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Written submission to the 14th session of the Committee on the Rights of Persons with Disabilities
REVIEW OF QATAR: AWARENESS-RAISING AGAINST AUTISTIC PERSONS
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 the NGO Forum for Health, a Geneva-based consortium of organizations committed to promoting human rights and quality care in global health, and a member of UNICEF's Global Partnership on Children with Disabilities (GPcwd).

We take the review of the State of Qatar as an opportunity to steer the Committee's attention toward the fact that all too often awareness-raising about autism is done against the best interests of autistic children and adults. For many years, Qatar has been at the forefront of the global movement to raise awareness of autism, but it has done so without the involvement or consent of autistic persons. Instead, Qatar has been listening to a wealthy American autism charity that purports to speak for us, but excludes autistic persons from its leadership. The kind of awareness raised by the State of Qatar and its associates perpetuates stereotypes about autism and prejudice against autistic persons. Such "awareness-raising" increases stigma and promotes discrimination; it substitutes for autistic voices rather than supporting them.
This submission is based on article 8 of the Convention on the Rights of Persons with Disabilities (CRPD), which requires that "1. States Parties undertake to adopt immediate, effective and appropriate measures: (a) To raise awareness throughout society, including at the family level, regarding persons with disabilities, and to foster respect for the rights and dignity of persons with disabilities; (b) To combat stereotypes, prejudices and harmful practices relating to persons with disabilities [...] in all areas of life; (c) To promote awareness of the capabilities and contributions of persons with disabilities.

"2. Measures to this end include: (a) Initiating and maintaining effective public awareness campaigns designed: (i) To nurture receptiveness to the rights of persons with disabilities; (ii) To promote positive perceptions and greater social awareness towards persons with disabilities; (iii) To promote recognition of the skills, merits and abilities of persons with disabilities, and of their contributions to the workplace and the labour market; (b) Fostering at all levels of the education system, including in all children from an early age, an attitude of respect for the rights of persons with disabilities; (c) Encouraging all organs of the media to portray persons with disabilities in a manner consistent with the purpose of the present Convention; (d) Promoting awareness-training programmes regarding persons with disabilities and the rights of persons with disabilities."

We believe that the awareness-raising activities of the State of Qatar with regard to autism do not meet these criteria. 

The kind of autism awareness raised by Qatar and its associates does not "foster respect for the rights and dignity of" autistic persons. Rather than combating them, such awareness-raising perpetuates and increases "stereotypes, prejudices and harmful practices relating to" autistic persons. The State of Qatar and its allies fail "[t]o promote awareness of the capabilities and contributions of" autistic persons, preferring to put the stress on our perceived deficiencies and shortcomings instead. Due to the distorted portrayal of autism, their international awareness campaigns prevent "receptiveness to the rights of" autistic persons and impede "positive perceptions and greater social awareness towards" the voices and realities of actually autistic persons worldwide. Qatar ignores "the skills, merits and abilities of" autistic persons "and of their contributions to the workplace and the labour market" by ignoring the existence of autistic adults and giving the impression that autism only affects children. Qatar and the foreign organizations it collaborates with and takes advice from instrumentalize "the media to portray" autistic persons in a manner that is deeply offensive to autistic self-advocates and contradicts and negates the spirit and "purpose of the" CRPD.
A recent positive example of awareness-raising about autism is provided by the joint statement on the rights of autistic persons released on occasion of World Autism Awareness Day, 2 April 2015, by 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 ("Discrimination against autistic persons, the rule rather than the exception – UN rights experts")
, in which they call "for an end to discrimination against autistic persons and a celebration of diversity. [...] [T]he Special Rapporteurs [...] noted that about one per cent of the world's population – some 70 million people – is estimated to be on the autism spectrum worldwide. 

"'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. 

"In many countries, autistic persons lack access to services which would support, on an equal basis with others, their right to health, education, employment, and living in the community. 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. It is also about equal opportunities, access to inclusive education and mainstream employment to achieve equality and rights enjoyment by autistic persons. It is about promoting their independence and respecting their dignity. 

"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.'"
Conversely, the Permanent Mission of the State of Qatar organized an event on World Autism Awareness Day 2015 at UN headquarters in New York, together with the Permanent Mission of the People's Republic of Bangladesh and the highly controversial US charity Autism Speaks and co-sponsored by the Permanent Missions of India, Nigeria, and the Republic of Korea, entitled "Science, Collaboration & Answers for the Global Autism Community"
, which used very different language
: "In the 8 years since the State of Qatar launched the Global Autism Movement by leading the passage of the General Assembly Resolution A/RES/62/139 on 'World Autism Awareness Day', we have witnessed a dramatic increase in autism awareness worldwide. [...] A WHO consultation report
 clearly articulates the opportunities and the technical feasibility of meeting the needs of our children and families, and the robust demonstration of political will to address the autism public health crisis among even the poorest countries in the world."

