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Geneva, 21 February 2014
Our comments on Draft General Comment No. 1 of the Committee on the Rights of Persons with Disabilities (CRPD) on Article 12 of the Convention on the Rights of Persons with Disabilities
EQUAL RECOGNITION BEFORE THE LAW
Please allow us to apologize for not participating in the earlier stages of consultation on this important document. Our NGO, Autistic Minority International, headquartered in Geneva, was founded only in October 2013. It is the first and only autism self-advocacy organization active at the global political level. We aim to combat bias and prejudice and advance the interests of an estimated seventy million autistics, one percent of the world's population, at and through the United Nations, World Health Organization, human rights treaty bodies, and other international organizations. 

We greatly appreciate the opportunity to be able to give our input now, but will limit ourselves to discussing and stressing just a few points that we feel should be given additional consideration (starting on page 2).
By way of introduction, let us first emphasize that autistic self-advocacy is about more than disability rights. Autism is a distinct culture and identity. The only one we know. Regardless of where in the world we live, autistics are more like each other than like the people surrounding us. Autism is a neurological difference that is both genetic and hereditary. There is no cure, and we do not believe that a cure will ever be found. The autistic minority includes those diagnosed with Asperger's syndrome and various other conditions on the autism spectrum as well as those children and adults who remain undiagnosed.
In 2007, the United Nations General Assembly declared 2 April World Autism Awareness Day. On that day in 2013, UN Secretary-General Ban Ki-moon wrote: "This international attention is essential to address stigma, lack of awareness and inadequate support structures. Now is the time to work for a more inclusive society, highlight the talents of affected people and ensure opportunities for them to realize their potential."
In 2012, the United Nations General Assembly unanimously adopted resolution 67/82 "Addressing the socioeconomic needs of individuals, families and societies affected by autism spectrum disorders, developmental disorders and associated disabilities". In this resolution, the UN member states recognize "that the full enjoyment by persons with autism spectrum disorders [...] of their human rights and their full participation will result in significant advances in the social and economic development of societies and communities" and stress "the important contribution that non-governmental organizations and other civil society actors can make in promoting human rights for [...] all individuals with autism spectrum disorders [...] and their integration in societies". The GA voices its concern "that persons with autism spectrum disorders [...] continue to face barriers in their participation as equal members of society" and calls this "discrimination" and "a violation of the inherent dignity and worth of the human person".

As individuals and as a group, autistics continue to be denied the "four key pillars of minority rights", as identified by the UN's Independent Expert on Minority Issues, Ms Rita Izsák: "protection of existence and prevention of violence against minorities; promotion and protection of minority identity; equality and non-discrimination; and the right to effective participation in all areas of public, economic and social life".
Our very existence is in danger as long as autism, without regard to severity, continues to be viewed as something to be eradicated. Violence against us takes the form of behaviour modification, institutionalization, and abusive medical and therapeutic practices, such as electric shocks. Instead, we should be taught self-esteem, self-confidence, and how to advocate for ourselves. The autistic minority also includes those of us who hide their condition for fear of discrimination. This is no longer tenable at a time when millions of children diagnosed with autism come of age and many more get diagnosed as adults. Autism awareness must lead to acceptance, recognition, and respect for autistics. Only autism acceptance will ensure our full and equal participation in all areas of public, economic, and social life.
With regard to equal recognition before the law, we welcome the clarification, made in paragraph 3 of Draft General Comment No. 1, and throughout the document, that "the human rights-based model of disability implies a shift from the substitute decision-making paradigm to one that is based on supported decision-making" and the reminder, in paragraph 4, of the general principles of the Convention, among them "individual autonomy – including the freedom to make one's own choices –, and independence of persons; non-discrimination; full and effective participation and inclusion in society; respect for difference and acceptance [...] as part of human diversity; equality of opportunity; accessibility; [...] and respect for the right of children with disabilities to preserve their identities". This last principle deserves particular attention when it comes to autistic children and adolescents and so-called early intervention and methods of behaviour modification whose main purpose it often is to deprive us of our identity and difference and turn us into something we are not and cannot be, namely non-autistic.

We concur with paragraph 7 that practices denying autistics' "right to legal capacity [...] under substitute decision-making regimes such as guardianship, conservatorship and mental health laws that permit forced treatment [...] must be abolished". As stated in paragraph 8, "[l]egal capacity is indispensable for the exercise of economic, social and cultural rights [...] and the right to liberty", and "perceived or actual deficits in mental capacity must not be used as justification for denying legal capacity" (paragraph 12). Instead, "States [...] must provide persons with disabilities access to the support that may be necessary to enable them to make decisions that have legal effect" (paragraph 14). Such "[s]upport in the exercise of legal capacity must respect the rights, will and preferences of persons with disabilities and should never amount to substitute decision-making" (paragraph 15).
Too often, it is wrongly assumed that autistics cannot or should not be consulted about decisions that will affect us, many of them potential sources of human rights violations, such as our living arrangements or medical and psychological treatment. Instead, non-autistics, among them parents, professionals, and so-called autism experts, make decisions on our behalf, but without our consent. Most autistics, be they children or adults, can make their own decisions if barriers are removed. Even those of us who are non-verbal may, for example, be able to express themselves in writing online, as evidenced by Internet fora that unite autistics across the spectrum, from least to most severe.
We particularly appreciate the reference in paragraph 15 to support provided through "advocacy (including self-advocacy support)" and call on States parties to the CRPD to engage and consult with autism self-advocacy groups at the global, national, regional, and local level as well as provide funding to such organizations so as to preserve and expand that support option or make it a reality where it does not currently exist.

