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Editorial vy

Dear friends, 30 YEARS OF AUTISM-EUROPE

Welcome to this special edition in celebration of the - IR A

3oth anniversary of Autism-Europe! It all began in the - 1993 t0 2002

early 1980s as the idea of some passionate parents - What has changed for people with autism and their

who wanted to better understand their children and to families over the past 30 years? ..........cccccceeereenene. 11
ensure they would have the best possible quality of life. - 2003 t0 2012

To this end, Autism-Europe has consistently promoted a
rights- and evidence-based approach to autism, working
together with people who have autism and their families,
professionals and political decision-makers.

- 2013 and beyond
- Birthday wishes for people with autism

- Easy-to-read version

To further advance the rights of people with all types of LIST OF MEMBERS
disabilities, Autism-Europe has also actively taken part in
shaping a unified and strong movement of people with
disabilities in Europe, alongside other organisations.

We have come a long way since 1983; the broader
community is becoming more aware of autism and
people with disabilities have gained better recognition of Collaborators
their rights. However, much work remains to be done to ensure the full

implementation of their rights and the effective participation of people R B €<
with disabilities in European society. Zsuzsanna Szilvasy
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50 years

of action for autism in Europe
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Images: (top) Greece signing the UNCRPD, with European Disability
Forum President, Yannis Vardakastanis (far left); (middle) Autism-
Europe Director, Aurélie Baranger, and Pietro at the European Day
of People with Disabilities in 2010; (bottom) World Autism Awa-
reness Day in Kecskemét, Hungary. Image: (below) World Autism
Awareness Day in Breclav, Czech Republic.

What has changed for people with autism and their families across
Europe over the past 30 years? Have policy and legislative changes made
a difference to their everyday lives?

Changes to policies, legislation and practices often occur as a result of many
small steps over time, so their impact is not always easy to assess. That is
why it is worth stopping to examine what has been achieved over the past 30
years and to celebrate these gains.

This special edition of LINK magazine aims to highlight the evolution of the
situation faced by people with autism and their families since Autism-Europe
began back in 1983. These are highlighted through accounts of our past
activities and the results of a survey of Autism-Europe members. Some of
our members’ personal experiences over the past 30 years are also profiled
in this edition. On these pages, the progress that has occurred in awareness,
legislation, diagnosis, education and support is illustrated, along with some
of the ongoing challenges for people with autism.

Above all, this edition would not be possible without the many dedicated
parents, self-advocates and volunteers who have contributed to the achieve-
ments of Autism-Europe over the past 30 years. Just as it is impossible to
distil 30 years of history into 28 pages, it is also impossible to name and thank
all of the people who have contributed to Autism-Europe’s achievements.

Over the past 30 years, across Europe, people with disabilities have gained
better recognition as full citizens. Some people with autism now have access
to early intervention, adapted and individualised education, employment
and support services. It is clear that over this time the advocacy of Autism-
Europe and our members across Europe has made a difference.

Yet, when considering the improvements over the last three decades, it is
also clear that many challenges remain. For example, the majority of families
affected by autism in Europe still struggle to access fundamental things like
diagnosis by qualified professionals and evidence-based therapies.

After 30 years, the mission of Autism-Europe is far from complete, but
people with autism and their families have worked hard together to bring
positive changes to legislation, policies, practices and attitudes, and this is
really worth celebrating.




1980

Autism

Autism is a complex lifelong disability
that affects the development and
functioning of the brain. People who
have autism experience difficulties with
social interaction and communication
and often display restricted interests
and repetitive behaviour. Autism is a

‘spectrum disorder’, which means that
the symptoms vary between individ-
uals, ranging from mild to severe.

In Europe, approximately 1 in 150 people
have autism.

More information:
www.autismeurope.org

First European congress
by parents of children with
autism held in Ghent.

1981

How we began...

As the condition of ‘autism’ was slowly becoming known among professio-
nals and the general public across Europe, several associations of parents of
people with autism from various countries joined together to hold the first
‘European Conference of Associations of Parents’ in Ghent in 1980. At this
time, scientific research on autism was less advanced than today, and many
detrimental non-evidence based theories and practices in the field of autism
were emerging. In this context, where parents were struggling to find reliable
scientific information that could help them to understand and support their
children, the Ghent congress offered a forum for information and discussion.

Following the first congress, Autism-Europe was founded in 1983 by a group
of national and regional parents’ associations. Under its first president, Jean
Charles Salmon (from Belgium), the organisation identified its three main
functions as monitoring, advocacy and recommendation, or more specifically:

¢ to observe closely the treatment of, and care provided for, people
with autism;

¢ to lobby those responsible for the treatment and status of people
with autism;

* to create proposals with the aim to promote the well-being and
interests of people with autism.

Shifting views on disability

Autism-Europe was founded in the context of a changing public understan-
ding of all disabilities. The public conception of disability at this time is often
described as ‘the medical model of disability’ in which people with disabilities
are viewed as ‘objects’ of charity, medical treatment and social protection.
A new conception of disability was emerging, called ‘the social model of

Most urgent needs of people with autism in 1983.

Diagnosis
Education
Therapies

Awareness & understanding
(among professionals)

Housing & living support

Recognition of autism by
governments

Recognition of autism as a
disability

Financial support

Needs of adults with autism

Awareness & understanding
(among general public)

All other responses

T
0% 20% 40 % B80% 80 % 100%

This diagram is based on responses to the 30th anniversary member survey by Autism-Europe, which
asked the question: 'In 1983, which of the following issues do you think were the most urgent for people
with autism in your country? (maximum 5 choices)’.

Jean Charles Salmon
becomes the first President
of Autism-Europe. Paris.

Founding of
Autism-Europe.

1983
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Greece joins the
European Economic
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disability’, which aimed to redefine disability with a focus on the relationship
between people with disabilities and their environment. This understanding
is based on the idea that social barriers must be removed to enable people
with disabilities to participate fully in society. This reconception of disability
views people with disabilities as ‘subjects’ who are capable of being active
members of society who can represent themselves and exercise their rights.

United Nations policy action on disability

The United Nations had declared 1981 to be the ‘International Year of
Disabled Persons’ with the aim to raise awareness of the rights of people
with disabilities, including people with autism. These rights included full
participation in society and living conditions equal to those of other citizens,
as well as an equal share in the improvements in living conditions resulting
from social and economic development.

Following that year, the United Nations introduced a ‘World Programme of
Action concerning Disabled Persons’ and the ‘Decade of Disabled Persons as
a long-term plan of action’ from 1983 to 1992, with the aim to invoke new
public policies around the world which remove social barriers for people
with disabilities. The decade was concluded with the establishment of the
‘International Day of Persons with Disabilities’, now celebrated each year on
December 3, around the world.

Autism-Europe’s international congresses

The newly formed organisation also took on the role of organising further
congresses, every 3 to 4 years. These events were held with the intention of
developing and sharing the latest research, information and best practices
in the field of autism among researchers, professionals, parents and people
with autism from around Europe. The discussions and outcomes of these
congresses have also played a key role in assisting Autism-Europe to repre-
sent people with autism before the European Union institutions.

Over the years since the first congress in 1980, Autism-Europe’s congresses
have developed a strong reputation as a reliable source of up-to-date infor-
mation about autism among the autism community. Congress speakers
have included top researchers in the field such as Sir Michael Rutter, Dr
Eric Schopler, Dr Lorna Wing, Prof. Simon Baron-Cohen, Prof. Rita Jordan,
Dr Fred Volkmar, Dr Joaquin Fuentes, Prof. Patricia Howlin, Prof. Tony
Charman, Prof. Francesca Happé and many more.

Map: European countries whose national autism association was a
member of Autism-Europe in 1983.




The second congress was held in Paris in 1983 and the third in Hamburg in
1988. In the years in between, much work was done to organise a congress
in London, but due to funding difficulties, this congress was never realised.

LINK magazine

In 1988, Autism-Europe produced the first LINK magazine and launched it
at the third congress in Hamburg. The magazine (published in English and
French) aimed to provide the latest information on autism to a wide audience
including parents, professionals and policy makers in the time between the
congresses.

Recognition from the European institutions

In 1988, Autism-Europe was granted consultative status by the Council of
Europe. This status recognises and enables Autism-Europe to speak as a
representative of people with autism in Europe, through a range of channels
from simple consultations to co-operation on specific projects. Notably, this
status also entitles an organisation to bring a collective complaint before the
Council of Europe.

Working collaboratively in Europe in the 1980s

In the 1980s, Autism-Europe did not have any paid staff, it was entirely run by
volunteers; mainly parents and relatives of people with autism, including the
second president, Gilbert Huyberechts (from Luxembourg). The organisation
was charged with the difficult job of coordinating a transnational network
of members with very limited financial resources. While computers and
technology were beginning to make changes to the way we live and work
in the late 1980s, many barriers related to the costs of communication and
coordination remained.

Images: (above) Selected editions of LINK magazine,
from 1988 to present.

Despite the limited resources, Autism-Europe continued to collaborate with
member organisations, holding small and medium sized events, such as
the ‘European conference on educational approaches to autism’ in Mons,

Congress, 1983 Belgium, in 1989, and the ‘Seminar on juridical protection of people with
autism’ in Barcelona, Spain, in 1990.

