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European
Autistic
Network

Informal network that
brings together
representatives of groups
and organisations

Forum and monthly online
meetings

Practices formed through
consensus




@ d-maps.com

European
Council of
Autistic People

EUCAP

Umbrella organisation for
autistic-led organisations

Shared goals and
principles expressed in
statutes

Central office and formal
structure




EAN - Original concept

'Ry

* Inviting autistic people’s groups and organisations from around
Europe to a single forum

* Not creating too many rules in advance, or requiring adherence to
any specific idea

* Learning about each other, allowing rules and principles to
emerge

* Forum originally created in February 2016 by Kat Humble, after a
discussion between AUK and ASY, but networking started among
many others independently, and the different initiatives merged

* No one “owns” the network




EAN — Channels

* Discussion forum
* Introductions
* Polls
* Agendas, minutes, information — e.g. autistic-led events in Europe

 Discord server — voice and text chat
* Monthly online meetings




EAN — Evolution

* Rules and practices arising through discussion and consensus,
for example:

* Semi-formal meeting structure

* Asking for a turn on the text channel by typing an exclamation
mark

*Voting on new members in online meetings

* Maximum of three representatives per group or organisation
* Not just another forum for random social discussion!




EAN — Evolution

* Defining through discussion and collective deC|S|ons what the
boundaries are, for example:

* Primarily a space for groups and organisations where autistic
people are in the majority, and decision-making is democratic

* Not for individual self-advocates who work with other types of organisations

* Not for groups where one or two people make all decisions — even if they
are autistic

* Primarily about autism

* Overlap with other neurodiversity recognized and considered important, but
not the main focus




EAN — Challenges

*How to find groups?
* Many don’t publish information about themselves in English

* Searching the net in many languages, asking new contacts if they know
of others in their neighbouring countries

* How to figure out whether new groups are “like us”?

* Structures, practices and emphasis in advocacy & campaigning differ
between countries




EAN — Challenges

How to explain to outsiders and potential new members a
network that has no clear shared agenda or message?




EAN — Challenges

* How to deal with individuals who disrupt discussion, spread
confidential information, or who do not otherwise seem
trustworthy to most other members?

*How to solve situations where individuals or groups from
some country feel they cannot be participate in the same
network?

* If x is a member, y will not even consider joining, and vice versa — often
impossible for others to judge and choose




EUCAP

(former working title
ACE)

Umbrella organisation for
autistic-led organisations

Shared goals and
principles expressed in
statutes

Central office and formal
structure




EUCAP - Concept

* A formally constituted umbrella organisation for autistic-led
organisations

* Core of full members that are stable organisations with clearly
stated aims, democratic structures and basic ability to manage
themselves

* Associated members, with less stringent criteria, no voting
rights but can contribute ideas and receive support




EUCAP - Evolution

* Discussions concerning the formation of EUCAP started early on
among EAN members

* Live meeting in Prague, October 2017: Principles were discussed
and a Statutes Committee was nominated to finalize a draft
provided by Alistair de Gaetano

e Committee members from six countries worked on the details for a
year and a half




EUCAP - Evolution

* The completed draft was sent to potential member
organisations for comments, and final changes were made

* Organisations signed agreements to confirm their approval of
statutes, and of Prague as the place of registration

* Discussions on the practical details of creating EUCAP started,
with the Czech organisation Adventor providing the
framework




EUCAP — Core principle

* Autistic people as decision-makers at every level

* Advocating for autistic people, without dictating the themes in
advance

* Intention to be active, visible and political

* Intention to cooperate with broader neurodiversity, but to
keep providing a distinctly autistic perspective




EUCAP — Core principle

* Supporting autistic people in countries where it may be difficult to
form advocacy organisations

* Continuing to reach out and grow

*Size ﬁf member organisation reflected in voting power, but not too
muc

* Stable organisation with 10 autistic members could be a full ACE member
with voting rights

* Number of members increases the voting power only up to 200 members —
a small number of large organisations cannot dominate ACE




Sweden

Organiserade
Aspergare

Svante Norr

Porme N, Sl 21 )

Lithuania




What we hope to gain

"My hope is that the organisation can become a force for
change when it comes to autism awareness, acceptance, and
integration.”

Svante Norr




e The Netherlands

PAS Nederland
Diederik Weve

G%@jy GERMANY

BELGIUM




What we hope to gain

”"We hope that by participating in EUCAP we can accelerate the
emancipatory process for Autistics in Europe.

