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indications that, despite advances of psychiatry and medicine, it continues to grow and have
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associated with schizophrenia. The ‘Open the Doors’ programme has been implemented since
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and discrimination.
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Preface

The Second World War is now becoming a dim memory for all but those who lived
it. Among them, those who were not soldiers by profession, civilians caught in the
maelstrom of misery, death, terror, starvation and suffering also remember it with
particular clarity.

In that war, my mother, a pediatrician, joined the partisans in Yugoslavia and
took me along. Although this has been more than half a century ago and I was only
8-year old I still remember the time we spent with the resistance movement with
extraordinary clarity: the years immediately before and after have long receded
into vague landscapes of time. Among the memories of the war is one of the nasty
winter of 1943 when I had an experience that gained in significance over the years.

We had completed many hours of enforced march and had come to a road
that we had had to cross: it was well guarded and it was necessary to wait for a
period between the enemy patrols to get to the other side. Everyone had to remain
absolutely quiet. We held that position for hours waiting for the signal to proceed.
It was there that I saw a cortege, a carriage with six white horses, with attendants
dressed in eighteenth century costumes and finery pass by on the protected road.
It was quite beautiful and I remember how extremely clear it seemed to me. I
heard the sound of the hoofs and muted voices of the attendants. The carriage was
moving slowly and once it passed another came along. This hallucination lasted
for what seemed a long time. When I pointed to the sight and described it to others
they looked at me puzzled and ordered me to stop talking about it.

Over the past few decades a number of new findings contributed to our know-
ledge about schizophrenia. Some of these relate to morphological changes of the
brain observable by the increasingly powerful investigative techniques. Others
relate to the nature of the schizophrenic experience, to the importance of main-
taining the patients’ self-esteem for the process of recovery and to the positive role
that families can play in helping the patient if properly trained.

And vyet, for all the advances that have been made by the neurosciences, by
the social and behavioural sciences, by studies of treatment and by public health
investigations the mystery of the brain—mind barrier seems as impenetrable as
it always was. Jim van Os and others demonstrated that typical symptoms of

xi
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Xii Preface

psychosis appear in people who never consulted a doctor for it with a surprisingly
high frequency (Verdoux and Os, 2002): why some of these experiences appear
and vanish while others stay or keep coming back and occupy one’s mind is still
unclear. Why did I see the cortege with white horses when no one else saw it and
why did this type of experience never come back even though there were many
other situations in which I was exhausted, hungry, sleepy and frightened? And
what would have happened to me had I been brought to a hospital, kept there for
observation and maybe given some treatment? Could the label of being kept for
observation in a mental institution have changed my subsequent schooling, social
relationships and working life?

The level of our ignorance is such that it is safe to predict that much more time
is necessary before we learn enough about schizophrenia to be able to prevent it.
We can however provide care to people who suffer from schizophrenia and know
what could enhance the probability that our treatment will be successful and that
patients will find their place in society. We know what obstacles stand in the way of
recovery and rehabilitation. Among these obstacles undoubtedly the most serious
and difficult is the stigmatization of mental illness and of all those in contact with
it — the sufferers, their families, the medications used for treatment, the institutions
in which treatment is provided, staff in mental health institutions and even the sites
on which they are located.

This book is about stigma and ways of fighting it. It reports on what we and the
other participants in the WPA Global Programme against Stigma and Discrimina-
tion because of Schizophrenia have learned from it. It also contains our thoughts
about ways of intensifying the programme and making it an essential part of health
services, equivalent in importance to training staff about ways to treat diseases.

We hope that this volume will make readers aware of the nature of stigmatiza-
tion of mental illness in different cultures and of the consequences of stigma and
discrimination for all concerned. We also hope that it will make readers eager to
join those who fight these because they are awesome obstacles to progress not only
for mental health programmes but also for progress towards the creation of a civil
society.

Norman Sartorius
Geneva, Switzerland, 2005

REFERENCE
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Introduction

The stigma attached to mental illness and all that is related to it — patients who
suffer from mental disorders, their families, psychiatric institutions, psychotropic
medications — is the main obstacle to better mental health care and better quality
of life of people who have the illness, of their families, of their communities and of
health service staff that deals with psychiatric disorders. It is a basic component
of the negative discrimination that people with mental illness experience every
day. It blocks access to facilities and options that, in principle at least, have been
created to help people impaired by mental illness. Stigma is pernicious and what
is worse there are indications that despite advances of psychiatry and medicine
stigma continues to grow and has more and more often terrible consequences for
patients and families.

