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Written submission to the 10th Pre-Sessional Working Group of the Committee on the Rights of Persons with Disabilities

LIST OF ISSUES ON SAUDI ARABIA: CURING AUTISM AT UNESCO
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). 

In April 2018, the Permanent Delegation of the Kingdom of Saudi Arabia to the United Nations Educational, Scientific and Cultural Organization (UNESCO) began circulating an invitation to a half-day conference titled "L'autisme: vers une évolution culturelle nécessaire" ("Autism: toward a necessary cultural evolution"), to take place in the afternoon of 2 May 2018 at UNESCO in Paris, France
. The announced list of speakers set off alarm bells with Autistic Minority International, and we first raised public awareness about the planned event on our website and on social media on 22 April 2018
 
 
. Our concerns were shared by other actually autistic persons
 as well as the wider autism community, including through an open letter to UNESCO by the pan-European parents' organization Autism-Europe (which, incidentally, blatantly plagiarized our earlier posts, without any acknowledgment), in which they called on UNESCO to uphold the principles of the Convention on the Rights of Persons with Disabilities (CRPD)
. Despite the autistic and autism communities' collective best efforts to prevent it, and an autistic speaker and the UNESCO speaker dropping out, the conference went ahead regardless, turning UNESCO, the UN specialized agency for education and science, into a breeding ground of pseudo-science, quackery, and uneducated nonsense about autism.
We urge the Committee to employ the 2018 List of Issues on Saudi Arabia and the constructive dialogue with the government delegation in 2019 to ask the State party why they ignored or went against the objections, concerns, and advice communicated to them and UNESCO by both actually autistic persons and parents of autistic children alike. 

Proposed questions: Why did Saudi Arabia persist in holding the conference even after being educated about the true nature, intent, and financial motives of the group co-organizing the event – a French association called Optim'Autisme, founded by an UNESCO employee in her private capacity? Will Saudi Arabia commit to ceasing to provide a platform to those who seek to spread misinformation about autism and autistic persons, end its collaboration with Optim'Autisme, and terminate the sponsorship agreement with Optim'Autisme that Saudi Arabia entered into on 23 April 2018
? Will Saudi Arabia commit to ceasing to abuse its power as one of UNESCO's largest donors
 
 to promote pseudo-science and quackery and instead abide by the fundamental rules and regulations governing UNESCO and the principles underlying the CRPD? Finally, will Saudi Arabia stop ignoring and start listening to actually autistic people themselves?

Among the speakers at the conference, which provided simultaneous interpretation in English, French, and Arabic, was Raun K. Kaufman, former CEO and current Director of Global Education of the Autism Treatment Center of America. According to the Center's website, he is "himself fully cured from Autism". He opposes the American Academy of Pediatrics' "continued position that Autism is incurable. [...] Since there is no way to see the future, the only ethical choice we have is to treat every child as if he or she can be cured and give all children a chance.'" The Center claims that "[a]s a child, Mr. Kaufman was diagnosed with severe autism and recommended for lifelong institutionalization. Instead, his parents developed The Son-Rise Program, which enabled their son's complete cure from Autism. Now an international speaker and Ivy League graduate, Mr. Kaufman bears no traces of his former condition."

While Son-Rise as a relationship-based form of "therapy" seems less abusive than for example Applied Behaviour Analysis (ABA), it is such false claims and outlandish rhetoric that help them sell books and costly training and programmes: "We can help you to bring your child as far across the bridge from Autism to recovery as possible. For some, this means complete recovery"
; "The Son-Rise Program is the only program that: [...] Helps parents cure their children in some cases"
; "Nicoleta found the symptoms of autism that her son exhibited to be devastating. She spent years looking for autism support networks and autism treatment programs for her son and was about to give up when she discovered the book 'Son-Rise: The Miracle Continues' – a potential cure for autism."

To be clear: there is no "recovery" from autism! There is no "cure", and autistic people don't need to be cured or recovered! 