The EU itself is a source of regulations and resources that may

and will affect us. As Autistic led organisations, we must share

resources and best practices and increase visibility, find a voice
that is clear to understand.”

Diederik Weve




I Suitzerland

Germany

Czech Repub

Aspies e.V.
Rainer Dohle




What we hope to gain

”"We hope that the cooperation will lead to a number of cross-
border projects and initiatives, and also that it will help bring
about personal friendships and solidarity between people with
this diagnosis.

We want to contribute to a perspective that concentrates on the
strengths of autistic people, we embrace the concept of
neurodiversity, and we hope that the ACE can become a strong
partner in any dialogue with all parties concerned with autism.”

Aspies e.V.




What we hope to gain

”"We hope that this cooperation will lead to common
declarations of policies that reflect the opinion of the European
autistic community and to progress in terms of increasing the
chances of autistic people on the job market, to a reduction of
the stigma that often still is connected with this diagnosis, and
to an improvement in terms of acceptance, participation and
inclusion of autistic people within the society.”

Aspies e.V.
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The Czech Republic
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Adventor
Michal Roskanuk
Vojtéch Bartosik




What we hope to gain

"We know our needs, and we know our strengths, as well. |
oelieve that global cooperation and sharing of resources and
<nowledge will boost our efforts to make this world a little
oit better — for autistic people, and for all people.

We’'re not saying ,,Give us ...“, we’re sending out the appeal

o »”

,Let’s work together for common aims*.

Michal Roskanuk




United Kingdom

Autistic UK
Kat Humble
Julian Morgan

Willow Holloway




What we hope to gain

“At Autistic UK, we believe that cooperation is the key to
effective and lasting change for the better in the lives of
autistic people. By joining EUCAP, we hope that our voices
together will be heard throughout Europe, the UK, and
beyond.”

Kat Humble




United Kingdorr

Autistic Rights Group High
Kabie Brook

Joshua Hennessy

and




What we hope to gain

”By connecting autistic led groups we might be able to share
work and expertise so we don't each have to duplicate the
same work separately”

“To contribute to discussion and influence policy and law
etc at a Europe-sized level”

Joshua Hennessy
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NORWAY

Finland

Suomen Autismikirjon Yhdistys
Heta Pukki

Emmi Varis

SWEDEN

RUSSIA




What we hope to gain

”To provide uncensored, undiluted autistic voices. To
complement and, when necessary, oppose the views of
international bodies that now claim to represent us”

Heta Pukki

"More people generate more power. International networking
brings together larger groups of people, which gives us a better
chance of being heard” B

Emmi Varis




Estonia

Eesti Autistide Liit

@ d-maps.com

Kaarel Veskis

RUSSIA

LATVIA




What we hope to gain

"We hope that participation in EUCAP will make the voice of
Estonian autistic people more clearly audible both in our
country and also on the transnational European level. We hope
to contribute to our shared goals and also try to be an
intermediary bridge between our local and European-wide
autistic communities, connecting us and communicating
valuable and encouraging information both ways.”

Kaarel Veskis




Denmark

Autisme- og Aspergerforeningen
vor Voksne

Silke Rudolph

SWEDEN
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'Q< Ireland

Active, changing scene

UNITED KINGDOM

Groups with potential to develop
into member organisations




What we hope to gain
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“Ireland has no autism service for adults at all. We hope to learn
from others in European countries and to lobby for adults in
Ireland.”

"Autistic Paddies are eligible for associate membership of EUCAP
but wish to wait until we are eligible for full membership.”

Joan McDonald




The next steps?

* Go through the steps of creating the formal organisation
* Spread the word that new groups are welcome to join

* Maintain EAN as an informal, low-threshold discussion
forum and meeting place

* Start creating shared projects and advocacy




Maps

Maps used as background and illustration from d-maps:

https://d-maps.com/m/europa/europemax/europemax17.gif
https://d-maps.com/m/europa/finlande/finlandel1.gif
https://d-maps.com/m/europa/denmark/danemark/danemark11.gif
https://d-maps.com/m/europa/netherlands/paysbas/paysbas11.gif
https://d-maps.com/m/europa/tchequie/tchequie07.gif
https://d-maps.com/m/europa/uk/royaumeuni/royaumeunill.gif
https://d-maps.com/m/europa/estonie/estoniell.gif
https://d-maps.com/m/europa/germany/allemagne/allemagnel1l.gif
https://d-maps.com/m/europa/sweden/suede/suedell.gif
https://d-maps.com/m/europa/irland/irlande/irlande11.gif