Paris, France

The ‘2nd European Conference
of National Societies for Persons
Handicapped as a result of Autism
or Childhood Psychosis’ was held in
June 1983, this time attracting over
1,200 participants from 22 countries.
The main aim was to raise awareness
among the European authorities and
the general public about the needs
and challenges of people with autism
who experience childhood psychosis.
Parents and professionals from across
Europe were invited to share the results
of their research, their experiences
and their concerns about the future
of children with autism from a social,
medical and educational perspective.

Parents Exchange Autism-Europe Charter for Persons with Survey on the situation
Programme in 5 European congress held in Autism adopted by the of adults with autism
countries. The Hague. congress. across Europe.

1991 1992

Soviet Union dissolved.
End of the Cold War.

Adoption of the Maastricht
Treaty, Treaty on the
European Union.
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Meanwhile in Eastern Europe, during the late 1980s and early 1990s the fall
of the Soviet Union meant the communist period was coming to an end and
parents of people with autism were forming associations.

The Rain Man Operation

In 1989, Rain Man, the seminal film about a man with autism and his younger
brother, was released. This film created awareness of autism on a global
scale, as well as attracting criticism from some over the fact that the majority
of people with autism do not have savant abilities as portrayed in the film.
In any case, Autism-Europe members seized this opportunity to raise aware-
ness and funds in their countries, by working with the film’s distributors to
organise gala premiere sessions of the film around Europe. Later that year,
when the film was released on video, a text was inserted into each video
cassette in Italy, Portugal, Greece and Sweden encouraging viewers to give
support to their local autism organisation.

Parents exchange programme on services for adults

In 1991, Autism-Europe conducted a ‘Parents’ Exchange Programme’ in
which a group of parents from five European countries (Denmark, Ireland,
Holland, Great Britain and Germany) visited and analysed services for adults
with autism in these countries. As part of the project, an academic study
was also conducted, comparing the situation in four countries: Belgium, the
Netherlands, the United Kingdom and France.

Survey on the situation of adults with autism in Europe

Inthe same year, Autism-Europe conducted a survey on the situation of adults
with autism in Europe among member associations. The results indicated
that reasonable levels of social and legal protection were available, yet there
was a lack of access to diagnosis and specialised services. In addition, many
adults with autism were confined to psychiatric hospitals or forced to remain
under the care of their families, instead of living independently.

Images: Selected images
from previous Autism-
Europe congresses.

Congress, 1988

Hamburg, Germany

As Autism-Europe’s congresses had
developed a strong reputation among
autism researchers and parents, this
one attracted 1,760 participants.

The programme was focused on the
exchange of medical, educational, legal
and practical experience, and included
workshops where representatives of
governments and social services had the
opportunity to learn about measures to
support people with autism in other
countries.

At this time, Autism-Europe had 34
member associations, who all partici-
pated in planning and organising the
congress.

Congress, 1992

The Hague, The Netherlands

The congress in The Hague was an
historic occasion. The congress’ 1,500
participants unanimously adopted
the ‘Charter of rights for persons with
autism’, produced by Autism-Europe,
which outlined a set of fundamental
rights for people with autism to enable
their participation and inclusion in
society.

It was also the first time that a person
with autism was featured as a speaker
at an Autism-Europe congress. Temple
Grandin described her experiences as a
person with autism, focusing on visual
thinking and sensory and communica-
tion difficulties.

In addition, this congress welcomed the
participation of representatives from
parts of Eastern Europe who had the
opportunity to attend an international
congress of Autism-Europe for the first
time.
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People with disabilities get better recognition in
Europe

This decade was very significant in the development of all kinds of European
policies, including those related to disability. In 1993, the European Union
(EU) was officially founded when the Maastricht Treaty entered into force.
Disability activists wanted this treaty to include a reference to disability,
but unfortunately this initiative did not succeed. In 1997, however, disability
activists were successful in getting a specific reference to discrimination on
the grounds of disability in the Amsterdam Treaty (article 13). This reference
was the legal basis for the development of European non-discrimination
legislation around disability. Without it, no such legislation would be possible
at the EU level. Autism-Europe participated in advocacy efforts to gain
this anti-discrimination article. Autism-Europe also conducted a campaign
amongst disability organisations and election candidates for the European
Parliament to raise awareness of how this article could be used to support
people with autism and other disabilities.

In 1993, the European Commission began to establish formal structures for
consultation with people with disabilities and their representative organisa-
tions, and awarded funding to Autism-Europe to act as a bridge between its
members and the European institutions. The first ‘European Day of Disabled
People’ was held in Brussels, with an event bringing together people with
disabilities from all over Europe and the aim to raise awareness about issues
for people with disabilities. This day is now marked every year in Brussels.
In addition, the first ‘European Parliament of Persons with Disabilities’
was held in Brussels, in which delegates from organisations representing
persons with disabilities from all over Europe met with European Parliament

Autism Europe 2 Autisme Euraps

CHARTER FOR PERSONS WITH AUTISM leaders, MEPs and EU decision makers to discuss issues for people with
st il e disabilities. This event has since been held approximately once per decade.
S R R S Representatives of Autism-Europe have attended these events over the past
A e P e o " 20 years to ensure that the views of people with autism are included.
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it recognition at the highest level in Europe and making it one of Autism-
Europe’s greatest achievements.

Images: (top) The increasing use of computers and tech-
nology by people with autism; and (bottom) The Charter
for Persons with Autism that was adopted as a written
declaration by the European Parliament in 1996.

Autism-Europe gains funding Autism and Computer Charter for Persons with
from the European Commission Applications Conference. Autism adopted by the
and hires first staff member. European Parliament as

1993 1995 1996 | a written declaration.
European Union is First European Day of Disabled Austria, Finland Schengen Agreement
founded. People & European Parliament and Sweden join creates free movement
of Persons with Disabilities held. the EU. of people across 7
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1997

Technology and autism

As the internet was beginning to reshape our world, in 1995 Autism-Europe
was at the forefront of the movement for technologies for autism, with the
organisation of an ‘Autism and Computer Applications Conference’ in Nice,
France. The conference covered new topics such as assistance with commu-
nication and education, technology for diagnosis and assessment of learning
capacities.

Founding of the European Disability Forum

After some years in development, the European Disability Forum (EDF) was
officially formed in 1997 as the representative voice of people with disabili-
ties in Europe, before the European institutions. Autism-Europe was one
of the key founder members of this new coalition which took on a crucial
role in the development of policy relevant to people with disabilities at the
European level. EDF represents 8o million people with disabilities in Europe
and works to ensure that political decisions concerning people with disabili-
ties are taken with and by people with disabilities, following the motto:
‘Nothing about us without us'.

For Autism-Europe, it was imminently clear that working in coalition with
EDF would be essential to making important gains at the policy level for
people with autism in Europe. Involvement in EDF is also necessary to ensure
that autism is understood as a disability (not a rare disease, as it was in the
past understood to be) and to ensure that the needs of people with severe
communications impairments/in need of a high level of support are adequa-
tely represented within the disability movement. For this reason, Autism-
Europe has remained closely involved in EDF ever since its founding, and has
held the vice presidency of EDF since 2005.

Exhibitions of art by people with autism

In 1997, Autismo Burgos created the first international exhibition of artworks
by people with autism. Held alongside seminars on autism, the exhibition
brought public recognition to the skills of people with autism. The exhibition
then travelled to other cities in Europe, where thousands more people could
see the works and gain a new perspective on people with autism. Since

Publication of ‘Code of Good
Practice on the Prevention
of Violence Against Persons
with Autism’.

Autism-Europe members begin
international exhibitions of art
by people with autism.

1998

Map: European countries whose national autism association was a

member of Autism-Europe in 1993.

2000 ‘

Congress, 1996

Barcelona, Spain

The memorable fifth congress in
Barcelona followed the theme, ‘Hope
is not a dream’, and attracted 1,700
participants. The congress covered
topics including the delivery of high
quality services for people with autism
of all ages according to their needs, the
effects of stress on the whole family and
ways in which support can be provided,
psychological research into autism, and
biological and biomedical research.

Parents and self-advocates shared their
experiences and professionals shared
the results of the latest research. Some
of the issues that were highlighted
included implementation of the rights
of people with autism in the design
and implementation of services for
their benefit, the need to safeguard the
rights of people with autism through
legislation and the key role advocacy
organisations in the development of
modern perceptions of autism.

Autism-Europe
congress held
in Glasgow.

Survey of Autism-Europe
members to determine
organisational priorities.

Founding of
the European
Disability Forum.

Disability activists gain
anti-discrimination article
in the Amsterdam Treaty.

Founding of the
World Autism
Organisation.

EU adopts the first
anti-discrimination directive
in the field of employment.
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that time, Autism-Europe members have organised many international art
exhibitions displaying works by people who have autism, including as part of
Autism-Europe’s international congresses.

Evolving as an organisation

In 1993, when Autism-Europe gained funding from the European Union,
Autism-Europe’s first employee was hired; Anne-Sophie Parent, who worked
as the organisation’s director until 1999. While the staff grew to a total of
five people at one point, the staff of the Brussels office remained very small
and the representatives on the Council of Administration — all volunteers —
primarily remained parents of people with autism. The role of self-advocates
(people with autism who are able to advocate for themselves) also began to
grow within Autism-Europe, as the congresses featured more people with
autism.

The Schengen Agreement, in 1995, opened the borders of seven European
countries to enable free movement of people. Along with increasing use of
the internet, this assisted Autism-Europe members to meet and hold discus-
sions in the years that followed.

