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Written contribution to the Day of General Discussion on "Digital Media and Children's Rights" of the Committee on the Rights of the Child
DIGITAL MEDIA AND THE AUTISTIC COMMUNITY
Autistic Minority International greatly appreciates the opportunity to be able to provide our input to the Day of General Discussion on "Digital Media and Children's Rights", commencing the Committee's work on the development of rights-based strategies that maximize the online opportunities for children to better claim their rights. 
Believing that you will receive many contributions focussing on the dangers and perils of the Internet, we will instead attempt to highlight good practice and discuss how digital media, in particular the Internet, have contributed to the development of the worldwide autistic community and autistic identity and culture by enabling autistic persons, including children and adolescents, to find each other, seek and provide peer support, and become self-advocates (starting on page 2). We will make five recommendations to the Committee, as requested (annex I, page 6), and conclude with a handwritten essay by a 17-year-old autistic boy from Japan (annex II, pages 7-11).
Our NGO, headquartered in Geneva, 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 (WHO), and human rights treaty bodies. Autistic Minority International is an associate member of the Conference of NGOs in Consultative Relationship with the United Nations (CoNGO) and a member of the NGO Forum for Health, a Geneva-based consortium of organizations committed to promoting human rights and quality care in global health.

By way of introduction, let us stress 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 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.
With regard to digital media and children's rights, it is important to recall that 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, from least to most severe, 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.
The Convention on the Rights of Persons with Disabilities (CRPD) recognizes deaf culture and identity as worthy of protection and preservation and many provisions and references have been included in the CRPD catering specifically to the needs of the deaf. Unfortunately, autistics did not have a comparable lobby when the CRPD was drafted. Also, by the very nature of autism we are at a disadvantage when it comes to lobbying. Challenges and severity vary widely between individuals, but generally include difficulties in social communication, such as understanding, and using, facial expressions, body language, tone of voice, and non-literal language, unusual speech and eye contact, apparent lack of empathy, dislike of small talk, sensory overload, faceblindness, and anxiety. Digital media, particularly the Internet and electronic communication, have enabled us to individually and collectively overcome these limitations. We now have organized, at the local, national, and regional levels as well as at the United Nations, to tell you and governments worldwide that autistic culture and identity deserve the same level of recognition and protection afforded to the deaf.
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. Why then do professional practitioners of behaviour modification aimed at autistic children frequently advise parents to deprive their child of assistive and augmentative communication devices so as to force him or her to speak?
Anything of this kind is clearly not compatible with the CRPD, which to date has been ratified and acceded to by 147 States parties and guarantees children with disabilities, including autistic children, the right to preserve their identity. The CRPD demands respect for difference and its acceptance as part of human diversity.
It is unfortunate that the public discourse on autism is dominated by negative stereotypes, often perpetuated by the very organizations that would presume to be speaking for us. It is of paramount importance that decision-makers at all levels start working with and funding autistic self-advocacy organizations and initiatives, rather than continuing to rely on autism-related organizations run by often misguided parents of autistic children, with no or little autistic involvement.

Only autism acceptance will meet the requirements of the CRPD. The CRPD's move away from the long-term institutionalization of disabled persons, including autistic children and adults, was affirmed by the WHO's World Health Assembly in its autism resolution of May 2014. The 194 member states of the WHO committed themselves "to shift systematically the focus of care away from long-stay health facilities towards community-based, non-residential services". This echoes similar declarations in the World Health Assembly's mental health action plan of 2013, which finds that "[g]lobally [...] annual spending on mental health is less than US$ 2 per person and less than US$ 0.25 per person in low-income countries, with 67% of these financial resources allocated to stand-alone mental hospitals, despite their association with poor health outcomes and human rights violations". So says the WHO.
The Human Rights Committee (HRCttee) just adopted, in July 2014, a paragraph on involuntary mental health detention to be included in its forthcoming General Comment on Article 9 of the International Covenant on Civil and Political Rights (ICCPR) regarding liberty and security of person and freedom from arbitrary arrest and detention. In it, the HRCttee "emphasizes [...] the particular harms that may result in situations of involuntary hospitalization. States Parties should make available adequate community based or alternative social care services for persons with psychosocial disabilities in order to provide less restrictive alternatives to confinement. [...] [A]ny deprivation of liberty must [...] be applied only as a measure of last resort and for the shortest appropriate period of time [...].  The procedures should ensure respect for the views of the individual, and should ensure that any representative genuinely represents and defends the wishes and interests of the individual."
While this falls significantly short of CRPD standards, we believe that the HRCttee is further delegitimizing the long-term institutionalization of persons with disabilities, including autistic children and adults. Long-term institutionalization of autistics is hardly compatible with the phrasing of this paragraph. We hold out hope that a planned additional paragraph on the detention of children will restrict the institutionalization of autistic children and adolescents even further or prohibit it altogether. While we do not condone the institutionalization of any person against their will, there can be even less justification for the prolonged and often indefinite institutionalization of children simply because they are autistic or otherwise disabled. In this context, we welcome the HRCttee's recognition that "representatives", including parents, guardians, and caregivers of autistic children and adults, don't necessarily act in their best interest. The wishes and interests of those who may perceive children and adolescents with disabilities as burdens must not be confused and equated with the best interests of the child. It is never in the best interest of the child to be deprived of liberty.

