AUTISTIC MINORITY INTERNATIONAL

WWW.AUTISTICMINORITY.ORG
AUTISTIC MINORITY INTERNATIONAL

WWW.AUTISTICMINORITY.ORG

Geneva, 10 October 2018
Submission for the OHCHR report on "Empowering children with disabilities for the enjoyment of their human rights, including through inclusive education"

EMPOWERING AUTISTIC CHILDREN THROUGH AUTISM ACCEPTANCE
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). 

While we greatly appreciate the opportunity to be able to provide input to this important report, to be submitted by the Office of the UN High Commissioner for Human Rights (OHCHR) to the 40th session of the UN Human Rights Council (HRC) on occasion of its 2019 annual full-day meeting on the rights of the child, we will limit ourselves to discussing and stressing just a few issues of particular importance to autistic children, adolescents, and adults, in line with the OHCHR's specific information request and remaining within the stipulated maximum length of four pages.

Please allow us to begin by highlighting that autistic self-advocates do not view autism as a disorder or disease to be cured or eradicated, but as a lifelong neurological difference that is equally valid. We reject the pathologization of autism and resent its listing in the American Psychiatric Association's Diagnostic and Statistical Manual of Mental Disorders (DSM-5) and the WHO's International Statistical Classification of Diseases and Related Health Problems (ICD-10, to be replaced by ICD-11 in 2019). We oppose the categorization of books on autism under "psychopathology" in bookstores
 and "genetic diseases" in libraries
. We remain deeply concerned about language in the 2030 Agenda for Sustainable Development framing autism as a global epidemic and health burden, with UN member states seeking the prevention of autism and other so-called developmental disorders by declaring that they "are committed to the prevention and treatment of non-communicable diseases, including behavioural, developmental and neurological disorders, which constitute a major challenge for sustainable development". We are disturbed by reports in January 2018 that the United States Food and Drug Administration (FDA) has granted "Breakthrough Therapy" status to an autism drug that is being developed by Swiss pharmaceutical company Roche
. It would be the first drug seeking to treat the so-called core "symptoms", actually core characteristics, of autism, that is, our very identity. We are equally opposed to research, often publicly funded, aiming to find a prenatal genetic test that would allow the abortion of foetuses "at risk" of autism or their manipulation in the womb to prevent autism from developing (see our submission to the UN Special Rapporteur on the rights of persons with disabilities on new reproductive technologies and the spectre of eugenic genocide against the autistic community
). All of this, and so much more perpetrated against our minority under the banner of "health", is deeply discriminatory, prejudicial, and stigmatizing.
We emphasize that the social model of disability underlying the UN Convention on the Rights of Persons with Disabilities (CRPD), which to date has been ratified by 177 States parties, recognizes that disability is the result not of a person's actual or perceived impairment or difference, but of societal and attitudinal barriers that prevent our full and equal participation in all areas of public, economic, and social life. Disability is caused by systemic discrimination and exclusion. The solution is not to eliminate the persons who are being discriminated against, but to eliminate the sources of discrimination. 
Stigma and discriminatory attitudes toward autism must be ended if autistic children, adolescents, and adults are truly to be empowered. 

Autism is a so-called developmental "disorder". This does not mean that we don't develop at all, just that we may develop more slowly than others. Few autistic children will be in a position to participate in public decision-making or be human rights defenders, but many autistic adults remain childlike longer. Some of us may never reach the neurotypical milestones of adulthood, never enter into the workforce, never have a romantic relationship, never live on our own, independently. As autistic adults we are therefore much closer to our childhoods than non-autistic people are to theirs. Many of us remain traumatized all our lives because of what was done to us as children. 

The exclusions non-autistic children may experience when seeking to defend their rights publicly, or even in private, continue for most autistics into adulthood. We are not being taken seriously, and many countries have mental health, guardianship, or autism laws that deprive us of legal capacity even as adults. Many of us are kept in alternative care in residential institutions or mental health facilities all our lives. Because most autistic children are excluded from quality mainstream education, they never get the education that would enable them to become human rights defenders and participate in public decision-making, either as children or as adults. No autistic child benefits from being in alternative care, except if it is to escape abusive parents. The interests of parents and caregivers who may perceive us as burdens must never be equated with the best interests of the autistic child.