Images: (top) art exhibition winners at the Autism-Europe
International Congress in Oslo, Norway, in 2007; (bottom)
Former Autism-Europe President, Gilbert Huyberechts,
with the Duchess of Luxembourg at the founding of the
World Autism Organisation.

In 1998, Autism-Europe supported the foundation of the World Autism
Organisation with the intention to promote the rights of people with autism
at the international level, in collaboration with autism organisations from
around the world.

Publication of Donata Vivanti
‘Description becomes President

Congress, 2000

Glasgow, United Kingdom

Following on from the theme of the
congress in Barcelona, ‘Hope is not
a dream’, the congress in Glasgow
adopted the theme, ‘Making our dream
reality’. This congress aimed to be
more accessible to people with autism,
offering them a more prominent role in
the whole event.

The congress featured examples of
good practices in the field of autism and
practical applications of research, as
well as service models, ethical and legal
issues, education, biology, psychology,
diagnosis, and personal and family
stories.

An international art exhibition of people
with autism, titled ‘Artism 2000’, was
held as part of this congress. This initia-
tive was followed by further art exhibi-
tions at subsequent Autism-Europe
congresses.

In 2000, Autism-Europe launched a survey among the members to determine
Autism-Europe’s objectives and priorities. The results identified three main
activities to be developed: scientific information, collaborative European
projects and the newsletter.

In 2000, Autism-Europe’s third president, Donata Vivanti (from lItaly), also
began her term, which lasted until 2008.

Accurate information, reports, toolkits, position papers

In the context where many aspects of autism are still not well understood
by experts, Autism-Europe’s members have always had a strong need for
accurate, up-to-date information about autism. They also had a strong
need for well-articulated documents from a rights-based perspective that
could support their advocacy efforts for people with autism, both in their
own countries and at the European level. During the 1990s and early 2000s,
Autism-Europe published two significant documents; the ‘Code of good
practice on the prevention of violence against persons with autism’ in 1998;
and the ‘Description of Autism’ in 2000. These documents were developed in
collaboration with many members as well as professionals.

Founding of the Platform of European Social NGOs

In 2001, a new organisation was launched to advance the principles of
equality, solidarity, non-discrimination and respect for the fundamental
rights of all people within Europe; the Platform of European Social NGOs.
Seeing the importance of working with other organisations with similar goals
when advocating for the rights of people with autism before the European
institutions, Autism-Europe was a founding member of this new alliance of
representative NGOs from around Europe.

Collective complaint against France before
the Council of Europe (Autism-Europe v.
France, complaint no. 13/2002).

o

—~—y
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‘ of Autism’. of Autism-Europe.

2001‘

Founding of the
Platform of European
Social NGOs.
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What has changed for people
with autism and their families?

The situation faced by people with autism is very different across the many
countries and regions of Europe. Earlier this year, Autism-Europe conducted an
online survey among our members to find out more about the changes that have
occurred for people with autism in their countries, and the kind of changes they
want to see in the future.

The survey respondents represented 36 autism organisations in 26 European
countries, and had been involved in autism organisations in their own countries for
an average of 20 years. In addition, almost half had been involved in Autism-Europe
for 10 years or more.

In this section, and throughout this publication, the results of this survey provide
details of some of the ways that life has improved for people with autism over the
past 30 years and how Autism-Europe has helped to achieve these improvements.
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Improved quality of life for peopl

Autism-Europe’s

major achievements

Autism-Europe has made some milestone achie-
vements for people with autism and their families

during the past 30 years:

Page 12

Charter of rights for persons with autism
adopted as a written declaration by the
European Parliament (1996);

Landmark decision of the Council of
Europe (Autism-Europe v. France,
complaint No. 13/2002) whereby France
was condemned to have failed its educa-
tional obligations to persons with autism
under the revised European Social
Charter (decision announced in 2004);

Council of Europe Recommendation CM/
Rec(2009)g9 to member states on the
education and social inclusion of children
and young people with autism spectrum
disorders, drafted with expertise from
Autism-Europe;

United Nations Convention on the Rights
of Persons with Disabilities drafted
with participation from Autism-Europe
(2007);

Increased awareness of autism throu-
ghout Europe (since 1983).

Autism-Europe

Many changes to policies and practices related to autism have
occurred across Europe since 1983. The results of an online survey
of Autism-Europe members indicates the areas in which the most
significant improvements been made.

Areas of most significant improvement over the past 30 years.

Diagnosis -{=

Education

Therapies

Awareness & understanding
(among professionals)

Housing & living support -
Recognition of autism by
governments

Recognition of autism as a
disability

Financial support -
Needs of adults with autism

Awareness & understanding
(among general public)

All other responses

0% 0% 0% 0% 0% 0%

This diagram is based on responses to the 30th anniversary member survey by Autism-Europe, which asked
the question: ‘During the past 30 years, from 1983 to present, in which of the following areas have the
most significant improvements been made for people with autism in your country? (maximum 5 choices)’.

There is no doubt that supporting the needs of people with autism
costs money. Autism-Europe members have had to advocate
for public funding to make therapies, services and other forms
of support accessible. While it is clear that much more funding is
needed across Europe, we can also recognise the huge gains that
have been made so far.

Public funding for autism in 1983 and 2013

20

W 1983
m2013

%0
Non-existent Very Low Low Medium High Very High I don't know

This diagram is based on responses to the 30th anniversary member survey by Autism-Europe, which
asked the question: 'How would you rate the overall level of publicly-funded support offered to people with
autism in your country 30 years ago compared to today?

Images: (left) The Palace of Science & Culture in Warsaw,
Poland, lit up in blue as part of the 'Light it up blue’ ini-

tiative for World Autism Awareness Day; (opposite page)
World Autism Awareness Day in Breclav, Czech Republic.
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Jle with autism across Europe

Across Europe, our members work tirelessly to improve the lives of people with autism in their own countries. While all
of their accomplishments could not fit in this publication, here are some of the most significant achievements they have
reported from the past 30 years.

etra Stﬁahova-

% 5
S

“Autism-Europe’s Charter for
Persons with autism was passed
by the National Parliament.”

- Poland

“A national autism strategy.”
- Hungary

“Changes in legislation for people
with autism.”
- Czech Republic

“Government recognition of
autism in adults (not just
children).”

- Ukraine

“Development of services for
the whole life cycle of the
person with autism.”

- Spain

”Day care centres where people
with autism who have finished
school receive care and assistance
according to their special needs.”
- Austria

“Co-housing project for adults.”
- ltaly

“Opening the Centre for Autism
(a school and residential care
facility) in 1983.”

“Establishing an autism faculty
in a university.”
- Hungary

“Recognition of autism among
relevant professionals.”
- Greece

“Health and support plan for
the whole family.”
- Denmark

“A summer education camp for
caregivers.”
- Norway

“Self-advocacy: people with
Asperger syndrome being repre-

“Early diagnosis.” - Croatia
- Luxembourg sented at all levels in the
“Law 3/3008 - Compulsory organisation.”
“Early detection and the possi- education for people with disabi- - Sweden

bility to diagnose all ages also
girls.”
- Denmark

“Deinstitutionalisation.”
- Norway

“’Team Autism’ in which profes-
sionals from different areas work
together around a person with
autism.”

- Sweden

lities, including autism, in public
schools.”
- Portugal

“Special schools for people with
autism.”
- Czech Republic

“We’ve trained over 1,000
professionals from the whole

country since 1993.”
- Poland




How Autism-Europe has helped our memli

Reports, toolkits and
other publications for

advocacy

Autism-Europe has produced a number of documents,
reports and toolkits for members on the rights of people
with autism with the aim to help our members advocate for
people with autism in their own countries. These have been
translated and used across Europe. In fact, over 8o percent
of survey respondents indicated that they have used one (or
more) of Autism-Europe’s documents in their countries.

Our members told us some of the ways that they have used
these documents:

“The ‘Understanding Autism’ booklet was
one of the materials used to lobby for our
national autism strategy.”

- Hungary

“We have translated these documents and
disseminated them among our members (over
50 organisations).”

- Poland

“When training professionals and supporting
carers.”
- France

“Our board used the report on autism and
ageing to advise our members about services
for adults with autism.”

- Denmark

“We referred to these documents in our
advocacy actions to the authorities.”
- Romania

“Elements from the position papers have
been incorporated into our organisation’s own
strategy documents.”

- Norway

“To support our position before the public
administration.”
- Spain

“To advocate towards the national authorities
for the recognition of autism as a lifelong
disability.”

- Ukraine
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Many important laws and policies that affect the lives
of all people throughout Europe are now made at the
European level. Autism-Europe plays an important role
in bringing our members together to advocate for
people with autism before the European institutions.

Our members explain how representation is important
to them:

“Representation at the European level on
policies related to autism and their imple-
mentation at the national level.”

- Spain

“Being able to influence which issues are
the most urgent to solve in Europe.”
- leeland

“Increased understanding and interest from
our national authorities due to the real
respect for Autism-Europe.”

- France

“In our country it is very important to be
a part of a European organisation; to be
able to speak about the rights of people
with autism all over Europe and provide
examples of good practices.”