The stigma associated with schizophrenia is particularly harsh. A person diag-
nosed with the illness will be seen by most of those around him or her as dangerous,
lazy, incompetent at work, unable to be a family member that fulfills his or her social
obligations. Different fears and prejudicial judgments may be in the foreground of
stigma in different cultural settings: what is common is that the negative opinion
will stay stable even after all the symptoms of the disease have disappeared and
after it has been possible to show that the individual concerned can work and fulfill
his social roles at least as well as his fellow citizens.

That stigma exists and that it is pernicious is gradually becoming accepted (Link
et al., 1992). This growth of awareness is however only rarely accompanied by the
commitment or at least willingness to do something about diminishing stigma and
its consequences.

The reasons given for inaction by mental health workers (and by others who
should be concerned with stigma) are varied. Some say that they are too busy,
others that individuals cannot change stigmatization. Still others state that stigma
linked to mental illness is not very different from the stigma attached to other
illnesses and therefore only a comprehensive programme which is beyond their
reach can make sense.

xiii
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Xiv Introduction

The different voices of stigma and discrimination

During the course of the programme in interviews, in focus groups and more
public forums, those living with the illness and their families have described many
different ways stigma and discrimination is manifested:

From India: ‘My parents support me but we can't tell any of our neighbors. It
would hurt my sister’s chances of being married

From Canada: ‘If | apply for the job and tell them I have schizophrenia, | won't be
hired. If | don't tell them and they find out, or | suffer a relapse later, | will be fired!

From Japan: ‘Women with an illness like this will be kept at home to do domestic
chores, while we men are sent out of the house!

From the United Kingdom: ‘[T]he only way | found out the doctors had diagnosed
me with schizophrenia was because | managed to read it upside down on my
medical notes! No one had told me and finding out that way was very frightening.
| felt very alone!

From the United States: ‘The doctors left me waiting in the emergency room,
fighting my delusions for six hours; they said other people’s problems were more
serious than mine!

The Global Programme of the World Psychiatric Association

In 1996, the World Psychiatric Association undertook a programme to address
the stigma and discrimination because of schizophrenia. At a meeting in Geneva,
Switzerland, 38 psychiatrists from more than 20 countries and representatives from
consumer groups discussed ways to address the barriers to proper treatment, the
difficulties with reintegration, and how best to address the human rights of those
living with the illness and of their families.

Collectively, the group agreed to three guiding principles for the programme:

e to survey individuals living with the illness and their family members about the
experience of stigma and discrimination, and where possible encourage their
active participation;

e to encourage the participation of individuals throughout the community
whether in health care, government or private enterprise — everyone was
welcome;

* to ensure this was a long-term effort, rather than a brief campaign.

To start the programme it was necessary to develop guidelines and manuals.
Initially, these would be drafts which would be improved upon in the course of
time. To produce those materials the Steering Committee established four other
groups:
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XV The Global Programme of the World Psychiatric Association

The Treatment Committee was charged with compiling the latest information
on the illness and the variety of treatment options available. For the first year,
the head of this group was the Italian psychiatrist, Mario Maj. In 1997, Wolfgang
Fleishhacker of Austria stepped into that role.

The Reintegration Committee, chaired by Julian Leff of the UK, was to examine
results of research done on reintegrating individuals back in society.

The Stigma Committee, the largest of the four groups, surveyed the manifest-
ations of stigma and discrimination because of schizophrenia in different cultures
and countries. Richard Warner from the US directed the efforts of that group.

Finally, while the programme’s Steering Committee oversaw the interworking of
the groups, the Review Committee would review the documents produced by the
groups.

After reviewing the evidence and relevant facts, the groups produced a single vol-
ume on schizophrenia. The volume was written in the style of an encyclopedia entry,
easily readable and based on evidence. The volume was annotated with remarks
indicating sections particularly relevant to fighting stigma. This volume was meant
to provide a central compendium of the latest scientific information on schizophre-
nia for the media and programme participants. This volume has been translated
into Spanish, Polish, Italian and Japanese. In Spain, it has been published as a book.

