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Thank you, Madam Chair.

While paragraphs 1 and 2 of the General Comment stress the involvement of a “corpus” of disabled persons' organizations in the drafting of the CRPD, we have to stress from our perspective the total absence of autistic persons from that process. Even at this early stage, the cross-disability paradigm excluded us, as most of our groups and networks only developed with the advent of the Internet and social media and even now would not meet the formal requirements for inclusion in negotiations, or indeed for accreditation to COSP. In this sense, paragraph 7 is wrong when it calls the negotiations “an excellent example of best practice”. This may be true for other disability groups, but is not our experience, as our issues were left out of the CRPD, and some articles actively contradict our interests, such as the focus on early interventions in article 25, which for autistic children all too often means traumatizing compliance based so-called “therapies”, such as Applied Behaviour Analysis (ABA), that autistic self-advocates view as akin to torture and which disrespect the child’s autistic identity. Because we were not involved, we are now constantly struggling against something we reject, but the CRPD calls for.

Paragraph 14 provides a restrictive and prescriptive definition of disabled persons’ organizations that few if any groups, organizations, networks, movements, or campaigns of actually autistic people will ever meet. We discussed the reasons for this extensively in our statement this morning. Because of this, large parts of the Draft General Comment are not applicable to the realities and preferences of autistic persons themselves and will exclude us further as the informal way we organize, mainly on social media, does not meet the definition of “representative organization” the Committee suggests to States parties. As evidence that “organizations of self-advocates”, as you call it, in itself are not a recognized or respected category we would like to point out that even the International Disability Alliance does not include autistic persons because of IDA’s requirement that any new global disability constituency would need to represent formally established member organizations in thirty or forty countries, on five or three continents respectively. There is no such world organization even of parents of autistic children, and the organizational level required to create such a world association will forever preclude actually autistic people from joining IDA. IDA, therefore, does not represent us, and as IDA is providing support to this Committee this goes a long way in explaining why autistic persons are not more involved, for example, in DGDs and no autistic person has ever been invited to speak at a DGD.

With regard to paragraph 14(e) and organizations of non-autistic parents of autistic children, we contend that contrary to what you suggest they do not represent the interests of autistic children, but the interests of families of autistic children. The interests of autistic children as a disability group are and should be represented by actually autistic children and adults and their often informal, voluntary, and self-funded groups, networks, and organizations. This understanding also would apply to paragraphs 18, 22, 46, 56, 64, 73, and 75(c), (e) and (h) and organizations representing autistic children. This should be clarified to mean self-advocacy organizations of actually autistic persons rather than organizations of non-autistic parents. The interests of parents who may perceive us as “burdens” must never be confused with the best interest of the child.

Paragraph 31 and later paragraphs such as 58 and 75(l) need to take into account the accessibility requirements of autistic persons. Unfortunately, they were ignored even in this Committee’s General Comment No. 2. Often accessibility arrangements for other disability groups actually make consultations and physical meetings more inaccessible to autistic persons because they increase the level of stimuli and lead to sensory overload and meltdown in autistic persons. A prime example of this is COSP, which is nearly unbearable for autistic persons with sensory processing issues.

With regard to paragraph 34, we caution that organizations of parents of autistic children may also include a few autistic persons in a “token” role. For example, in order to be elected to a position in Autism-Europe, autistic people need to subscribe to the pre-determined policies of the organization that reflect the priorities of parents, rather than those of autistic persons themselves. How extreme the level of appropriation of autistic input can get is evidenced in the submission we made for this session for the List of Issues on Saudi Arabia, where we outline how Autism-Europe blatantly plagiarized from Autistic Minority International in an open letter they sent to UNESCO, copying entire paragraphs from our website, without as much as giving us credit in a footnote. 

Paragraph 37 is commendable, but ineffective if organizations of non-autistic parents are considered to represent their autistic children, rather than autistic self-advocacy organizations run by and for actually autistic persons. They will always undermine our interests, and the interests of their children, because they do not align with family members’ own priorities. 

With regard to paragraph 42, we would like to add that autistic and other disabled persons may actually lose their disability benefits because they engage in disabled persons’ organizations, as this is falsely taken as evidence that instead they could work and earn a living. 

Article 43 is overly prescriptive in suggesting a model of representative organization that few autistic groups and organizations will ever meet and which disregards what level of formality is achievable and desirable for autistic persons themselves. 

Paragraph 75(d) ignores that such umbrella bodies exclude actually autistic persons due to our organizational informality and their preference for working with parents and autism charities, as outlined in our statement earlier today.

We are confused by paragraph 75(i), which encourages the creation of parents’ organizations rather than that of self-advocacy organizations. This may undermine true involvement and consultation with actually autistic persons.

Finally, we fully support the inclusion of LGBT+ persons with disabilities in paragraphs 11(d), 14(ii), 36, 38, 53, and 75(f).

On a positive note, we appreciate that autistic persons have been mentioned in addition to persons with intellectual or psychosocial disabilities. We ask you to explicitly add autistic persons to paragraphs 38, 46, 57, 60, 62, and 63 as well.

Thank you.
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