Note the portrayal of autism as a global "public health crisis" and the complete absence of autistic adults from consideration – attention is paid only to "children and families", as if those of us who grew up without extensive medical and behavioural interventions (and purportedly before the "crisis") did not exist.
The eerie WHO consultation mentioned by Qatar took place in September 2013 – without the participation of a single autistic person. It was equally co-hosted by Autism Speaks, which seems to fund all autism programming and research at the WHO, to the tune of at least one million US dollars since 2012
 
. Unashamedly, the charity entitled its report on the consultation "Autism Speaks and the World Health Organization Listens"
. At the WHO as elsewhere, Autism Speaks' financial might drowns out the voices of actually autistic persons. This consultation was everything "about us, without us".
Autism Speaks does not include any autistic persons on its board or senior staff
. And no autistic speakers were invited to Qatar's World Autism Awareness Day event in New York on 2 April 2015, either.
In 2007, the Qatari ambassador to the UN welcomed the passing of the World Autism Awareness Day resolution with these remarks
: "Qatar shared the concerns of a number of countries by the high rate of autism in children in all regions of the world; a disease that affects the functioning of the brain, and characterized by impairment in social interaction and communications. [...] I would like to extend my sincere thanks to them [founders of Autism Speaks] for [...] showing the importance of raising awareness about the autism epidemic. [...] We hope the Qatari initiative brings about the greatest impact on the lives of many children and their families living with autism".
What we are told here is that autism is a disease and epidemic that, again, solely affects children and by extension their families.
Suzanne Wright, who co-founded Autism Speaks together with her husband, Bob, a former Chairman and CEO of multi-billion US media and entertainment conglomerate NBC Universal and Vice Chairman of General Electric, said on the same occasion at the UN
: "When a family hears the heartbreaking news that their child has autism, their lives are never the same again ... Six months later, we received the devastating news that our grandson has autism … and we were quickly and reluctantly drafted into the world of this challenging and debilitating neurological disorder. [...] We were in the middle of an urgent global health crisis affecting tens of millions worldwide [...] Compare this to the polio epidemic of 1950s, when 1 in 3,000 Americans was affected and it was a health crisis that galvanized the nation. We need that to happen for autism, but we need it to happen around the world."
Autism Speaks views autism as a heartbreaking, devastating, debilitating disorder. A global health crisis that should galvanize the world.
And Mrs Wright states emphatically: "That's why we founded Autism Speaks in February 2005 to give autism the voice it deserves." 
Unfortunately, they do not give a voice to actually autistic persons, preferring to substitute their own voice and agenda for ours.

To them, "[t]he nation of Qatar is an ideal partner in this ambitious effort to raise awareness about autism and the need for action on every continent and in every nation."

Autism Speaks also partners with the State of Qatar in national autism awareness campaigns, through their collaboration with the Shafallah Center for Children with Special Needs
, which used to include the Shafallah Medical Genetics Center (SMGC) – now the Neurological Disorder Research Center at the Qatar Biomedical Research Institute (QBRI)
. SMGC/QBRI's website states: "Studies from several countries show that up to 70% of [...] genetic disorders can either be prevented or the impact of the ensuing disability can be significantly reduced. [...] [T]he approaches to the prevention of [...] genetic disorders or the reduction of their toll by proper diagnosis and treatment have been limited." Prevention of autism is also stressed in their partnerships
: "QBRI is interested in establishing collaborations in the following areas: [...] Innovative prevention and diagnostic strategies in [...] Neurological disorders". It is a goal they share with Autism Speaks, which seeks to fund "research into the causes, prevention, [...] and a cure for autism"
 