- Croatia

“We all have to support this common
project of solidarity, getting a balance
between our local interest and the general

one.
- Spain



ibers to achieve changes in their countries

Joining other organisations from around Europe can also
be a very effective way to share good practices and learn
from the experiences of others. Here is what some of our
members told us about how being a member of Autism-
Europe has been useful in helping them to improve quality
of life for people with autism in their countries.

“Connection with more experienced people.”
- Ukraine

“Providing working models for my organi-
sation.”
- Ruwait

“The contact with other affected parents;
the feeling we are not alone.”

- Spain

“Study visits and support in advocacy.”
- Poland

“Examples of good practices from other
organisations, and Knowledge of their
experiences and achievements are valuable
for an organisation from a country without
any experience in this field.”

- Romania

“Experiencing how other countries deal with
issues like health, education, residential care
and other issues relating to people with
autism.”
- Greece

“Networking, sharing views, opinions and
solutions.”
- lceland

“Exchange visits organised by Autism-Europe
gave us knowledge to build up services for
people with severe autism in Luxembourg.
Without Autism-Europe, we would not have
the structures and services that we have
today.”

- Luxembourg

o i

Images: (top) World Autism Awareness Day in Hungary; (middle)
the European Commission, Brussels; (bottom) Autism-Europe’s
Council of Administration members sharing their knowledge and
providing input for policy documents. Image: (opposite page)
Autism-Europe representative, Donata Vivanti, with Addm Késa
MEP, at the European Day of People with Disabilities in 2012.

And more...

As our members indicate, Autism-Europe has assisted
them in many other ways as well, for example:

‘lsupport' ”
- Ireland

“The website.”
- France

“The congresses.”
- Sweden
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Autism-Europe representative, Evelyne Friedel, at the
United Nations in New York .

Congress, 2003

Lisbon, Portugal

Within the framework of the European
Year of People with Disabilities 2003,
the congress in Lisbon focused on the
themes: ‘thinking the future’, ‘ensuring
a life worth living’, ‘providing a better
quality of life’, ‘fighting for justice’ and
‘living with autism’.

The congress also featured a special
session for parents titled, ‘Living with
autism’, in which experts answered
questions that had been raised by
parents via an online forum.

An international art exhibition of people
with autism, titled ‘Another perspec-
tive’, also took place alongside this
congress.

Autism-Europe Included in Society Side-by-Side

congress held Project begins. Project begins.

in Lisbon. ‘

2003

Collective complaint on the right to education in France

Autism-Europe launched the first collective complaint before the Council of
Europe on behalf of people with disabilities in 2002 (Autism-Europe v. France,
complaint No. 13/2002). Autism-Europe was represented by Evelyne Friedel,
a lawyer with a son who has autism (Evelyne later became the president of
Autism-Europe from 2008 to 2011). In 2004, the Council of Europe publicly
announced its landmark decision, whereby France was condemned to have
failed its educational obligations to persons with autism under the revised
European Social Charter. The Council of Europe’s decision put pressure
on France and other countries in the Council of Europe to live up to their
obligations under the European Social Charter by providing education for
people with autism, both within mainstream and specialised schools, special
schools according to the needs of each person with autism. Even though
the decision referred specifically to the case of people with autism, its scope
goes well beyond this group by reasserting the right to education for all
people with disabilities, regardless of the severity of the disability. Following
the decision, the French government launched its first Autism Plan. This led
to the creation of new facilities and better inclusion in mainstream schools
for children with autism. Progress made by the French government against
this, and subsequent plans, is regularly reviewed by the Council of Europe.

European Year of People with Disabilities

The ‘European Year of People with Disabilities 2003’ provided an opportunity
to raise awareness of the rights of people with autism. This year, designated
by the European Union, aimed to drive forward the political agenda for the
full inclusion of people with disabilities. During the year, Autism-Europe
produced a series of position papers on the topics of inclusion, health, educa-
tion, employment and ageing. Some of these were produced on the basis
of extensive surveys conducted among members of Autism-Europe and
other relevant organisations. These position papers were later published in a
booklet and distributed widely across Europe, as well as translated by some
member organisations into their own languages.

European Coalition for Community Living

In 2005, following on from the ‘Included in Society’ project, Autism-Europe
joined other organisations that are concerned with deinstitutionalisation
of people with disabilities, to form the European Coalition for Community
Living. This coalition advocates for and monitors progress towards deinsti-
tutionalisation in Europe, and promotes the development of comprehensive,
quality community-based living situations for people with disabilities.

The One Million for Disability campaign

In 2007, Autism-Europe participated in the ‘One Million for Disability’
campaign led by the European Disability Forum (EDF). The campaign called
on the European Union to protect people with disabilities from discrimination
in all aspects of life. The campaign utilised the ‘right to initiative’ provided in
the European Union’s Lisbon Treaty, in which requests from EU citizens
for new EU legislation and policies can be considered by the European
institutions if one million citizens’ signatures are collected in support of the

‘Position Papers’ (on inclusion, Council of Europe decision (Autism-Europe v. France)
health, education, employment condemns France for failing in its educational
and ageing) produced. obligations to people with autism.

2004

European Year of
People with Disabilities.
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Cyprus, Czech Republic, Estonia, Hungary,
Latvia, Lithuania, Malta, Poland, Slovakia
and Slovenia join the EU.



request. More than one million signatures were collected and EDF was the
first organisation to successfully carry out such a campaign. Shortly after,
the European Commission proposed a directive to combat discrimination
on all grounds, outside the field of employment (which was already covered
by existing EU legislation). However, the directive was blocked by some
Member States and thus far has not been adopted.

United Nations Convention on the Rights of Persons
with Disabilities

After four years in negotiation, in 2006 the United Nations General Assembly
adopted a new convention specifically for people with disabilities. The
Convention on the Rights of Persons with Disabilities (UNCRPD) reaffirms
that all people with all types of disabilities, including autism, must enjoy all
human rights and fundamental freedoms. It is based on the social model
of disability, and clarifies and qualifies how all categories of rights apply
to people with disabilities. It identifies areas where adaptations have to be
made for people with disabilities to effectively exercise their rights, including
accessibility of communications, which is essential to allow the participation
and inclusion of people with autism. It is legally binding for countries that
ratify it.

The Convention has been ratified by most countries in Europe as well as the
European Union, therefore must be implemented in these countries and
within the EU'’s fields of competence.

World Autism Awareness Day

In 2007, the United Nations General Assembly designated April 2 as World
Autism Awareness Day; an annual day to raise awareness of autism at the
international level. This day has since been marked in Europe and around the
world with all kinds of events and activities including art exhibitions, confe-
rences, ceremonies, balloon releases, flash mobs, concerts, film festivals
and the 'Light It Up Blue' initiative (instigated by US organisation, Autism
Speaks), in which buildings around the world are lit with blue lighting to raise
awareness of autism. Autism-Europe has participated in awareness raising
events and supported our members activities on this day by providing media
campaign materials.

Map: European countries whose national autism association was a
member of Autism-Europe in 2003.

The European institutions

The European Union (EU) is a political and
economic union of 28 member states.

There are three main political institu-
tions of the European Union:

e the European Parliament,
which represents the EU’s
citizens and is directly elected
by them;

e the Council of the European
Union, which represents the
governments of the indivi-
dual member states. The
Presidency of the Council is
shared by the member states
on a rotating basis;

e the European Commission,
which represents the common
interests of the EU, and is the
main executive body.

Together, these three institutions pro-
duce the policies and laws that apply
throughout the EU.

(continued on next page)




In principle, the Commission proposes
new laws, and the Parliament and Coun-
cil adopt them. The Commission and the
member states then implement them,
and the Commission ensures that the
laws are properly applied and imple-
mented.

The European Commission regularly
consults civil society organisations, in-
cluding Autism-Europe, when drafting
EU laws and policies, and monitoring
their implementation.

On a larger geographical scale, the
Council of Europe currently includes 47
member states, 28 of which are mem-
bers of the European Union. It is a po-
litical organisation, that is separate from
the European Union. It aims to promote
democracy and protect human rights
and the rule of law in Europe. All of its
member states have signed up to the
European Convention on Human Rights
and the European Social Charter, which
aim to protect human rights and guar-
antee fundamental freedoms.

Autism-Europe is one of the NGOs that
has been granted consultative status
with the Council of Europe. This status
allowed Autism-Europe to lodge a col-
lective complaint about infringements
of the European Social Charter in France
in 2002. Autism-Europe is regularly con-
sulted by the Council of Europe and has
been involved in its Committee of Ex-
perts on the Education and Integration
of Children with Autism.

Image: Autism-Europe representatives, Donata Vivanti
and Giulio Vivanti (back row, second and third from the
right) at a high level meeting in Brussels in 2011 to ensure
that the UNCRPD is implemented throughout the Euro-
pean Union. They joined representatives of the European
Disability Forum and other disability organisations to
meet with President of the European Commission, the
President of the European Parliament and the President
of the European Council.

European Days of Autism

Each year since 2007, Autism-Europe has organised high level events in the
beginning of October under the title of the ‘European Days of Autism’. These
events have brought members together with policy makers and external
stakeholders to share knowledge and raise awareness of a specific topic
related to autism. The first European Days of Autism featured a conference
at the European Parliament, hosted by MEP, Kathy Sinnott, to raise aware-
ness of autism among relevant European Union policy makers. Subsequent
European Days of Autism events have been held in Budapest, Madrid,
Prague and Lyon, with additional events organised in various countries by
Autism-Europe members.