That said, we caution the CRPD, WHO, HRCttee, and your Committee against a purely non-autistic understanding of "community-based, non-residential services". Autistic communities should not be thought of as 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. Autism self-advocacy organizations frequently operate across borders, assisted by information technology. Support or services to autistic children and adults may thus be provided by an individual or a group that is based elsewhere. The definition of "community" needs to be expanded to take into account autistic realities and preferences.
Some autistics consider physical meetings of any kind not barrier-free and thus inaccessible to them. We welcome the Committee's initiative to create mechanisms to accommodate this during the Day of General Discussion and facilitate remote participation of children and adults who cannot be in the conference room because of their disability or for other reasons. We strongly encourage you to extend this facility to regular meetings as well. This should not be one-way communication, as with a simple webcast, but fully interactive. In order to remove barriers for autistics, the written word must be given equal weight as the spoken, and electronic communication, such as e-mails or chats, cannot be treated as inferior to communication face-to-face or on the phone. Physical presence at Committee sessions must not be a requirement for impact.

We applaud the few business enterprises that provide jobs and training, including apprenticeships, particularly aimed at autistics, namely in the field of information technology. Unfortunately, most autistic adolescents and adults do not have superior IT skills, and jobs and training opportunities for us are scarce. It is our hope that increased awareness of autism, spread through digital media, may help improve understanding between autistics and non-autistics and sensitize business enterprises beyond information technology companies for autistics' plight and potential alike.

While it will be impossible within the page limit stipulated by the Committee to discuss every aspect of digital media and the rights of children on the autism spectrum, we feel that it might be advantageous to conclude by listening to an autistic child. Aidan Tanaka is a 17-year-old boy from Japan on his journey to self-advocacy, aided by digital media: "[T]he topic here is how digital media, mainly the Internet, could help autistic people connect to the world, and learn more about what life is really like. This is about what autistics would be when they only have the ability to communicate in the real world, rather than to talk to someone who is across the ocean in another continent: the resulting limitations and differences between autistics under traditional treatment methods, or, in the case of developing countries, no treatment at all, and autistics who use the Internet. It is also about the issues that the Internet can bear, the wonders it can bring about, and it is also about my personal experience on the Internet, and what I have learned. 
"Before I gained an obsession with the world of adventures, that is, the Internet, [...] I had a basic understanding of human nature. And had the Internet not existed, I would have little more than that, at this moment. [...] Now, what does the Internet do for autistic individuals? First of all, the Internet [...] allows autistics to communicate with other people across the world. This means they can view other human interactions: which in turn helps them learn about the social world, by learning from other people with more advanced understandings of social life. 

"I've learned a lot of good and bad things about life in this manner. When I learned that some things weren't what met my eyes, the resulting emotions varied from pleasant surprise to horror and paranoia. Then, I learned the concept of vigilance – keeping oneself aware of tricks, lies and stereotypes. [...] [T]he Internet is not perfect, either. All the things you learn come with a risk. [...] So how do you tell the differences between the facts and the fallacies? You deconstruct the claim, examine it, and think, 'Is this the right thing to do? Does it really make sense?['] For example: [...] is it right, and does it make sense, that because other people are not as brave [...] or that they don't do extreme activities such as lifting heavy weights they are cowardly? They should be laughed at and shunned? The answer is: no. [...] Keep going, stay strong, stay vigilant. Keep going, you have lots of potential. Keep going, and make a connection."
Aidan's complete handwritten essay, entitled "Connection", is attached as annex II.

To sum up, electronic communication must be recognized as Universal Design. The systemic discrimination of autistics, particularly those who do not speak, by public authorities, the legal system, and private enterprises, most importantly health and care providers, who refuse to communicate by e-mail rather than by telephone or in person or do not respond to electronic communication in a timely and comprehensive manner has gone on long enough.
The importance of unrestricted access to online communication for autistics, children and adults alike, cannot be emphasized strongly enough.
Thank you for your consideration.

Erich Kofmel, President
Autistic Minority International

Annex I

Recommendations:

1. Call on States parties to the Convention on the Rights of the Child to cooperate with and financially and otherwise support autism self-advocacy organizations in their efforts to empower autistic children and adolescents through digital media and to develop evidence-based and evaluated strategies to maintain, expand, and preserve an authentic autistic community by linking children from the earliest age to autistic peers online.

2. Counteract the online abuse, harassment, hate speech, and cyberbullying that autistic children have to grow up with. Googling "autistics" currently results in autocomplete suggestions including "autistics are retarded", "autistics are stupid", "autistics are not human", and "autistics are dangerous", while "autistics should" autocompletes as "autistics should die", "autistics should be killed", or "autistics should be euthanized"!
3. Promote online schooling as a means to remove barriers to inclusive education in regular classes, for example by permitting autistic children to follow and participate in the lessons remotely from home via the Internet and only attend school physically when they are ready to do so. Employing mobile technology, this might also be an effective way to provide access to schooling to autistic children and adolescents in developing countries.
4. Raise awareness of so-called high-functioning autism and Asperger's syndrome among police, prosecutors, judges, and the wider legal community with regard to Internet-related crimes such as hacking, particularly when it comes to minors who may have an autistic quasi-obsessive "special interest" in computers and information technology and lack a full understanding of the consequences or legal implications of their actions.
5. Condemn and stop the deprivation of access to information and communication of autistic children and adolescents who are institutionalized, often without their consent and against their best interests, particularly those who do not speak and rely on the Internet as their sole means of communication and for whom being cut off from the Internet also means being cut off from the autistic community and any available peer support.

Annex II

Essay "Connection" by Aidan Tanaka Arbuckle, age 17, from Hakodate, Japan:
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