, with the ultimate aim to "eradicate autism for the sake of future generations"
. The Permanent Mission of the State of Qatar and Shafallah Center most recently organized a side event during the Conference of States Parties (COSP) to the CRPD at UN headquarters in June 2015
.
Autism Speaks is most infamous for its awareness-raising video "I Am Autism"
, which includes this so-called "poem"
: "I am autism. I'm visible in your children, but if I can help it, I am invisible to you until it's too late. I know where you live. And guess what? I live there too. I hover around all of you. I know no color barrier, no religion, no morality, no currency. I speak your language fluently. And with every voice I take away, I acquire yet another language. I work very quickly. I work faster than pediatric aids, cancer, and diabetes combined[.] And if you're happily married, I will make sure that your marriage fails. Your money will fall into my hands, and I will bankrupt you for my own self-gain. I don't sleep, so I make sure you don't either. I will make it virtually impossible for your family to easily attend a temple, birthday party, or public park without a struggle, without embarrassment, without pain. You have no cure for me.
"Your scientists don't have the resources, and I relish their desperation. Your neighbors are happier to pretend that I don't exist – of course, until it's their child. I am autism. I have no interest in right or wrong. I derive great pleasure out of your loneliness. I will fight to take away your hope. I will plot to rob you of your children and your dreams. I will make sure that every day you wake up you will cry, wondering who will take care of my child after I die? And the truth is, I am still winning, and you are scared. And you should be. I am autism. You ignored me. That was a mistake.


"And to autism I say: I am a father, a mother, a grandparent, a brother, a sister. We will spend every waking hour trying to weaken you. We don't need sleep because we will not rest until you do. Family can be much stronger than autism ever anticipated, and we will not be intimidated by you, nor will the love and strength of my community. I am a parent riding toward you, and you can push me off this horse time and time again, but I will get up, climb back on, and ride on with the message. Autism, you forget who we are. You forget who you are dealing with. You forget the spirit of mothers, and daughters, and fathers and sons.


"We are Qatar. We are the United Kingdom. We are the United States. We are China. We are Argentina. We are Russia. We are the European Union. We are the United Nations. We are coming together in all climates. We call on all faiths. We search with technology and voodoo and prayer and herbs and genetic studies and a growing awareness you never anticipated.


"We have had challenges, but we are the best when overcoming them. We speak the only language that matters: love for our children. Our capacity to love is greater than your capacity to overwhelm. Autism is naïve. You are alone. We are a community of warriors. We have a voice. You think because some of our children cannot speak, we cannot hear them? That is autism's weakness. You think that because my child lives behind a wall, I am afraid to knock it down with my bare hands? You have not properly been introduced to this community of parents and grandparents, of siblings and friends and schoolteachers and therapists and pediatricians and scientists. Autism, if you are not scared, you should be. When you came for my child, you forgot: you came for me. Autism, are you listening?"
The sheer horror autistic persons experience when listening to or reading these words can't be expressed. It is hard not to call this hate speech. It is hard not to call this discriminatory and exploitative and raising every spectre of prejudice and stigma against autistic persons ever devised.

More recently, Suzanne Wright got a standing ovation at an autism conference the Vatican organized in November 2014 for saying
: "Autism is forcing parents and caregivers to slow down the frenetic pace of our modern world and look into the eyes of our loved ones, as Saint Francis did with the leper." A science writer who has an autistic family member comments
: "In her remarks, she practically glows blue herself as she waxes enthusiastic about how awesome she and her organization are for getting people to use blue lights around the world [on World Autism Awareness Day]. Throughout, she draws some not-remotely-subtle comparisons to St. Francis, of all people, who was known [...] for not Othering his fellow human beings [...]. And, lest anyone think she might stray off message, she belittles and demeans and negatively stereotypes autistic people like her grandson. As usual.

"Of course, if Wright ever did listen to the autistics speaking to her and her organization, she'd stop using that kind of language. [...] Autistic adults have so much to tell non-autistic people about the experience of being autistic. [...] She'd learn that in spite of her claim that autistic people are 'free from the burden of money,' in reality, autistic adults experience considerable economic struggles because of the need to live off of disability, the difficulty finding jobs, the struggles of maneuvering alone, without supports, through a world that refuses to accommodate them, that harkens to the negative and damaging stereotypes that Wright and others like her perpetuate. She'd learn that rather than having 'simple desires' and 'simple needs,' autistic people aren't reducible to anything simple but instead are people with complex needs and desires that they can't always communicate easily to people like Suzanne Wright. [...]