Council of Europe support for education for children
with autism

Following the collective complaint on the right to education in France
in 2002, the Council of Europe established a group of experts — of which
Autism-Europe was a member —to look into the issue of access to education
for children with autism. This resulted in the Council of Europe’s ‘Resolution
ResAP (2007)4 on the education and social inclusion of children and young
people with autism’, which was adopted as a recommendation in 2009 (CM/
Rec(2009)9). While these are not binding for the members of the Council
of Europe, they apply pressure to implement policies and adopt adequate
legislation to promote access to evidence-based education and promote
inclusion of people with autism.

Financial crisis and funding cuts

In response to the financial crisis that hit the world economy in 2008,
governments around Europe began to make significant cuts to public expen-
diture. These cuts have since reduced the support and resources that people
with autism depend on, including health, housing and education. Autism-
Europe has worked with the European Disability Forum and the Platform
of European Social NGOs to advocate for improvements in social support
during this time in which many Europeans need it most.

Implementation of the UN Convention in the EU

After ratifying the United Nations Convention on the Rights of Persons with
Disabilities in 2010, the European Union launched the ‘European Disability
Strategy 2010-2020'. The strategy aims to fulfil the EU's commitment to
the UN Convention, making it easier for people with disabilities to go about
their daily lives and enjoy their rights like other EU citizens. The strategy
provides a framework for action at the European and national levels, in the
areas of accessibility, participation in society, equality, employment, educa-
tion and training, and health. Autism-Europe contributed to the develop-
ment of this strategy by presenting the views of people with autism and their
families during the European Commission’s official consultations as well as
via our participation in the European Disability Forum.

In accordance with the strategy, in 2011, work began on the development of
the European Accessibility Act which aims to work alongside the European
Single Market Act to improve the accessibility of goods and services for
people with disabilities. Again, Autism-Europe presented the views of people
with autism and their families on this act during the European Commission’s
official consultations, emphasising the importance of accessible communica-
tion, which is clearly described in the UN Convention.

Autism-Europe congress held in Oslo. Adoption of the Deinstitutionalisation Publication of “Training modules for policy decision makers
‘Position paper on care for persons with autism spectrum and Community Living , and professionals of services for persons with autism spectrum
disorders: A rights-based, evidence-based approach’. Project begins. disorders (ASD) and other complex dependency needs disabilities’.

Council of Europe Resolution ResAP (2007)4 United Nations General One Million for Disability campaign by Bulgaria and

on the education and social inclusion of Assembly designates April 2 as the European Disability Forum to request | Romania

children and young people with autism. World Autism Awareness Day. European anti-discrimination legislation. join the EU.
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2008

To further ensure that the EU lives up to its commitments under the United
Nations Convention on the Rights of Persons with Disabilities, in 2011 a high
level meeting was held between the European Disability Forum and the three
presidents of the European institutions (the Parliament, the Commission and
the European Council). Autism-Europe was represented at this meeting by
the vice President of the European Disability Forum, Donata Vivanti (former
president of Autism-Europe), and her son Giulio, a young man with autism
who is in need of a high level of support.

Study visits to schools and support services around
Europe

Since Autism-Europe’s Council of Administration meetings have been held at
various locations around Europe, each one of these has included a study visit
to a local school and / or support service, with the aim to share knowledge
and best practices among our members.

Becoming an even more representative organisation

During recent years, Autism-Europe’s membership has become more repre-
sentative in several ways. In 2010, two adults with autism joined Autism-
Europe’s Council of Administration as self-advocates, representing people
with autism who can speak for themselves (among the existing group that
is primarily composed of parents who represent people with autism in need
of a high level of support). Meetings between members of Autism-Europe'’s
Council of Administration and self-advocate groups are also now conducted
regularly in various countries.

In 2012, the Council of Administration voted to allow non-European autism
associations to join Autism-Europe, and the first non-European member
association, the Kuwait Center for Autism, joined.

The fourth president of Autism-Europe, Zsuzsanna Szilvasy (from Hungary),
also began her term in 2012; an example of the increasing participation
of representatives from Eastern Europe in the organisation. Encouraging
the participation of organisations from the enlarged European Union (and
beyond)has been an ongoing priority of Autism-Europe.

In addition, the secretariat of Autism-Europe in Brussels recently hired two
new staff members, primarily to work on European projects, but also to
improve Autism-Europe’s communications.

Highlighting the needs of ageing adults with autism

During 2012, the European Year for Active Ageing and Solidarity between
Generations, Autism-Europe took the opportunity to raise awareness of the
needs of ageing adults with autism. As the first people in Europe who were
diagnosed with autism are now beginning to reach middle and old age, their
needs have become quite urgent. Yet these needs have not been addressed
at all in most parts of Europe. During this year, Autism-Europe held a series
of events, including a high level conference, around the theme of autism and
ageing during the ‘European Days of Autism’ in Lyon, France. A report was
also published, titled ‘Towards a better quality of life: The rights of ageing
people with autism’, which aimed to articulate the issues faced by ageing
people with autism across Europe and provide examples of good practice to
meet their needs. In addition, Autism-Europe was also a member of a coali-
tion of NGOs coordinated by AGE Platform Europe that aimed to highlight a
range of issues in relation to ageing across Europe during this year.

New Bridges to
Autism Project
begins.

Evelyne Friedel
becomes President
of Autism-Europe.

Europe Project
begins.

2009 ‘

Autism Connections
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Images: (top) a discussion forum with adults with autism in
Prague, Czech Republic; (middle) Autism-Europe represen-
tative and self-advocate, Pietro, at the European Parlia-
ment of People with Disabilities in 2012; and (bottom) an
Autism-Europe study visit to a school in Istanbul, Turkey.

Congress, 2007

Oslo, Norway

The congress in Oslo followed the
theme, ‘A world of possibilities’, and
attracted 1,200 participants from around
the world.

The congress discussed and adopted
the ‘Position paper on care for persons
with autism spectrum disorders: A
rights-based, evidence-based approach’
which was drafted by Autism-Europe in
conjunction with associations of profes-
sionals and researchers in the field of
autism.

An international art exhibition of people
with autism, titled ‘Dialogues in colour’,
took place during this congress.

Publication of ‘Persons with Autism
Spectrum Disorders — Identification,
Understanding, Intervention’.

Financial crisis
strikes the world
economy.

Proposal for an EU anti-discrimination
directive in all aspects of life, outside
the field of employment.

Council of Europe recommendation on the
education and social inclusion of children and
young people with autism CM/Rec(2009)9).

Entry into force of the Treaty
of Lisbon, the EU Charter of
Fundamental Rights becomes binding.
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Collaborative European projects for people with autism

Following the survey among members in 2000 (in which they encouraged
further involvement in projects at the European level), Autism-Europe began
to engage in more European projects, of various kinds, to improve the quality
of life of people with autism. These collaborative projects have been funded
by the European Union and involved autism organisations, universities and
other relevant organisations from across Europe.

Included in Society Project (2003 - 2004)

This project conducted research into the living situation of people with
disabilities in Europe, then developed policy recommendations for deinstitu-
tionalisation and the development of quality residential services for people
with disabilities.

Side-by-Side Project (2003 - 2005)

The Side-by-Side Project produced and implemented a comprehensive
online training course about autism for families of people with autism and
non-specialist staff of relevant organisations.

Deinstitutionalisation and Community Living — Outcomes and
Costs Project (2007)

This project aimed to collate information on the number of people with
disabilities living in residential institutions in 28 European countries,
comparing the costs of institutions and community-based services and
identifying successful strategies for transition into the community.

Images: (top) lllustration by Oscar Saiz Dominguez (a
young Spanish artist with autism); (bottom) participants
in the Autism Connections Europe project.

New Bridges to Autism Project (2008)

This project aimed to contribute to the inclusion of adults with autism in
educational and social activities across Europe, through a range of means
including a festival, exhibition, conferences, the promotion of good practices
and the production of teaching and learning materials.

Autism Connections Europe Project (2009 — 2011)

Congress, 2010

This project aimed to increase social inclusion of adults with autism from
across Europe by making social connections via Facebook and in-person

Catania, Ital . 2 o
! Y meetings, as well as participation in self-advocacy activities.

In Catania, 1,200 researchers, profes-

sionals, parents and self-advocates
gathered for this congress around the
theme, ‘A future for autism’.

FIRST Project (2011 - 2014)

The FIRST Project is developing a tool, called Open Book, to assist people
with autism to adapt written documents into a format that is easier for them

to read and understand.
This congress attracted an unprece-
dented level of interest from profes-
sionals and researchers in the field of
autism, making the highest standard
of scientific knowledge accessible to
participants.

ASC-Inclusion Project (2011 - 2014)

This project is developing interactive computer games to help children with
autism understand and express emotions through facial expressions, tone-
of-voice and body gestures.

SEAD Project (2012 - 2015)

The SEAD Project (Sexual Education for Adults with Disabilities, their
parents and staff) is developing new and creative ways to effectively educate
people with learning disabilities about sexual health and relationships.

An international art exhibition of people
with autism, titled ‘Touches of Autism’,
was also a feature of this congress.

Count Me In Project (2012 - 2014)

This vocational education and training project will create tools for relevant
educators to include people with learning disabilities in arts and cultural
activities and promote opportunities for them in the labour market.

