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Geneva, 27 February 2017
Written submission to the 17th session of the Committee on the Rights of Persons with Disabilities
REVIEW OF CANADA: LACK OF INCLUSION OF AUTISTIC VOICES
Autistic Minority International is a Geneva-based NGO. It is the first and only autism self-advocacy organization – run by and for autistic persons – 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 (WHO), human rights treaty bodies, and other international organizations. Autistic Minority International is an associate member of the Conference of NGOs in Consultative Relationship with the United Nations (CoNGO), a member of UNICEF's Global Partnership on Children with Disabilities (GPcwd), and a partner in the WHO's Mental Health Gap Action Programme (mhGAP). 

The lead author of this submission is Alanna Whitney from Canada, a young autistic woman, artist, and entrepreneur, and formerly Vancouver chapter leader for the Autistic Self Advocacy Network (ASAN) Canada.
Please read this submission in conjunction with the earlier submission by ASAN Canada for the List of Issues. We are seeking (starting on page 3) to raise additional questions Committee members may wish to ask during the interactive dialogue with the Canadian State party. 

As it seems unlikely that someone from the current ASAN Canada leadership will be in Geneva for the oral civil society briefing, we aim to assist Alanna Whitney in participating in the briefing on behalf of autistic persons in Canada.

Let us begin by recalling for the new members of the Committee 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 lifelong 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 Special Rapporteur on Minority Issues, 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, and only autism acceptance will meet the requirements of the Convention on the Rights of Persons with Disabilities (CRPD).
On occasion of World Autism Awareness Day 2015, the UN Special Rapporteur on the Right to Health, Dainius Pūras, and the UN Special Rapporteur on the Rights of Persons with Disabilities, Catalina Devandas Aguilar, released a joint statement
 calling "for an end to discrimination against autistic persons [...]. As part of human diversity, autistic persons should be embraced, celebrated and respected. However, discrimination against autistic children and adults is more the rule rather than the exception. [...] When available, services are too often far from human rights friendly or evidence-based. Autistic persons are particularly exposed to professional approaches and medical practices which are unacceptable from a human rights point of view. Such practices – justified many times as treatment or protection measures – violate their basic rights, undermine their dignity, and go against scientific evidence. 

"Autistic children and adults face the proliferation of medicalized approaches relying on the over-prescription of psychotropic medications, their placement in psychiatric hospitals and long-term care institutions, the use of physical or chemical restraint, electro-impulsive therapy, etc. This may be particularly harmful and lead to the deterioration of their condition. All too often, such practices amount to ill-treatment or torture. 

"The autism spectrum should be understood from a broader perspective, including in research. We call for caution about enthusiastic attempts to find the causes of autism and ways to 'cure' autism through sophisticated but not necessarily ethical research. Autism as a condition is a critical challenge for modern health systems, in which we need to ensure that the practice and science of medicine is never again used to cause the suffering of people. 
"More investment is needed in services and research into removing societal barriers and misconceptions about autism. Autistics persons should be recognized as the main experts on autism and on their own needs, and funding should be allocated to peer-support projects run by and for autistic persons. It is about providing individuals and families with the necessary skills and support to have choice and control over their lives. [...] Autistic persons should be respected, accepted and valued in our societies, and this can only be achieved by respecting, protecting and fulfilling their basic rights and freedoms."
Proposed additional questions on Canada:

Article 8 – Awareness-raising

What steps will be taken to prioritize inclusion of autistic-led initiatives and organizations over programmes promoted and implemented without the participation of autistic people themselves? 
What steps will be taken to differentiate between raising awareness of positive supports for autistic individuals and fundraising based on fear-mongering tactics? 

Article 9 – Accessibility

What steps are being taken to ensure that government offices and other buildings open to the public implement measures to facilitate accessibility for autistic individuals, including reducing exposure to stimuli that increase the likelihood of sensory overwhelm, such as waiting rooms or holding cells that provide no alternative to or escape from fluorescent lighting, or extended subjection to tactile contact due to overcrowding, or a lack of employee training for conduct regarding unnecessary touching or aggressive attempts to sustain eye contact, and to prevent retribution by said personnel for failure to adhere to such standards, or for the use of aids such as sunglasses or earplugs/earphones to minimize the negative effects of exposure?

Article 10 – Right to life

What steps will be taken to publicly recognize and reduce the prevalence of filicide (by parents or other relatives) and homicide (by caregivers) of autistic and other disabled Canadians? What steps will be taken to save potential victims from the typically brutal methods undertaken out of desperation as a means to the cessation of life and to prevent both media coverage and legal representation from garnering leniency by portraying such acts as justifiable due to the lack of support available?

What steps will be taken to reduce the high rates of suicide among autistics and to ensure that options for counselling are both available and accessible, especially to low-income individuals and those living in rural areas?
What steps are being taken to counteract the dialogue surrounding assisted dying legislation and ensure that public discourse includes the promotion of alternatives rather than encouraging autistic and other disabled Canadians to pursue death as the only socially acceptable means of addressing pain and support needs that cannot be managed by the current systems for palliative and mental health care? What steps are being taken to include the voices and opinions of autistic people and other disabled Canadians as a counterpoint to non-autistic and non-disabled healthcare professionals, caretakers, and family members?

Article 11 – Situations of risk and humanitarian emergencies

What steps are being taken to ensure the safety of autistic persons in situations of risk and humanitarian emergencies? What steps are being taken to educate law enforcement personnel and other officials regarding autistic tendencies and maintaining a fair approach to the implementation of safeguards that do not further exacerbate situations of risk by increasing panic and sensory overwhelm in autistic individuals?

Article 15 – Freedom from torture or cruel, inhuman or degrading treatment or punishment

What steps are being taken to prevent the prodigious use of restraints, verbal, and physical degradation and torturous punishment against autistic people as are particularly prevalent among educational, therapeutic, and judicial settings?

Article 25 - Health

What steps are being taken to ensure that health care professionals are aware of the comorbidities of autism and inclusive of health services needed by autistic people specifically because of their impairment rather than dismissive of perceived pain and adherent to diagnostic standards that are only applicable to non-autistic patients? 
What steps are being taken to ensure access to and coverage for general anaesthesia for painful medical procedures since local anaesthesia is often ineffective in reducing the sensory perception of autistic individuals?

Thank you for your consideration.

Erich Kofmel (President) and Alanna Whitney (Canada, lead author)
Autistic Minority International

� 	http://www.un.org/en/events/autismday/2013/sgmessage.shtml


� 	http://www.un.org/en/ga/search/view_doc.asp?symbol=A/RES/67/82


� 	https://documents-dds-ny.un.org/doc/UNDOC/GEN/G13/177/28/PDF/G1317728.pdf?OpenElement


� 	http://www.ohchr.org/EN/NewsEvents/Pages/DisplayNews.aspx?NewsID=15787&LangID=E (English)


http://www.ohchr.org/FR/NewsEvents/Pages/DisplayNews.aspx?NewsID=15787&LangID=S (Spanish)


http://www.ohchr.org/FR/NewsEvents/Pages/DisplayNews.aspx?NewsID=15787&LangID=F (French)


http://www.ohchr.org/FR/NewsEvents/Pages/DisplayNews.aspx?NewsID=15787&LangID=C (Chinese)
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