"And then I realized why. Her self-aggrandizing yet groveling remarks before the Pope make it clear. If you admit that others can understand the people for whom you claim to speak, then you cannot position yourself as the savior. The Wrights founded Autism Speaks to save their grandson. When others build a bridge to understanding and acceptance, a savior is no longer needed. The raison d'être of their entire organization crumbles if people start building bridges past and through and around them between non-autistics and autistics. With those bridges, those connections, autistic people and their loved ones don't need Autism Speaks to speak for them. They can speak to each other just fine without it. That must be hard news for a soi disant savior to accept."
And the mother of an autistic girl writes
: "I don't know how [...] to counter the harm that you [Suzanne Wright] continue to do in the name of some terribly perverted version of 'advocacy' in my daughter's name. [...] So often, [...] when I plead for your organization to take the perspective of the autistic people on whose behalf you claim to be speaking, I'm told that you don't mean kids (or adults) like mine. That you're not really speaking for the ones who, despite living their lives through the filter of an autistically wired brain, 'aren't the ones that you're talking about.' I'm supposed to explain to her, I've been told, that, 'That lady up there on the world's stage using the word autism, which describes you, isn't actually talking about you. That even though she's using the word – the single word – that represents so very much of your identity, of your understanding of who you are and how you see and smell and taste and understand and interact with the world, the word that serves to remind you that your perspective, which is so different from that of nearly everyone you encounter in your every day life, is one you DO share with others – the one word that may save you from feeling desperately alienated and alone in this world – it isn't about you in this one particular case. I'm supposed to tell her that the lady on the television only means people like her friends, and her mama's friends and her sister's friends, who don't speak verbally and who haven't otherwise reached some mystical level of 'functionality' at which we will deem them competent, capable, fully human. [...] And do you know how much damage you do to the cause? How on Earth will we get anyone to help autistic people to unlock their potential if you keep insisting that they have none?"
In her speech at the Vatican, Suzanne Wright boasted that Autism Speaks' "senior vice-president [...] has a team working with the W.H.O. [...] They are also working in 60 countries as part of our global public health initiative. They are using the body of knowledge we have amassed at Autism Speaks in almost a decade of constant work and tailoring the need to each country."

The mother of an autistic son responded to this
: "Your insistence that your tragic ideas on how autism should be viewed, managed, and treated be forcibly imposed on every country in the world is frightening in its scope and ambition. The very loud horn of the autism apocalypse you keep blowing at the world is sad because there is so very much good you could do. I cannot grasp this hate filled fear mongering in someone who has a neurodivergent grandchild. [...] Like so many pioneering parents and grandparents in the Down community, you could have lifted your grandson up. You could have led the way to life changing policies by standing by him and by trying to reach out to prominent autistic professionals in a real way, with respect. You could have joined with the entire autism community and sought points of policy on which everyone agreed. When Autism Speaks decided to try and dictate federal [US] autism policy without regard to autistic advocates, parents, other autism organizations, in fact anyone but yourselves, I assumed the backlash would make it clear that your personal opinions shouldn't drive an entire nonprofit no matter how much wealth and power you have [...]. Instead, you are now involving the Catholic church and using your massive privilege to inflict the agenda you couldn't mandate in Washington on the world?"
Already in 2013, the only autistic self-advocate on Autism Speaks' Science Advisory Board and Treatment Advisory Board said upon resigning from these positions
: "Autism Speaks says it's the advocacy group for people with autism and their families. It's not, despite having had many chances to become that voice. Autism Speaks is the only major medical or mental health nonprofit whose legitimacy is constantly challenged by a large percentage of the people affected by the condition they target. The absence of people with autism in governing or oversight roles has crippled Autism Speaks in its efforts to connect with the community. Any group that hopes to be accepted in service to autistic people must make autistic people its #1 priority, with no exceptions. The priority cannot be autism parents, or autism grandparents. It's got to be actual people with autism. 
"No one says the Cancer Society does not speak for them. No one describes the Cystic Fibrosis Foundation as an evil organization. All that and more is said of Autism Speaks every day. I've tried to be a voice of moderation but it hasn't worked. Too many of the views expressed by the organization are not my own; indeed I hold very different points of view. Autism Speaks still has a base of support among families of young children, but it has very little support from parents of older kids, or autistic adults. And the fact is, that is the majority of the autistic population. I've made that point in the past; apparently to no avail. I've suggested things the organization could do to garner support from those groups, but those suggestions have been ignored."