The experiences that we as autistic self-advocates made when we were autistic children ourselves are what separates us from non-autistic parents of autistic children, who don't share these experiences. That's why it is problematic that in making autism policy most States only work with organizations of non-autistic parents, charities run by non-autistic people, non-autistic professionals and so-called experts, rather than working with actually autistic adults who truly know what it is like to be an autistic child. We need to protect and empower autistic children so as to enable them to become adult human rights defenders, speaking up for the next generations of autistic children. We remember. We lived through it. Childhood to us is not a question of age. Society keeps perceiving us as children and treats us as children all our lives. 
Because autism is an often invisible condition, even to other autistics, we were only able to find each other with the advent of the Internet and the emergence of autistic communities in cyberspace. Even those of us who do not speak may be able to express themselves in writing online, as evidenced by Internet fora that unite autistics across the spectrum, however severe our condition may be perceived to be by others, and from children and adolescents to persons in their fifties, sixties, or seventies, often diagnosed subsequent to a child or grandchild having been found to be on the autism spectrum. Thus, autistic children and adolescents are full, equal, and valued members of autistic peer support and self-advocacy groups online.

In this context we would like to highlight the WHO Priority Assistive Products List
, which aims to improve access to assistive technology for everyone, everywhere. It is just as important as the WHO Essential Medicines List. For autistic children and adults, particularly those of us who do not speak, the list includes for instance communication books, boards, or cards, communication software, gesture to voice technology, and personal digital assistants. It is the responsibility of every State to make these assistive technologies available to us, so as to empower autistic children, adolescents, and adults.

Too often, it is wrongly assumed that autistic persons 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 "experts", make decisions on our behalf, but without our consent. Most autistics, be they children or adults, can make their own private decisions if barriers are removed. Instead of depriving autistic children of assistive and augmentative communication devices in order to force them to speak, autistic children must be empowered to defend their human rights through the use of digital media and assistive devices. Also, those institutionalized, be it by their families, guardians, or authorities, must not be deprived of access to such aides, so as not to render them silent and defenceless victims of violence whilst "in care". They may be treated without their consent, be sedated or restraint, and unable to communicate physical or sexual abuse to anyone. Instead of being subjected to coercive medical or therapeutic practices, autistic children and adults should be taught self-esteem, self-confidence, and how to advocate for ourselves. 
Without a medical autism diagnosis, it is usually impossible to access services and support, but often a diagnosis also means concrete disadvantages. The drive by healthcare systems to identify and diagnose autistic children as early as possible may be the beginning of lifelong discrimination. We are particularly concerned about so-called early interventions whose purpose is to "normalize" the autistic child and turn them into something they are not and cannot be, namely non-autistic. The underlying assumption seems to be that a young child's brain is more malleable and responds better to behavioural modifications. Compliance-based therapies commonly given to autistic children, such as Applied Behaviour Analysis (ABA), not only aim to destroy children's autistic identity
 
 
 
 
 
 
, but they also teach the child to do exactly what they are told without question. This conditioning can be used against them, for example by sexual predators. Sometimes, such "therapies" use aversive punishments, such as electroshocks, to reduce behaviours parents, caregivers, teachers, and others deem unwanted. Many autistic self-advocates view such treatment as akin to torture.
Autistic persons' right to participate in public decision-making and the fight against stigma and abuse must begin with our involvement in any and all public policy decisions with regard to autism. Autistic children and adults, not just non-autistic parents of autistic children, must be consulted and included in all matters relating to autism policy at all levels of government. Actually autistic persons must be appointed to any and all public bodies concerned with the development, implementation, and monitoring of mental health and autism policy. We call on States to engage and consult with autism self-advocacy organizations, run by and for actually autistic persons, at the global, regional, national, and local levels as well as provide funding and technical support to such organizations, so as to enable them to represent our interests. In order to equip autistic persons to participate in public decision-making, it is crucial that we be given access to inclusive quality education, so as to permit autistic children to acquire the skills necessary for a life of self-advocacy and autonomous or supported decision-making in the personal realm and beyond. By educating autistic individuals, we will educate the autistic community. This, in turn, will lead to the creation of more and stronger organizations run by autistic persons themselves representing our community in the public arena.

Stigmatizing and prejudicial mental health, guardianship, and autism laws must be repealed or amended to guarantee equal recognition before the law and promote autism acceptance and the empowerment of actually autistic persons instead. A first autism acceptance law, the Persons within the Autism Spectrum (Empowerment) Act, has been enacted by Malta in 2016 with the input of autistic persons themselves
 
. The new Maltese national Autism Advisory Council is chaired by an autistic self-advocate
 
. We hope that this will serve as a model for other countries. There is just no way to escape discrimination until we are accepted for who we are, not based on pathologization and a medical diagnosis, but on recognition of and respect for our true autistic identity. Deep, substantive, radical acceptance of autistic people would prohibit, for instance, the subjection of our children to forced behaviour modification and normalization without their own consent. 

Thank you for your consideration.

Erich Kofmel, President
Autistic Minority International
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