Two adults with autism join Autism-Europe Publication of ‘The right to healthcare and habilitation FIRST ASC-Inclusion
Autism-Europe’s Council of congress held for persons with ASD: Toolkit for parents, self-advocates Project Project
Administration as self-advocates. in Catania. and advocacy organisations’. begins. begins.

2010 ‘ | At ‘

Work begins on the
European Accessibility Act.

European Union ratifies the European Union launches
UN Convention on the Rights European Disability Strategy
of Persons with Disabilities. 2010-2020.
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2012

Providing reliable information on autism and suppor-
ting advocacy

During the latter half of this decade, Autism-Europe produced numerous
reports, toolkits and information resources to support our members to
defend the rights of people with autism at national and local level. Some of
these include:

e 'Autism & case law: Protecting the right to education for children
with autism spectrum disorders’ (2006);

* 'Fighting for the right to education of persons with autism spectrum
disorders: Toolkit for parents and self-advocates’ (2006);

e ‘Position Papers’ (2006) — A collection of position papers on inclu-
sion, health, education, employment and ageing;

e 'Position paper on care for persons with autism spectrum disorders:
A rights-based, evidence-based approach’ (2007);

e ‘Training modules for policy decision makers and professionals of
services for persons with autism spectrum disorders (ASD) and
other complex dependency needs disabilities’ (2007);

e ‘Persons with Autism Spectrum Disorders — Identification,
Understanding, Intervention’ (2009) — An updated version of the
‘Description of autism’ which was published in 2000;

e 'The right to healthcare and habilitation for persons with ASD:
Toolkit for parents, self-advocates and advocacy organisations’
(2010);

e ‘Towards a better quality of life: The rights of ageing adults with
autism’ (2011).

Images: (below) Selected publications from Autism-
Europe; (above, right) Autism-Europe representa-
tives, Donata Vivanti, former President, Aurélie
Baranger, Director, and Pietro, self-advocate.

POSITION PAPER

The Right to Healthcare and
Habilitation for Persons with ASD

Tawards @ better guality of M

mllﬂu:

Autism-Europe SEAD Project Count Me In Project Publication of ‘Towards a better
welcomes non-European begins. begins. quality of life: The rights of
members. ageing adults with autism’.

Representing people with
autism before the European
institutions

Since its creation, the European Union
has regarded the fight against discri-
mination as one of its most pressing
missions. Initially the emphasis was
placed on preventing discrimination on
grounds of nationality or gender. Since
the adoption of the Amsterdam Treaty
in 1997, the EU’s powers have expanded
to include action against discrimination
on other grounds, including disability. In
that context, the European Union consi-
ders that civil society organisations act
as essential intermediaries between
citizens and the European institutions.

The United Nations Convention on
the Rights of Persons with Disabilities
(which has been ratified by the European
Union) also reaffirms that “States
Parties shall closely consult with and
actively involve persons with disabili-
ties, including children with disabilities,
through their representative organiza-
tions”.

Autism-Europe is recognised by the
European institutions as one of the key
organisations representing people with
disabilities and is regularly consulted
in the development of relevant EU
legislation and policies. Autism-Europe
provides advice on the current situation,
needs and expectations of people with
autism, including those requiring a high
level of support and unable to repre-
sent themselves. In recent years, the
involvement of self-advocates and their
participation in high level meetings
and conferences on behalf of Autism-
Europe has been promoted.

Zsuzsanna Szilvasy
becomes President
of Autism-Europe.
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Map (above ): European countries whose
national autism association is a member of
Autism-Europe in 2013.

European Year of Citizens 2013

During the European Year of Citizens 2013, Autism-Europe is an official mem-
ber of the European Year of Citizens Alliance and will focus on raising aware-
ness of the rights of people with autism as citizens of the European Union.

Challenges for the future

While the United Nations Convention on the Rights of Persons with Disabili-
ties has been a profound achievement of the disability movement around
the world in recent years, its implementation is far from being completed
and this remains a major task for Autism-Europe and our members. As Eu-
ropean policies evolve, research into autism advances and new technologies
are developed, we also expect to face many unforeseen challenges in future.
To address these challenges, ensuring Autism-Europe’s financial sustain-
ability in the context of cuts to social budgets across Europe is fundamental.
Whatever the future brings, through policy, advocacy, projects, awareness
raising and new initiatives, we will continue to strive for a better quality of
life for people with autism.

Most urgent needs of people with autism in 2013.

Training & employment
Housing & living support
Needs of adults with autism
Education

Therapies

Diagnosis

Financial support

Social inclusion

Support for carers -
Awareness & understanding

(among general public)
All other responses

D!% 20% 40% B0% a0 %
This diagram is based on responses to the 30th anniversary member survey by Autism-Europe, which
asked the question: 'In 2013, which are the most urgent issues faced by people with autism in your
country? (maximum 5 choices)’.
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irthday wishes

A birthday would not be complete without making a wish before blowing out the candles on the cake. As part of our
3oth anniversary survey, we asked Autism-Europe members: If you could make three wishes for the future of people with
autism in Europe, what would these be? Here are some of their wishes.

“That each person with autism could have the
necessary support to live an independent life.”

“To become full citizens (who are empowered to
fully enjoy their rights).”

“Society to accept them as they are.”
“To be recognised and appreciated for their otherness.”

“That anti-discrimination and social inclusion policies
and practices are in force in every country.”

“That every person with ASD has access to
adequate diagnosis, therapies, education and training.”

“That abusive and ineffective therapies for autism
no longer exist.”

“Clear rules for professionals from the World Health
Organisation to prevent ineffective therapies.”

“Access to good schools where the staff have a
good knowledge of autism and how to adapt.”

“Access to proper housing.”

“More employment opportunities.”

“More recognition of individual needs (not treating
autism as a homogeneous condition).”

“Financial support for people with autism and their
families.”

“More research to better understand autism.”

“Maximise the participation of people with autism
in all events and activities of Autism-Europe.”

“To have a representative in Parliament.”
“Adequate training of professionals.”

“Access to education, health and care for people
with autism in European countries other than their

””

own.

“Equal standards in services for people with autism
living in all European countries.”

“More support for people with autism in Eastern
Europe.”

“That the causes of autism will be understood and
officially recognised.”




Easy to read history of

Autism In 1983 a group of parents of people who have autism
created an organisation called Autism-Europe.

Europe

aisbl In 1983, many people in Europe did not know
about autism, including doctors.

Autism-Europe aims to:

. protect the rights of people with autism
and their families.

. share knowledge about the best ways
to support people with autism.

. tell people about autism.

. improve laws and policies in Europe
so that people with autism can have a better
quality of life.

Every few years, Autism-Europe holds an international
congress.

These congresses are big meetings
where people share the latest research
and information about autism.

In 1988, Autism-Europe started publishing a magazine
called LINK.

This magazine provides news and information
about autism.

In 1992, Autism-Europe created a charter of rights for
people with autism.

This charter described the rights of people with
autism in all aspects of life, including health, housing,
education and work.

In 1996, the European Parliament supported this
charter.

In 1997, Autism-Europe helped to create a new
organisation called the European Disability Forum.
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Autism-Europe

The European Disability Forum aims to improve
policies in Europe so that people with all types
of disabilities can have a better quality of life.

It is important for people with disabilities
to work together for their rights.

In 2006, the United Nations created a new agreement

between many countries.

This agreement is called the Convention on the Rights

of Persons with Disabilities.

It describes the ways that people with autism and
other disabilities sometimes need support
so that they can enjoy their rights.

The European Union and most countries in Europe
have signed this Convention.

These countries must make sure that people

with disabilities get the rights listed in the Convention.

Every year since 2007, April 2 is celebrated as
World Autism Awareness Day.

On this day, people in Europe and around the world
tell other people about autism.

Autism-Europe has been involved in many projects.
For example:

. projects to take people with disabilities
out of big institutions and allow them to live
in the community with the support they need.

. a project to help people with autism make friends.

. a project to create a computer programme
that teaches people with autism about emotions.

Autism-Europe also produces many reports and
information to explain and defend the rights of people
with autism.

EUropEan
disasiLity

Easy to read
information

This information
follows the European
standards for making
information easy to
read and understand.

It is designed for
people who have an
intellectual disability.

More information:
www.inclusion-europe.
com/etr/
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= Member Associations

FULL
MEMBERS

(national associations of people with
autism and parents)

ARMENIA
AUTISM OVERCOMING
Yerevan, Armenia
9 Arshakuniats St.,
Tel:+374 914159 83

+374 91739012
Emails : mark-as@mail.ru;
gabililit@yahoo.com

AUSTRIA

RAINMAN’S HOME
Semeperstrasse 20/2 - 6

1180 Wien

Tel : + 431478 64 34

Fax: + 43 478 9195

Email : rainmans.home@aon.at
Website : http://rainman.at/

BELGIUM

A.P.E.P.A.

Rue de I'Aurore 98

B-5100 Jambes

Tel : + 32-81-74.43.50

Fax : + 32-81-74.43.50

Email : apepa@skynet.be
Website : www.ulg.ac.be/apepa

V.V.A.

Groot Begijnhof 14

B - 9040 GENT

Tel: +32.78.152.252
Fax:+32.9.218.83.83

Email : vwva@autismevlaanderen.be
Website: www.autismevlaanderen.be

CZECH REPUBLIC

APLA

Cechy Asociace poméahajici lidem s
autismem, o.s.