As actually autistic persons and self-advocates, we do not view autism as a disorder or disease to be cured or eradicated, but as a lifelong neurological difference, both genetic and hereditary, that is equally valid. Autism is a variation of human nature and diversity.

In France, Kaufman's Center is active in collaboration with the association Optim'Autisme, which also cooperated with Saudi Arabia in organizing the UNESCO conference. Optim'Autisme writes: "Il existe à l'étranger des méthodes et programmes qui permettent de dépasser l'autisme, ou d'en sortir complètement." ("There are methods and programmes abroad that allow you to overcome autism, or to get out of it completely.")
 Optim'Autisme appears to have been founded specifically with the aim to propagate Son-Rise in France. After the UNESCO conference, they held a 5-day Son-Rise starter training at the UNESCO restaurant
!
Even worse, among the conference speakers were also two mothers who claim that their children have "recovered" from autism. One of them, Senta Depuydt from Belgium, supports the disproven theory that autism is caused by vaccines: "Senta's son was developing perfectly normally until the age of 18 months when, after a regular vaccination, he started to show mental regression and was diagnosed with Autism. And, once again, the parents' proactivity and hope for positive results were the essential conditions for their child's recovery! Following a holistic biomedical approach based on nutrition, supplementation and detoxification programs, Senta's son achieved enormous progress and, ultimately, complete recovery. [...] I was amazed by this woman's determination to help other parents by sharing her own experience and by organising a whole Vaccine Safety Project in Europe."
 Billed by the conference organizers as a journalist, one of her articles is "Génétique et régression 'post-vaccinale': études, interrogations, hypothèses" ("Genetics and 'post-vaccination' regression: studies, questions, hypotheses")
.
The little-known Australian speaker, Verity Eason, commented in 2014 on the website "Age of Autism: Daily Web Newspaper of the Autism Epidemic[!]" – which shows just where she gets her information on autism from – that "Enhansa [a dietary supplement], put simply, was the first and by far the best of interventions for our son with ASD [autism spectrum "disorder"] [...]. We have been using it for 2 and a half years, it completely changed the ball-game for us. [...] the reality is that our son becomes ill again if he goes without Enhansa for more than 2-3 weeks. Today, he's very close to maintained recovery from ASD [...]. Thankyou [...], for helping us bring back our son's health."

As the supposed "professionals" on the panel, two French researchers from the fields of endocrinology and intestinal microbiology with limited knowledge about autism, were unlikely to contradict these "recovery" and "cure" narratives, it was going to fall to the sole invited autistic speaker, Hugo Horiot, a prominent and highly regarded autistic self-advocate from France, to set the record straight. We had no doubt that he wasn't aware of what he signed up for when accepting to speak at this conference, and subsequent to us contacting him about it and explaining the background of the other speakers, he informed the organizers of his withdrawal from the conference on 23 April 2018. 

On 25 April 2018, the announced UNESCO speaker, Justine Sass, Chief of UNESCO's Section of Education for Inclusion and Gender Equality, also informed us of her withdrawal from the conference. It is not clear if UNESCO as an organization ever withdrew its support. We had to accept that we might not be able to prevent the conference from going ahead, as Saudi Arabia, as a UNESCO member state, has the right to hold events on UNESCO premises.