The groups next produced a step-by-step guide for implementing an anti-stigma
programme. The group understood that most of the implementers of the pro-
gramme in individual countries would have had little or no experience in addressing
public awareness or changing public opinion and wanted to provide guidance on
social marketing efforts. That volume was drafted by Dr Sartorius and Dr Hugh
Schulze with the help of Dr Warner, and reviewed by the Steering Committee and
other experts, such as communication professionals. It is designed to assist psychi-
atrists and other mental health professionals in assembling a Local Action Group,
setting measurable goals and objectives, and identifying key target groups for the
programme. The guide includes suggestions on how to hold a press conference,
write a press release, and numerous other practical tips. After years of its use, the
volume has been further developed through the creation of a Manual with prac-
tical suggestions based upon the experiences of the programme and use of the
volume.

The steps outlined in that initial volume take Local Action Groups roughly 12 to
18 months to implement — from initial planning meetings to full implementation.
Over the years, a number of general principles have emerged that have applied in
all countries:

e The programme’s goals should be based upon information obtained from
patients and their families in the culture in which they live.
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Xvi Introduction

¢ The programme should be directed at particular, defined target groups.

¢ The programme should be undertaken first in areas in which success is likely in
the short term to encourage all participants.

e The programme should include active participants willing to stay with the
programme for at least 2 years.

e The Local Action Group should develop a plan of action and invite leading
personalities in the country to join the programme’s support group.

¢ The programme will place all of its experience and funding at the disposal of
other programmes participating in the global effort, and in turn rely upon their
resources when and where necessary.

¢ When identifying select target groups it is important to have an individual from
that particular target group on your team — not only can they provide insights
on the best way to address their peers, but recommendations on individuals and
groups you may be unaware of.

e For national programs, a group composed of representatives from the different
cities or regions is important to ensuring coordination between the groups and
amortizing costs overall.

¢ In general, the more targeted the intervention — in terms of messages and media
directed to identifiable individuals or a group — the more effective the effort will
be. (We will see examples of this in the Canadian Pilot Study.)

The volume also contained practical suggestions such as the creation of a project
log, establishment of regular meeting times and other suggestions for maintaining
group cohesion. Examples from both volumes are listed in the appendices of this
book.

Since that first meeting, more than 20 countries have undertaken nearly 200
anti-stigma interventions. As we will see, these interventions were directed towards
well-defined target groups in an effort to address different parts of the vicious
cycles that lead to discrimination and prejudice.

The WPA and Local Action Groups in different countries have published journal
articles and reports on the on-going efforts around the world. They have also made
presentations at major scientific meetings, conferences and congresses. This book is
intended to gather the latest data from all of these efforts and provide insights into
how each initiative was developed in a particular country through the cooperation
of men and women from a wide variety of backgrounds.

What sets this programme apart from other anti-stigma initiatives is both its
international nature — whereby groups in different countries were able to share
best practices — and the collaborative nature of the Local Action Groups. Following
guidelines set out by the WPA Global Programme and refined in other countries,
these groups bring together psychiatrists and other mental health professionals,
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xvii The Global Programme of the World Psychiatric Association

journalists, politicians, schoolteachers, and perhaps most notably, those living
with schizophrenia and their family members as well.

The First International Conference on the Stigma and Discrimination because
of Schizophrenia was held in Leipzig, Germany in 2001. In 2002, further findings
were presented at the WPA Congress in Yokohama, Japan, a logical consequence of
the fact that the Global Programme against Stigma is one of the five Institutional
Programmes of the WPA. A Second International Conference was held in Kingston,
Ontario in Canada in 2003. It is expected that further conferences dealing with the
work against stigma and its consequences will take place and that they will allow an
exchange of experience at the same time as an encouragement to those participating
in the programme and others that will join them.
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Structure of this Book

The opening chapter provides an overview of the challenge and methodologies used
to fight stigma and discrimination. The following chapters provide country-specific
reports on interventions undertaken following the WPA guidelines. These have
been organized more or less chronologically in four phases. Phase I, which involved
the first use of Volumes I and II of the programme materials, was undertaken in
1997 in Calgary, Canada. Phase II was an extension of the programme to Spain and
Austria. Phase III included other European countries such as Germany. Phase IV
was programme implementation in other countries.

Each chapter concludes with a list of articles relevant to the anti-stigma efforts
in that country. The final chapter includes a list of recommendations and cautions
relevant in undertaking such a programme. In Appendix I, the reader will find
Volume I of the programme —a step-by-step guide to planning and implementation.
Appendix II contains sample pages from Volume II, which contains information on
the diagnosis and treatment of schizophrenia, along with a section devoted to the
stigma and discrimination associated with the illness. We have also included the
instruments for surveys of knowledge and attitudes that were used in the Calgary
Pilot Study in Alberta, Canada.