Dolanska 23, 161 oo Praha 6 - Liboc
Tel: +420 606 729 672

Email : apla@apla.cz

Website :
http://www.praha.apla.cz/
www.autismus.cz

CROATIA

S.H.P.A.C.

Dvorniciceva 6

10000 Zagreb

Tel: +385.51.551.344

Fax: +385.51.551.83.355

Email : lidijap@gzr.hr

Website : www.autizam-uzah.hr

CYPRUS

C.AAP.

P.O. Box 56149

3304 LIMASSOL

Tel: +357.25.343.461/2

Fax: +357.25.343.446

Email: autisticassociation@cytanet.
com.cy

Website : www.autismsociety.org.cy

DENMARK
LANDSFORENINGEN AUTISME
Blekinge Boulevard 2

2630 Taastrup

Denmark

Tel: 004570 2530 65

Email: kontor@autismeforening.dk
Website: www.autismeforening.dk/

FINLAND

F.A.AA.S.

Kaupintie 16 B

Fl - 00440 HELSINKI

Tel : +358.9.77.42.770

Fax: +358.9.77.42.77.10

Email : etunimi.sukunimi@autismiliitto.

Website : www.autismiliitto.fi
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FRANCE

A.F.A.A.-PRO AID AUTISME

19, Rue de Martyrs

F - 75009 PARIS

Tel: +33.1.45.41.52.93

Fax : +33.1.45.41.52.93

Email : proaidautisme @free.fr
Website : www.proaidautisme.org

AUTISME FRANCE

1175 Avenue de la République

06 550 La Roquette sur Siagne

Tel : +33.4.93.46.01.77

Fax: +33.4.93.46.01.14

Email : autisme.france@wanadoo.fr
Website : www.autismefrance.org

SESAME AUTISME

53, rue Clisson

F - 75013 PARIS

Tel : +33.1.44.24.50.00

Fax: +33.1.536.12.563

Email : sesaut@free.fr

Website : www.sesame-autisme.com

GERMANY

AUTISMUS DEUTSCHLAND
Rothenbaumchaussee 15

D - 20148 Hambourg

Tel : + 49.40.511.56.04

Fax: + 49.40.511.08.13

Email : info@autismus.de
Website : www.autismus.de

GREECE

G.S.P.A.P. (Greek Society for the Pro-
tection of Autistic People)

2, Athenas Street

GR -10551 Athens

Tel: +30.210.321.6550
Fax:+30.210.321.6549

Email : gspap@autismgreece.gr
Website : www.autismgreece.gr

HUNGARY

HUNGARIAN AUTISTIC SOCIETY
Fejér Gyorgy u. 10. 1./23.

1053 Budapest

Tel : +36-1-354 1073

Fax : +36- 1- 302.01.94.

Email : info@esoember.hu
Website : http://www.aosz.hu/

ICELAND
EINHVERFUSAMTOKIN
Haaleitisbraut 11-13

IS - 108 Reykjavik

Tel: +354 562 1590

Email : einhverfa@einhverfa.is
Website : www.einhverfa.is

IRELAND

I.S.A.

16/17 Lower. O’Connell Street
IRL - 2 DUBLIN

Tel : +353.1.874.46.84

Fax: +353.1.874.42.24

Email : autism@isa.iol.ie
Website : www.autism.ie

ITALY

AUTISMO ITALIA

Via Pinaroli 3

20135 Milano

Tel : +39. 02 54.10.74.99

Fax : +39 02 700 537 540

Email : info@autismoitalia.org
Website : www.autismoitalia.org

A.N.G.S.A.

Via Casal Bruciato 13

|- 00159 ROMA

Tel : +39.06.43.58.76.66

Fax: + 39.081.807.13.68

Email : angsanaz@tin.it
Website : www.angsaonlus.org

LUXEMBOURG

FONDATION AUTISME LUXEM-
BOURG

31, Duerefstrooss,

L-9766 Munshausen

Tel: +352-269.11.11

Fax :+352-269.10.957

Email : fond.autisme.lux@pt.lu
Website : www.fal.lu

THE NETHERLANDS
N.V.A.

Weltevreden 4c

NL 3731 AL De Bilt

Tel : + 31.30.229.98.00
Fax : +31.30.266.23.00
Email : info@autisme.nl
Website : www.autisme.nl

NORWAY

A.LLN.

Postboks 6726 Etterstad

N - 0609 OSLO

Tel : + 47- 23 05 45 70

Fax : + 47- 23 05 45 61/51

Email : post@autismeforeningen.no
Website : www.autismeforeningen.no

PORTUGAL

FEDERACAO PORTUGUESA DE
AUTISMO

Rua José Luis Garcia Rodrigues
Bairro Alto da Ajuda

P-1300-565 Lisboa

Tel : + 351.21.361.6250

Fax : + 351.21.361.6259

Email : federacao@appda-lisboa.org.pt
Website : www.appda-lisboa.org.pt/
federacao

ROMANIA

FEDRA

22 Decembrie street no. 23
Maramures

Baia Mare

Email : autismbaiamare@gmail.com

SERBIA

SERBIAN SOCIETY OF AUTISM
Gundulicev venac Street, 40

11 0oo Belgrade, Serbie

Tel/Fax : +381113391-051

Email : autizamsrbija@sbb.rs
Website : www.autizam.org.rs

SLOVAKIA

S.P.O.S.A.

Namestie 1.maja 1.

POBOX 89

810 00 SK- BRATISLAVA 1
Phone + 421 915 703 708
Email : sposa@changenet.sk
Website : www.sposa.sk

SPAIN

A.P.N.A.B.I.

C/.Antonio Guezala, lonjas 1y 2
E - 48015 BILBAO

Tel: +34.94.475.57.04

Fax: +34.94.476.29.92

Email : autism@apnabi.org

APNA-ESPANA

C/Navaleno, 9

E - 28033 MADRID

Tel : +34.91.766.22.22

Fax: +34.91.767.00.38

Email : international@apna.es
Website : www.apna.es

AUTISMO BURGOS

C/Valdenunez, 8

E - 09001 BURGOS

Tel : +34.947.46.12.43

Fax : +34.947.46.12.45

Email : autismoburgos@autismoburgos.
org

Website : www.autismoburgos.org

AUTISMO-ESPANA

C/ Eloy Gonzalo 34 1°

E - 28010 MADRID

Tel : +34.91.591.34.09

Fax: +34.91.594.18.31

Email : confederacion@autismo.org.es
Website : www.autismo.org.es

F.E.S.P.A.U.

C/Navaleno, 9

E - 28033 MADRID

Tel: +34.91.766.22.22/72.65
Fax : + 34.91.767.00.38
Email : autistas@fespau.es
Website : www.fespau.es

FUNDACION "“MAS CASADEVALL"
(FMCA)

Apartat de Correus 172

E-17820 Banyoles (El Pla de I'Estany-Girona)
Tel: +34.972.57.33.13

Fax: +34.972.58.17.12

Email : casadevall@mascasadevall.
com

Website : www.mascasadevall.com

GAUTENA

P.O. Box 1000

E - 20080 SAN SEBASTIAN
Tel: +34.943.21.53.44
Fax:+34.943.21.52.39
Email : gautena@sarenet.es
Website : www.gautena .org

SWEDEN

AUTISM- OCH ASPERGERFORBUN-
DET

Bellmansgatan 30

S-118 47 STOCKHOLM

Tel : +46 8 702 05 80
Fax:+46.86.44.02.88

Email : info@autism.se

Website : www.autism.se

SWITZERLAND

AUTISME SUISSE

Bernstrasse 176

CH —3052 ZOLLIKOFEN

Tel: +41.31911 9109

Email : sekretariat@autism.ch
Website : www.autismesuisse.ch

TURKEY

TODEV

Ressam Salih Ermez cad. Molla sk. No:6
81060 GOZTEPE | KADIKOY ISTAN-
BUL

Tel: +90.216.565.45.35

Fax : +90.216.565.45.46

Email : info@todev.org

Website : www.todev.org

UNITED KINGDOM
N.A.S.