In the context of paragraph 17 we urge the Committee to consider adding or clarifying that some persons with disabilities, including some autistics at the so-called high-functioning end of the spectrum, do not simply "not wish to exercise their right to support", but may not require any support in exercising their legal capacity and making decisions as a matter of fact and this, too, must be respected.

Autistics will hold States parties accountable for their obligation, according to paragraph 20, to "take action to prevent non-State actors and private persons from interfering in the ability of persons with disabilities to realize and enjoy their human rights, including the right to legal capacity". We fully agree that "[o]ne of the aims of support in the exercise of legal capacity is to build the confidence and skills of persons with disabilities so that they can exercise their legal capacity with less support in the future if they so wish. States parties have an obligation to provide training for persons receiving support so that they can decide when less support is needed or when they no longer require support in the exercise of their legal capacity."
We equally intend to hold States parties accountable for their obligation, according to paragraph 25 (d), "to facilitate the creation of support, particularly for people who are isolated and may not have access to naturally occurring supports in the community". By the very nature of autism, this is the case for many of us. States may find that the best way of fulfilling this obligation toward autistics is by cooperating with autism self-advocacy groups at all levels. And only the provision of funding to such organizations will ensure that States meet their obligation to "'provide access' to the support required [...] at nominal or no cost" to autistics so "that lack of financial resources is not a barrier to accessing support in the exercise of legal capacity" (paragraph 25 (e)).
We feel that the language of paragraph 32 whereby "States must examine their laws to ensure that the will and preferences of children with disabilities are respected on an equal basis with other children" falls short of the Convention's general principle demanding "respect for the right of children with disabilities to preserve their identities". If the decision is simply left to non-autistic parents, most autistic children and adolescents will continue to be subjected to behaviour modification aimed at destroying our identity and difference. That this is clearly not acceptable under the Convention needs to be emphasized in paragraph 32.
We agree that States parties urgently must address, stop, and remediate autistics' "arbitrary deprivation of liberty" and "detention in institutions against their will, either without their consent or with the consent of a substitute decision-maker" (paragraph 36). This applies to autistic children and adolescents as well as to adults. Moreover, even "during crisis situations, the individual autonomy and capacity of persons with disabilities to make decisions must be respected" (paragraph 16). In line with the requirement that "[a]ll health and medical personnel should ensure appropriate consultation that directly engages the person with disabilities", we encourage anyone to find and explore ways of consulting autistics directly. While it may be challenging, no treatment must take place without our prior "free and informed consent", not that of anyone else (paragraph 37).
As stated in paragraph 38, "forced treatment by psychiatric and other health and medical professionals is a violation of the right to equal recognition before the law and an infringement of the rights to personal integrity [...], freedom from torture [...], and freedom from violence, exploitation and abuse [...]. States must abolish policies and legislative provisions that allow or perpetrate forced treatment, as it is an ongoing violation of mental health laws across the globe, despite empirical evidence indicating its lack of effectiveness and the views of people using mental health systems who have experienced deep pain and trauma as a result of forced treatment". Many of them autistics, children and adults alike.
Autistic communities, contrary to what paragraph 41 appears to be suggesting, mostly are not geographic in nature. Autistic communities tend to meet online. Self-help groups will sometimes meet up in physical locations, but more often make use of cyberspace. Existing self-advocacy organizations often operate across borders, assisted by information technology. Support to autistics in exercising their legal capacity and making decisions might thus be provided by an individual or a group that is based elsewhere. We believe that the definition of "community" in this paragraph needs to be expanded to take into account autistic realities and preferences.
Paragraph 42's insistence that "all persons with disabilities [...] must be able to choose where and with whom to live" seems to suggest that independent living is not an option for persons, such as autistic adults, currently institutionalized against their will. As this is patently not true, we ask the Committee to add here independent living as an alternative to living with someone.

Finally, we would like to ensure States parties that in their efforts to "[c]losely consult with and actively involve persons with disabilities, including children with disabilities, through their representative organizations, in the development and implementation of legislation, policies and other decision-making processes" (paragraph 46 (c)), we and autism self-advocacy organizations in their respective countries can be approached at any time.
Thank you for your consideration.
Erich Kofmel, President
Autistic Minority International
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