Then, on 30 April 2018, it came to our attention that Alexandra Oakley, the founder of Optim'Autisme, works at UNESCO, in the Conferences and Cultural Events Management Section of all places! This conference clearly violated UNESCO rules and regulations which state: "Conferences and cultural events taking place on UNESCO premises are expected to be in harmony with UNESCO's programmes and objectives. They should not be detrimental to the Organization's image or reputation [...]. Commercial, financial or advertising activities are prohibited"
. Yet, the conference was designed to advertise programmes of the Autism Treatment Center of America, promoted in France by Alexandra Oakley's Optim'Autisme association. Their 5-day Son-Rise training in the UNESCO restaurant from 4-8 May 2018 was sold for 1,200 euros per participant! 
The French-language version of the website of the Center is titled: "L'Autisme Ne Doit Pas Etre Une Condamnation A Perpétuité" ("Autism does not have to be a condemnation for life")
. As actually autistic persons, we do not feel condemned. We feel outraged by such incendiary language depicting autistic people in the worst possible light for financial gain and increasing pressure on us to "normalize" and hide our autism (there is no "cure", only masking). At this point, it seemed increasingly unlikely that many autistic people would be attending the conference. Unfortunately, this meant that misinformation spread about us went unchallenged. Someone said it would be like being the only black person in a room full of white supremacists. 
Only on the day of the conference, 2 May 2018, Autism-Europe, the network of 90 organizations of parents of autistic children and other autism-related organizations from 38 European countries, with non-European member organizations based in Saudi Arabia
, Kuwait, and Morocco, posted an open letter in English and French on its website, which they had sent to the UNESCO Director-General and other addressees on 26 April 2018
.
Excerpt: "We appreciate this effort to raise awareness of autism and share information on this issue. However, we were alerted to the fact that the conference's programme features speakers that promote approaches to autism that are not evidence-based and promise to 'cure' the condition, whereas there is currently no existing 'cure' for autism. [...] There is almost no research to suggest that the Son-Rise Program is an effective intervention for children and young people on the autism spectrum. The 'Son-rise' therapy has only been assessed through two very poor quality studies. [...] 
"Even more shockingly, other speakers on the programme also promote dangerous disproved theories. [...] As you may be aware, the fearmongering campaign linking vaccines and autism has resulted in measles cases soaring in Europe again. Last year, there were more than 21,000 cases and 35 deaths. Both the moderator and another of the event's speakers promote 'dietary interventions' with no proven benefit for children on the autism spectrum. [...] Autism-Europe considers that the programme of this event is not in line with UNESCO's mission and strategic objectives [...]. 
"Autism-Europe advocates for the respect of the rights of autistic people as well as access to evidence-based information on autism for autistic people and their families, in line with the UN Convention on the Rights of People with Disabilities. UNESCO, as a United Nations organisation, should uphold the UNCRPD principles and lead by example, notably by fostering access to reliable information to support the full realisation of disabled people's right to education and health. 
"We thus regret that UNESCO is host to an event that gives the floor to speakers who would not stand up to scientific scrutiny and disseminate potentially harmful information for autistic people and their families. We call on UNESCO to have the highest level of scrutiny when hosting events and to request the amendment of the programme of this event or withdraw its support for it."

It is unclear whether Autism-Europe ever received a response from UNESCO. In any event, the conference went ahead as planned.

While the full text of Autism-Europe's open letter is evidently based on and includes multiple passages that were copied word for word from the earlier post on our website and social media pages
 
 
, we have not been contacted by Autism-Europe about the conference or their concerns. We could therefore not let them know in time when we found out that the founder of Optim'Autisme is employed at UNESCO, which adds a whole other layer of lack of oversight and potential malfeasance. Even weirder, the Autism-Europe open letter was also signed by Autisme France, the national parents' organization, and two other French autism organizations, but no autistic-led self-advocacy organization was apparently invited to sign. Needless to say that the source of the information, Autistic Minority International, was neither mentioned in the Autism-Europe letter nor were we invited to sign it. In a letter with five footnotes, based on the text on our website, we feel we would have warranted acknowledgement at least by way of a footnote, too.

We are submitting this information to the Committee in the hope that inclusion of this matter in the List of Issues and follow-up questions asked by Committee members during the constructive dialogue in 2019 will, finally, get the attention of the government of the Kingdom of Saudi Arabia. The wishes, voices, and perspectives of actually autistic people must no longer be ignored or erased! UNESCO must not be turned into a breeding ground of pseudo-science, quackery, and uneducated nonsense about autism.
Thank you for your consideration.

Erich Kofmel, President
Autistic Minority International
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