393 City Road

UK - LONDON ECaV 1NG
Tel : + 44.20.7833.2299
Fax : + 44.20.7833.9666
Email : nas@nas.org.uk
Website : www.nas.org.uk

SCOTTISHAUTISM

Hilton House, Alloa Business Park
Whins Road

UK - ALLOA FK10 3SA - SCOTLAND
Tel: + 44.1.259.72.00.44

Fax: + 44.1.259.72.00.51

Email : ssac@autism-in-scotland.org.uk
Website : www.autism-in-scotland.
org.uk



AFFILIATED
MEMBERS

(regional associations of people with
autism and parents)

ESTONIA

ESTONIAN AUTISM SOCIETY
(E.AS)

Rahu 8

EST - Tartu 50112

Tel : +372.557.9980

Email : autismeesti@gmail.com

FRANCE

ABRI MONTAGNARD

F - 64490 OSSE EN ASPE

Tel : +33.5.59.34.70.51

Fax: +33.5.59.34.53.21

Email : ritathomassin@neuf.fr
Website : http://fratrieabri.free.fr/

AUTISME EVEIL

179, Rue des Narcisses

F - 74330 EPAGNY

Tél: +33.4.50.51.11.50

Fax : +33.4.50.68.18.99

Email : autisme74@wanadoo.fr
Website : www.autisme74.com

AUTISME POITOU-CHARENTES
Monsieur Jean Marie Baudoin

23, rue Noir

79000 Niort

Tel: +33.549.24.14.87

Email : fbas@lundbeck.com

DIALOGUE AUTISME

BP 248

45162 Olivet Cedex

Tel : 433023866 34 75
Fax:+330238663475

Email : dialogue-autisme@voila.fr

HUNGARY

MAS FOGYATEKOS GYERME-
KEKERT ALAPITVANY

Méri 0t 16

H-8o00 Székesfehér var

Email : autismhungary@gmail.com
Website : www.autizmus.org

ITALY

ANGSA-LOMBARDIA ONLUS

Via B. Rucellai 36

-20126 MILANO Ml

Tel : +39-02-67.49.30.33

Fax: +39-178-2282858

Email : segreteria@angsalombardia.it
Website : www.angsalombardia.it

FONDAZIONE OLTRE IL LABIRINTO
ONLUS

Mario Paganessi

Via Botteniga, 8

| - 31100 Treviso

Tel/Fax: +39-345-5510560

Website: www.oltrelabirinto.it

ASSOCIAZIONE DIVERSAMENTE
ONLUS

Via Carlo Pisacane, 29

09134 Cagliari Pirri

Email: info@diversamenteonlus.org
Tel: 0039 (0)3338944791

Website: www.diversamenteonlus.org

LATVIA

Latvian Autism Association
Né&gu iela 39, Carnikavas novads
LV-2163 Rigas rajons

LUXEMBOURG

APPAAL

Mme Leisen-Glesener

16 Grand Rue

L-9905 Trois Vierges

Tel : +352-621-637.975

Email : sylvie.leisen-glesener@
ec.europa.eu

Website : www.appaal.lu

PORTUGAL

A.P.P.D.A.-LISBOA

Rua José Luis Garcia Rodrigues
Bairro Alto da Ajuda

P - 1300-565 LISBOA

Tel : +351.21.361.6250

Fax: +351.21.361.6259

Email : info@appda-lisboa.org.pt
Website : www.appda-lisboa.org.pt

SPAIN

AUTISMO GALICIA

Rua Home Santo de Bonaval no 74-bajo
E - 15703 SANTIAGO DE COMPOS-
TELA

Tel: + 34.981.589.365

Fax : +34.981.589.344

Email : info@autismogalicia.org
Website : www.autismogalicia.org

APNA-GRANADA
Paseo de Ronda, 96-2, C
E - 18004 GRANADA

Tel : +34.95.826.17.90
Fax : +34.95.825.02.04

FUNDACIO CONGOST AUTISME
Ronda del Carril 75

08530 - La Garriga - Barcelona - Spain
Tel : +34-93-871.47.57

Fax : +34-93-871.48.02

Email : congostautisme@autisme.com
Website : www.autisme.com

NUEVO HORIZONTE

Avda de la Communidad de Madrid, s/n
E - 28230 LAS ROZAS DE MADRID

Tel : +34.91.637.74.55

Fax : +34.91.637.77.62

Email : asociacion@nuevohorizonte.es
Website : www.nuevohorizonte.es

FUNDACION "MAS CASADEVALL"
(FMCA)

Apartat de Correus 172

E-17820 Banyoles (El Pla de I'Estany-
Girona)

Tel : +34.972.57.33.13

Fax : +34.972.58.17.12

Email : casadevall@mascasadevall.
com

Website : www.mascasadevall.com

SWITZERLAND

AUTISME SUISSE ROMANDE
Autisme Suisse Romande

av. de la Chabliére 4

CH - 1004 Lausanne

Tel. +41 21 646 56 15

Email : info@autisme.ch
Website : www.autisme.ch

UNITED KINGDOM

AUTISM INITIATIVES

7, Chesterfield Road, Merseyside
UK - L23 gXL LIVERPOOL

Tel : + 44.1.51.330.95.00

Fax: + 44.1.51.330.95.01

Email : ces@autisminitiatives.org
Website : www.autisminitiatives.org

SPECTRUM

Sterling Court, Truro Hill, Penryn,
Falmouth

UK - TR10 BAR CORNWALL

Tel : + 44.1.326.371.000

Fax: + 44.1.326.371.099

Email : mail@spectrumasd.org
Website : www.spectrumasd.org

AUTISM ANGLIA

Century House — Riverside Office
Center

North Station Road, Colchester
UK-Co1 1RE Essex

UNITED KINGDOM

Tel : +44 (0) 12 06 577678

Fax : + 44 (0) 1206 578581

Email : info@autism-anglia.org.uk
Website : www.autism-anglia.org.uk

HAMPSHIRE AUTISTIC SOCIETY
1634 Parkway, Solent Business Park,
Whiteley, Fareham
UK-HAMPSHIRE PO15 7AH

Tel : +44.1489.880.881

Fax : + 44.1489.880.890

Email : info@has.org.uk

Website : www.has.org.uk

AUTISM N.I. (PAPA)

Donard, Knockbracken Healthcare
Park, Saintfield Road

UK - BELFAST BT8 8BH

Tel : + 44.28.9040.1729

Fax : + 44.28.9040.3467

Email : info@autismni.org
Website : www.autismni.org

AUTISM. WEST MIDLANDS
Ground Floor, Regent Court
George Road

Edgbaston, Birmingham

UK - B15 1NU

Tel : + 44.121.450 7582

Fax : + 44.121.450 7581

Website : www.autismwestmidlands.
org.uk

Email : info@autismwestmidlands.
org.uk

NORSACA

Mr. Philip Carpenter

Park Hall Resource Centre

Park Road, Bestwook Village
Nottingham NG6 8TQ

Tel: 0044 (0)115 976 1805

Fax: 0044 (0)115 976 1356

Email: info@NORSACA.org.uk
Website: http://www.norsaca.org.uk

ASSOCIATE
MEMBERS

FRANCE

E.D.l. FORMATION

21, Avenue Cévoule

F- 06220 GOLFE JUAN

Tel: +33.4.93.45.53.18

Fax : +33.4.93.69.90.47

Email : ediformation@wanadoo.fr
Website : www.autisme-formation.net

U.N.A.P.E.I.

15, Rue Coysevox

F - 75876 PARIS Cedex 18
Tel : +33.1.44.85.50.50
Fax : +33.1.44.85.50.60
Email : public@unapei.org
Website : www.unapei.org

HUNGARY

A.FR.G.

Delejutca 24-26,
Mailbox:1480

H - 1089 BUDAPEST

Tel: +36.1.210.43.64

Fax: +36.1.314.28.59

Email : abalazs@autizmus.hu

ITALY

A.P.AM.A.

c/o P.A.M.A.P.I. Scuola ‘Amerigo
Vespucci’

Via Bolognese, 238

| - 50139 FIRENZE

Tel : +39.05.54.00.594

Fax: +39.05.54.00.594

A.P.R.L.

C/o ANFFAS Via Rasi, 14

| - 40127 BOLOGNA

Tel : +39.051.24.45.95

Fax : +39.05.124.95.72

Email : hanau.carlo@gmail.com

KUWAIT

KUWAIT CENTRE FOR AUTISM
P.O. Box 33425

Al-Rawda 73455

Email: kwautism@qualitynet.net
Website : www.q8autism.com

MALTA

INSPIRE (THE EDEN & RAZZETT
FOUNDATION)

Bulebel

Zejtun

ZTN 3000

Malta

Tel : +356 21807708

Website : www.inspire.org.mt

MOROCCO

A.P.AE.L.

Rue g Avril - Maarif
CASABLANCA

Tel : + 212.(0)5 22.25.81.43
Fax:+212.(0)5 22.25.57.11
Email : Ass_apaei@hotmail.fr

POLAND
FUNDACJAWSPOLNOTA NADZIEI
(Community of Hope Foundation)
Wieckowice, ul. Ogrodowa 17

P-32 -082 Bolechowice

Tel: +48.12.378.43.58 Fax:
+48.12.378.43.59

Email: biuro@farma.org.pl

Website: www.farma.org.pl

SYNAPSIS FOUNDATION

Ul. Ondraszka 3

02-085 Warsawa

Telffax : +48.22.825.77.57

Email : fundacja@synapsis.waw.pl
Website : www.synapsis.waw.pl

RUSSIA

OUR SUNNY WORLD
Rehabilitation Centre for Disabled
Children

Lutchevoy proseck 3

1071131 Moscow

Tel: 007 (0)499 2680206

Website: http://solnechnymir.ru

UKRAINE

CHILD WITH FUTURE
21/16, Skovorody Str.

Kyiv 04070

Ukraine

Tel: +38 (044) 585 36 08
Email: info@cwf.com.ua
Website: www.cwf.com.ua

UNITED KINGDOM

AUTISM CYMRU

62 Newport Road

Cardiff CF 24 oDF

Wales

Tel : +44 (0) 2920 463263

Email : jennie@autismcymru.org
Website : www.autismconnect.org.uk;
www.autismcymru.org
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Autistic SQCIety
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The National Autistic Society is proud to have
been selected as the hosts for the XI Autism-
Europe International Congress.

We look forward to seeing you in the beautiful
city of Edinburgh in 2016!

La National Autistic Society est fiere d’avoir été
sélectionnée pour accueillir le Xleme Congres
International d’Autisme-Europe.

Nous avons hate de vous recevoir dans la belle
ville d’Edinbourg en 2016!
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