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Case study: Autreach letter writing campaign

In November 2007 The Independent published a letter criticizing the NAS “Think Di!erently
about Autism” campaign. Autreach group members discussed this on Autreach Online [1] and
the London Autistic Rights Movement email list [2], and then telephoned and wrote to the
paper. Extracts from the original letter and replies are shown below (complete letters available
on the Autreach website [3]). The paper subsequently published an article Autism: What are
the ethics of treating disability? [4], with input from group members.

Hope for the autistic lies in research, not
celebrity endorsements

Sir: We, parents of autistic children, wish to
repudiate the National Autistic Society and its
claim to speak for us and our autistic children. 
In particular, we demand the withdrawal of the
latest leaflet (“Think Di!erently about Autism”)
calling for public understanding of autism,
complete with a website of supportive celebs.

Hope for people with autism does not lie in
celebrity endorsement and a pretence that
autism is normal but in the torrent of medical
research pouring out of the United States. A
model of autism as a genetic predisposition
combined with precipitating environmental
damages is being developed in the US, with new
discoveries almost weekly. These developments
o!er real hope for those a!ected by autism ...
[25 members of “Treating Autism”]

Autistic people are human beings

...How telling it is that this plea comes not from
“people with autism”, but from their parents.

I am not a person with autism. I am an autistic
person. Autism is not some inconvenient extra
that can be removed with the right magic pill,
but a part of who I am. ... The real disability
comes, not from autism, but from people who,
however well-meaning they are, deny that my
viewpoint is valid. 

...my fellow autists and I are poorly served by
those who wish to remould us to fit their
preconceived model of what it is to be “normal”.
Hope for the autistic lies not in yet more pills but
in recognising that we too are human beings.
[Phil Culmer]

Can autistic people ever be 'cured'?

I feel I hardly need comment on the sheer lunacy
of their demand to end a campaign to promote
and improve the lives of the very kinds of people
they have as children. Of course, the writers of
the letter are not on the autistic spectrum. I am.

We in the global and British autistic communities,
both online and in person, have seen a sharp rise
in this sort of behaviour in “neurotypical”
parents. They don’t actually have the condition,
but are often desperate to believe their children
will one day be like them... [Paul Wady]

Society's prejudice against autism

...The autistic disposition, while distinctive,
would be much less disabling in a society which
did not require high levels of versatility and
deviousness in social exchange. Nobody in this
debate wants to see children bullied in the
playground. But maybe the answer is to foster
mutual understanding – as advocated in the
National Autistic Society (NAS) “think di!erently”
campaign – rather than authorising the bullies’
values and “eliminating” the bullied.

James Watson is quoted by the international
charity “Autism Speaks” as saying that “autism is
the worst thing that can happen to a family”. We
strongly disagree and think this prejudice needs
fighting ... Could it be that Watson’s prejudice on
this issue is either invisible or simply not worth
commenting on because it is a view shared by
almost everyone? [Dinah Murray]

...Without the great contributions of many people
who are widely thought to have been autistic such
as Newton, Einstein and Van Gogh, many facets of
society would be much less advanced ... 
[Richard Chandler]

Two places on the autistic spectrum

Nobody questions people’s right to do their best
to raise their children into becoming
independent people, but they will always remain
autistic and they will always need recognition
and acceptance as such...

We, autistic adults, need human society to cherish
us for what we are, rather than make futile e!orts
to change us into something we could never be...
Eliminating autism from the face of the earth would
eliminate qualities that are required in order to
maintain and advance human civilisation. 
[Chen Gershuni]

Autistic people are not victims

...as an autistic person I wish to state that I am most
emphatically not a “su!ering victim” of some
imagined “disease”. To borrow the NAS campaign
slogan, I may “think di!erently” from most people,
but as such I am no more “ill” than if I were, say,
homosexual or deaf.

...What has caused me su!ering has not been
autism, but a lifetime without acceptance and
understanding of who I am... [Selina Postgate]

[ 1]  ht t p: / / sel i nahamst er . pr oboar ds102. com/ i ndex. cgi
[ 2]  ht t p: / / uk. gr oups. yahoo. com/ gr oup/ pol i t i csof aut i sm/
[ 3]  ht t p: / / aut r each. backpacki t . com/ pub/ 1521848
[ 4]  ht t p: / / t i nyur l . com/ 49867x
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Case study: POSTnote on Autism

POST is the Parliamentary O"ce of Science and Technology; POSTnotes are briefing notes on
current science and technology issues for MPs and others in parliament and government.