Another autistic self-advocate states unequivocally
: "No reasonable person would dare suggest that an organization comprised entirely of men represents women's interests or that an organization led entirely by white people represents the interests of people of color, yet the same standard evidently does not apply to disability organizations despite the existence of many cross-disability and autism-specific organizations led by actually disabled people. [...] [T]he widespread and vehement opposition of actually Autistic people to both the philosophy and goals of Autism Speaks is incredibly well-documented. One need look no further than the plethora of websites, blogs, and other social media platforms led by autistic voices to observe the overwhelming animosity toward Autism Speaks from within the autistic community. [...] 
"Comparisons of autism to deadly diseases, natural disasters, and car accidents do little to encourage support of Autistic people and everything to encourage fear and tragedy models of disability in direct contravention to the principles of anti-ableism, disability justice work, as well as the disability civil rights movement. [...] It will never be possible for me to work with Autism Speaks for as long as their philosophies, mission, and rhetoric remain the same as they are now. Our most basic goals are fundamentally and radically different. For you to ask me to cooperate with my oppressor is deeply insulting. I refuse to submit to complacency with the dominant narrative of autism as advanced by Autism Speaks, and I refuse to make myself complicit in my own oppression. [...] It is not possible to reform the pathology paradigm from within the organizations whose very existence serve to perpetuate and reinforce it."
In May 2015, autistic self-advocates and allies were silenced once again by Autism Speaks when "autistics decided to make their voices heard. [...] Autistic people around the world reviewed Autism Speaks, on Facebook, using the review feature. [...] Autism Speaks had a rating of 4.8 out of 5 stars this weekend, has hovered at that mark since they had their first review. At last count, mere hours after the campaign began, Autism Speaks was down to a rating of 1.4 stars. Interestingly, a large number of those whom had previously rated AS highly went back in and adjusted their review to 1 star (the lowest rating possible). Autistic people, and those who TRULY support them, were shouting loud and clear that Autism Speaks does not speak for them. 
"What did AS do in response? Rather than listen to the population they are supposedly supporting and open a dialogue, they instead silenced them. The review feature was removed. In other words, its ok to review Autism Speaks, as long as you give them a good review. In days past, that censorship would have worked. But these are the days of social media. The #AutismSpeaksReview [...] campaign took off. Within an hour a facebook group was formed to help people share their own already existing reviews (past reviews cannot be deleted) for other autism friendly people to like, comment on and share. Autism Speaks may try to shut them up, but autistic people will always find a way to SPEAK for THEMSELVES!"

Qatar frequently mirrors stigmatizing language used by Autism Speaks, for example during a press conference at UN headquarters on occasion of the first World Autism 
Awareness Day in 2008
: "[R]ecognizing the current lack of effective means to prevent autism, the paucity of effective treatments and the absence of a cure for the complex neurological disorder, Qatar had been instrumental last year in pushing through a draft resolution in the General Assembly to galvanize global efforts to address the emerging health issue." They wished "to raise awareness about the urgent health crisis, which was now the world's fastest growing developmental disability". The "brain disorder [...] interferes with the ability to understand what is seen, heard and touched". Finally, they called "on all journalists present to join the global campaign to help raise awareness".
In a statement published on the website of the National Human Rights Council (NHRC) on occasion of the WHO's autism consultation in 2013, the Qatari ambassador to the UN in Geneva is quoted as reaffirming
: "The State of Qatar attaches great importance to the subject of Autism Spectrum Disorders, development disorders and related forms of disability. It has made great strides in supporting the needs of persons living with autism by upholding global efforts that aim to raise awareness of the disease [...]. With respect to efforts exerted at the national level, HE Al Thani explained that the State of Qatar has sought to review the exiting legislation and prepare new draft laws to ensure prevention, cure and rehabilitation of persons with autism in light of Qatar's accession to the Comprehensive Convention on the Protection of the Rights of Persons with Disabilities in 2008".

Inexplicably, Qatar here stoops to justify research toward the prevention and cure of autism as mandated by the CRPD – when actually autistic persons oppose both. Autism is our identity, and we do not wish to be cured. Prevention would take the form of pre-natal genetic testing allowing for the abortion of foetuses "at risk" of autism. We consider this preparations to a eugenic genocide against our minority by prevention of birth
.

Qatar is a rich country that does not need Autism Speaks' money. 

Why does the State of Qatar continue to collaborate with such an organization, domestically and at the international level? Why does Qatar continue to help it spread its rhetoric of hate at the UN and around the globe? Why does Qatar buy into the scaremongering and become the advocate of fear (rather than advocating for actually autistic persons)? Why does Qatar continue to work with an organization that suppresses the voices of autistic persons and substitutes its own views and decisions for ours, rather than supporting autistic self-advocates and enabling us to be heard?

All this anti-autism propaganda is happening under the pretext of a global health crisis, while generations of autistic persons who have grown up without costly early interventions are ignored.

We ask the Committee to clarify the standards an awareness-raising campaign has to meet in order to be considered CRPD-conform. Under what circumstances should awareness-raising in itself be considered discriminatory, or laying the foundations for future discrimination, due to the stigma and prejudice it creates or reinforces in the public perception? Please recommend that the State Party cease its collaboration with Autism Speaks.
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 thus meet the requirements of the CRPD.
Thank you for your consideration.

Erich Kofmel, President
Autistic Minority International
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