolaysen
Senior Executive Officer, Minisiry of Health and Social Affairs, Osle

Dr Kari Sunderland
Deputy Director General, Norwegian Board of Health, Oslo

Poland

Dr J. Halik
Deputy Director, National Centre for Health System Management,
Warsaw

Dr Jolanta Sabbat
WHO Liaison Officer, ¢/o Ministry of Health and Social Welfare,
Warsaw

Portugal

Dr Joao Manuel Nunes Abreu
Director-General of Health, Lisbon
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Republic of Moldova

Mr C.V. Pasecinic
Chief of Department of Health Services, Ministry of Health of the
Republic of Moldova, Chisinev

Romania

Dr V. Belis
Director, Institute of Forensic Medicine, Bucharest

Russian Federation

Dr M.I. Verbitskiy
Deputy Director, Strategic Planning and Legislation Board, Ministry
of Health of the Russian Federation, Moscow

D¢ T.V. Gracheva
Chief, Division of Legislation, Ministry of Health of the Russian

Federation, Moscow
Slovakia

Dr L. Soltés
Hecad, Department of Medical Ethics, Postgraduate Medical Institute,

Bratislava
Slovenia

Dr Polona Peternel
National Coordinater, " Patient-Friendly Hospitals” Programme,
Clinical Centre Trnovo, Hospital of Internal Medicine, Ljubljana

Spain

MrL.C. Martinez Aguado
Service of Attention to the Patient, National Health Institute, Madrid

Sweden

Dr Lena Jonsson
Head of Section, Department of Health Care, Ministry of Health and
Social Affairs, Stockholm

Dr Lotta Westerhill
Faculty of Law, University of Lund



The Former Yugosiav Republic of Macedonia

Dr J. Tofoski
Minister of Health, Ministry of Health, Skopjc

Ms K. Burnazovska
Legal Adviser to the Minister of Health, Ministry of Health, Skopje

Urited Kingdom

Mz: T. Funnell
Lirector, National Eczema Society, London

Ms N. Dennis
Head of Consumer Audit, College of Health, London

Uzbelkizstan

Dr Y.D. Sakhybov
Director, Institute for Science and Research in Haematology and
Blood Transfuston, Tashkent

Representatives of Other Organizations

Council of Europe

Mr H. Scicluna
Head of Health Division, Strasbourg, France

Hospital Committee of the European Community

Dr K. Schutyser
Leuven, Belgium

Dutch Patient and Consumer Qrganization

Dr AF, Deakkers
Director, Utrecht, Netherlands

Roval Duteh Medical Asseciation

Ms I.M.G. Lanphen
Vige-President, Utrecht, Netherlands

European Forum of Medical Associations and WHO

Dr M. van Lecuwen
Exceutive Director, Health Council of the Netherlands, The Hague
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International Organisation of Consumers Unions

Mr A. Chetley
London, United Kingdom

Temporary Advisers

Mr K. Barnard
Nordie School of Public Health, Gothenburg, Sweden (Rapporteur)

Dr M. Bonnel
Confédération des syndicats médicaux frangais, Paris, France

Dr M. Calnan
Professor, Centre for Health Services Studies, University of Kent,
Canterbury, United Kingdom

Mr A. Deccache
Health Education Unit, Faculty of Medicine, Catholic University of
Louvain, Brussels, Belgium

Dr 5. Gevers
Professor of Health Law, Institute of Social Medicine, University of
Amsterdam, Netherlands

DrH.1J. Lecnen
Emeritus Professor in Social Medicine and Health Eaw, University of
Amsterdam, Netherlands

Dr J.F. Martin
Médecin cantonal, Privat-docent et agrégé, Service de la santé
publigue, Lausanne, Switzerland

Dr R.G. Nypels
WHO Coordinator, Humanitarian Assistance Programme in Health,
Skopje, The Former Yugoslav Republic of Macedonia

Dr A. Piga
Faculty of Medicine, University of Alcala de Henares, Madrid, Spain

Dr A. Prims
Professor, University of Leuven, Belgium

Dr Henriette Roscam-Abbing
Professor of Health Law, University of Utrecht, Netherlands
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Mr B. Wijnberg .
Deputy Director, Directorate General of Health, Ministry of Welfare,
Health and Cultural Affairs, Rijswijk, Nethertands

World Health Organization

Headguarters

Ms G, Pinet
Senior Legal Adviser, Office of the Legal Counsel

Mr 5.5, Fluss
Chief, Health Legislation

Regional Office for Europe

Ms K. Andersen
Programme Assistant, Training and Research in Public Health

Dri. E. Asvall
WHO Regional Director for Europe

Dr J.A. Bury
Regional Adviser, Training and Research in Public Health

Mr G, Kirsch
Consultant, Training and Research in Public Health

Ms A. Rasmussen
Assistant, Director of Health Services

Dr C, Sakellarides
Director, Health Services

Dr M. Vienonen
Regional Adviser, Health Managemeni
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HEALTH AND ETHICS

" By the year 2000 all Member Sz‘aras should have mechamsms" in placeto ‘
‘ strengrhm ethical c:mmdemnons in decisions relating to n‘w hmlth af
mdw:duals gmups and populancms
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