Additional information is available at the programme web site:
www.openthedoors.com

Those interested in starting a programme against stigma should contact:

Professor Dr Norman Sartorius

14 chemin Colladon

1209 Geneva, Switzerland

Tel: 41 22 788 2331

Fax: 41 22 788 2334

E-mail: mail@normansartorius.com

Please note that those who join the WPA network will be expected to share the
data that they obtain in their work with other participating sites and to follow the
guidelines of the programme. In turn they will be given access to all of the sites’
materials and will be kept informed about the development of the programme.

Xix
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Participants in the Programme
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Julio Arboleda-Florez (Canada)
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Hugh Schulze (United States)

Costas N. Stefanis (Greece)
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Treatment Committee

W. Wolfgang Fleischhacker (Austria): Chairman after 5/97
Juan J. Lépez-Ibor (Spain): Steering Committee Representative
Timothy J. Crow (United Kingdom)

Paramanand Kulhara (India)

Jan Libiger (Czech Republic)

Michael G. Madianos (Greece)

Mario Maj (Italy): Chairman through 5/97

Michael O. Olatawura (Nigeria)

Reintegration Committee

Julian Leff (United Kingdom): Chairman

Costas N. Stefanis (Greece): Steering Committee Representative
Marina Economou (Greece)

Wolfgang Gaebel (Germany)

Ulf Malm (Sweden)

Vincent B. Wankiiri (Uganda)
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xxii Participants in the programme

Stigma Commiittee

Richard Warner (United States): Chairman
Narendra N. Wig (India): Steering Committee Representative
Anthony W. Clare (Ireland)

Sue Ellen Estroff (United States)

Julio Arboleda Flérez (Canada)

Robert Freedman (United States)

Semyon Gluzman (Ukraine)

Trisha Goddard (Australia)

Driss Moussaoui (Morocco)

Michael Phillips (China)

Everett M. Rogers (United States)

Corinne L. Shefner-Rogers (United States)

Review Committee

Wolfgang Gaebel (Germany): Chairman
Heinz Hifner (Germany): Chairman to 2001
Norman Sartorius (Switzerland): Steering Committee Representative
Istvan Bitter (Hungary)

Giovanni de Girolamo (Italy)

R. Srinivasa Murthy (India)

Ahmed Okasha (Egypt)

Charles Pull (Luxembourg)

Wulf Rossler (Switzerland)

Pedro Ruiz (USA)

Mitsumoto Sato (Japan)

Harold M. Visotsky, deceased (United States)
Greg Wilkinson (United Kingdom)

ex officio Review Committee Members
W. Wolfgang Fleischhacker (Austria)
Julian Leff (United Kingdom)
Richard Warner (United States)

Chairpersons and Advisors of Local Action Groups

Each chapter of this book is dedicated to a different initiative in a different country.

At the end of each country report, we will list many of those who have helped make

those programmes a success. Here, we wish to acknowledge those heads of sites
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Xxifi

Participants in the programme

instrumental in bringing the results to this book. Contact information for individ-

uals and Local Action Groups are given at the end of appropriate chapters. (Like

the chapters themselves, the countries are listed in chronological order roughly

corresponding to when the initiatives were begun.)

Canada
Spain
Austria
Germany
Italy

Greece
United States
Poland
Japan
Slovakia
Turkey
Brazil

Egypt
Morocco
United Kingdom
Australia
Chile

India
Romania

Julio Arboleda-Florez and Heather Stuart
Juan J. Lépez-Ibor and Olga Cuenca
Werner Schony and Wolfgang Fleishhacker
Wolfgang Gaebel and Anja Baumann
Guiseppe Rossi

Costas Stefanis and Marina Economou
Richard Warner

Andrzej Cechnicki and Anna Bielanska
Mitsumoto Sato

Pétr Nawka

Alp Ugok

Cecilia Villares

Tarek Okasha

Nadia Kadri and Driss Moussaoui
Graham Thornicroft and Vanessa Pinfold
Barbara Hocking and Alan Rosen

Carlos Caceres Gonzalez

R. Srinivasa Murthy and R. Thara

Raluca Nica
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