In November 2007 a POSTnote with the following draft summary was being prepared: 

Autism spectrum disorders

Autism spectrum disorders are lifelong developmental disabilities that a!ect the way in which a
person communicates. They are often linked with learning di"culties. It is estimated that
500,000 families are a!ected in the UK. Some reports suggest that prevalence of the disorder
may be increasing but the research evidence to support this claim is equivocal. For instance, it
is not clear to what extent any apparent rise in prevalence rates is due to increasing
diagnosis/awareness of the condition. This POSTnote will examine what is known about the
causes and prevalence of autism in the UK. It will also include an analysis of the evidence base
on which policies for diagnosis and interventions in the social, healthcare and educational
systems are made, particularly since the learning needs of autistic children mean that they may
require specialised teaching approaches. It will also include research into potential future
treatments for autism spectrum disorders.

Some Autreach group members were invited to meet with the researcher writing the POSTnote.
For discussion at the meeting, we produced the following edited version of the summary:
(key: deletions, replacements, additions)

Autism spectrum ‘disorders’

Autism spectrum disorders conditions are lifelong developmental disabilities di!erences that
a!ect the way in which a person socializes and communicates. ... They are often linked with
learning di"culties, although recent research suggests that there is no di!erence in
“intelligence levels” between autistics and non-autistics. It has been estimated that there could
be up to 500,000 families individuals on the autistic spectrum in the UK. Some reports suggest
that prevalence of the disorder may be increasing but the research evidence to support this
claim is equivocal lacking. For instance, it is not clear to what extent any There has been a
large apparent rise in prevalence rates, but most of this is due to increasing
diagnosis/awareness of the condition. This POSTnote will examine what is known about the
causes and prevalence of autism in the UK. It will also include an analysis of the evidence on
which policies for diagnosis and interventions in the social, healthcare and educational systems
are based. The need for specialised approaches and training in meeting the learning needs,
treatment of associated medical conditions, and productive integration into society of all
children autistics will be considered. The report will also include a discussion of the
implications of research into potential future treatments for autism spectrum “disorders”.
Throughout the report, analysis will draw on the expertise of adults on the autistic spectrum,
who will also participate in peer review of the draft.

The changes to the summary, and the agenda for the meeting, were made using “writeboard”
web pages on the Autreach website. This gave members immediate shared access to the latest
version of the documents; previous versions could also be viewed with the di!erences between
versions highlighted as above. When the draft POSTnote itself was circulated to group
members for review, the same procedure was used to coordinate suggested changes. The
published document [1] does not use the word 'disorder', or person-first language (and
references Jim Sinclair's Why I dislike “person first” language [2] to explain this usage).

Following the publication of the POSTnote there was a parliamentary seminar Adult autism and
policy [3]. Initially, only an academic researcher and an NAS representative were to speak at
this event, but after contacting the organisers an Autreach group member was added to the
programme.

Throughout the development of the POSTnote, a private Autreach web page was used to
coordinate activity; an abbreviated public version of this page is available [4].

[ 1]  ht t p: / / www. par l i ament . uk/ document s/ upl oad/ post pn302. pdf
[ 2]  ht t p: / / web. syr . edu/ %7Ej i s i ncl a/ per son_f i r st . ht m
[ 3]  ht t p: / / www. par l i ament . uk/ document s/ upl oad/ POSTFl yer Aut i sm. pdf
[ 4]  ht t p: / / aut r each. backpacki t . com/ pub/ 1411650
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The Aut r each websi t e

“Autreach” is a network of autonomous groups. Autreach groups can use private
web pages on the Autreach website to organise their activity. 

Access to these private areas of the website requires registration; to register, send
an email to admin@autreach.org.uk (registration is free).

Resources available on the website include MP3 audio recordings of the
presentations at the “Politics of Autism” meeting at City Hall in September 2007, and
copies of flyers distributed at APPGA (All-Party Parliamentary Group on Autism)
meetings and the IMFAR (International Meeting for Autism Research) conference.

Other Autreach groups and projects:

AutreachIT 

“To be included, empowered, and able to take a real part in decisions about
their own lives, autistic people need e!ective ways to communicate. Legislation
supports their right of access to Information and Communication Technology
(ICT). AutreachIT exists to create an ICT training cascade within care
establishments, particularly those specialising in autism, thus empowering
vulnerable communities and ensuring providers conform to legislation about
access to technology for people with communication disabilities.”

http://autreach.it/

Autreach/ASAN video project

“Autreach in the UK and the Autistic Self-Advocacy Network in North America
and Australia invite you to take part in a new video project.
We’re looking for two-minute films from autistic people across the world
reflecting how well autistic people can do when given a chance. All videos will
be distributed to contributors, and selected entries will be professionally edited
and shown at the first annual Treehouse lecture (22nd October 2008, City Hall,
London).”

For more information, see http://autreach.backpackit.com/pub/1501955, 
or email video@autreach.org.uk
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