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Public hearing on “Supporting people with autism and their families”, held
in Strasbourg, on Thursday, 30 January 2020

In the framework of the report currently in preparation on “Supporting people with autism and their families”
with Ms Sevinj Fataliyeva (Azerbaijan, EC/DA) as rapporteur, the Committee held a public hearing with the
participation of:

v" Mr Daniel Morgan Jones, “The Aspie World”, UK
v" Ms Olivia Cattan, President of “SOS Autisme France”

Mr Leite Ramos, the Chairperson, briefly introduced the guest speakers who would participate via a video link
and gave the floor to the rapporteur.

Ms Fataliyeva presented the preliminary draft report, highlighting the main points for discussion. She notably
stressed the fact that some 75 million persons worldwide concerned by the autism spectrum disorder faced
stigma and inequalities on a daily basis with regards to accessing basic rights and services (education,
employment, health care, the justice system, social services, etc.). In this respect a survey of national
legislation and practice had been carried out via the European Centre for Parliamentary Research and
Documentation, and constructive contributions had been received from the parliaments of 33 countries.
Despite growing public awareness of autism, diagnosis and support for people with autism continued to be a
hurdle in many countries. The United Kingdom (UK) was a positive example of dealing with autistic persons,
therefore a fact-finding visit was planned to London through the invaluable support of Lord Touhig. To that end
and in order to complete the report, it was necessary to request a prolongation of the reference.

Mr Jones then took the floor to explain his work for “The Aspie World” in the UK: creating video content
addressed to parents of and children with autism, giving ‘tips and tricks’ on better living with autism and thus
helping everyone better understand what the disorder entails. Some of those videos were used by
professionals for training purposes. Autism usually involved a sensory processing disorder whereby some
ordinary sounds and smells overwhelmed the persons concerned. Crowds led to a sense of oppression, which
made it difficult for some autistic persons to travel, to shop, or impaired their ability to work or access public
services. Many places were adapted to serving persons with physical disabilities but hardly anything was
foreseen for those with enhanced mental needs, such as in the case of autism. Despite multiple such
complications, Mr Jones had finished his university degree in chemistry. Autism-centred training was especially
needed in the public sector and notably in health care. In the UK, a street-project of a “sunflower lanyard” had
been put in place to foster public awareness and assistance to autistic persons.

Ms Cattan described her experience as a mother of an autistic child as well as president of a specialised NGO
that supported awareness-raising efforts on autism. Parents of autistic children in France were often obliged
to privately hire helping personnel, given that public assistance (in the form of an AVS — auxiliaire de vie
scolaire) was difficult to obtain. Links with several enterprises and sports clubs were being developed aiming
to boost access of autistic persons to employment and sport activities. In France, the situation could be seen
as catastrophic and some 40-years’ delay could be seen in many crucial areas, for example diagnosis. In
Paris, there were only three good specialists on autism, and more than a year of waiting for scheduling an
appointment was the norm; the situation in other regions in France varied significantly.

1The minutes were approved and declassified by the Committee on Social Affairs, Health and Sustainable Development
at its meeting on 19 May 2020, held by videoconference.
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Most support for autistic persons was only partially covered, only speech therapy was fully covered by the
public system, and much of the necessary support was not covered at all. Some families with autistic children
had out-of-pocket expenditure for specialised services totalling over €3000 per month. Another example was
that of dental care services adapted to autistic persons which were also very difficult to get. In schools, some
improvement could be seen for early-age classes, but difficulties persisted at high-school level. Regarding
employment, only about 1% of autistic persons in France were employed. Some sectarian approaches had
been recently identified in France in extreme cases and some autistic persons were subjected to hazardous
unauthorised treatments that could endanger their health and even their life. Society should be better informed
about the various forms of autism spectrum disorders. France had been condemned by the European Court
of Human Rights and by United Nations bodies for its lack of support towards autistic persons and their families;
incremental progress in some areas had been achieved thanks to parents’ involvement, as highlighted in
Ms Cattan’s book, which would soon be published.

Ms Fataliyeva asked the guest speakers how national parliaments could help autistic persons and if
programmes for disabled persons would be an appropriate means.

Baroness Massey wondered what kind of support could significantly improve the situation of autistic persons.

In reply, Mr Jones gave his personal example. He had been able to advance in life thanks to the help of a
personal assistant: he had thus managed to overcome accessibility issues, to set up a daily routine and to
learn to communicate better. However, that person had lost his job after the government had withdrawn
financing for this type of positions. Adequate training for “helpers” was also crucial.

Ms Wonner thanked Ms Cattan for doing precious work on animating an NGO and offered her comments on
the situation in France. Although the latest minister of health was steadily pushing for improvements, there
was a time lag before the effects could become visible in real life across the country. The specialist training for
paediatric psychiatrists also was taking time. However, several important projects were accelerating, and the
Secretary of State for Solidarity and Health was committed to taking further steps towards helping families with
autistic children.

Ms Cattan regretted that tangible improvements were “too little and too late” from the parents’ position. Autistic
persons and their families were struggling daily and occasionally were confronted with outright discrimination
or ill-treatment. Families could not substitute themselves for what needed to be done at state level.

Lord Touhig, speaking as the Vice-President of the National Autism Association in the UK, stressed the time
lag — often several years — to correctly diagnose autistic spectrum disorder and the difficulties such children
encountered in the educational system without being properly accompanied. Moreover, on the tenth
anniversary of the National Autism Act, there were still some 85% of autism-affected persons who could never
get a job. An all-party group in the British Parliament was looking for ways to close this gap by involving
employers more actively.

Mr Jones confirmed that getting a full-time job was a tremendous challenge for an autistic person. Some would
pass interviews successfully and face refusals once on the job. To fill the gap between working and not
working, both autistic persons and potential employers needed specialised training. Another possibility would
be to encourage the certification of virtuous employers.

Ms Estrela asked if there was any statistical evidence of the prevalence of autism among boys compared to
girls. If this were the case, would this mean that girls were discriminated at a diagnosis stage?

Ms Cattan said that she had written a book on autistic women. She had described there the medical wandering
of many French women who would receive a very different medical diagnosis depending on the specialist they
visited. However, she had found no cases of gender-based discrimination. Actually, autistic women seemed
to integrate into society better than autistic men.

Ms Catovic underscored the need for more social support for autistic persons in addition to more appropriate
medical support and treatment. Inclusion of autistic persons into society passed largely through their families.

Ms McCarthy referred to cases of medical misdiagnosing whereby autistic persons would end up being treated
in mental care units. For adolescent girls, it was particularly important to have adequate medical counselling
which was different for anxiety problems or issues arising from autistic spectrum disorders. This was necessary
in order to better handle schooling failures and dropouts. The currently used patterns of medical counselling
did not fit the needs of autistic children.
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Ms Cattan thanked the parliamentarians for sharing their concerns and possible solutions which could lead to
improvements in the quality of life for autistic persons. Different countries chose to follow different approaches
and could learn from each other’s experience. Neurodiversity should not be seen as a burden but rather as a
source of enrichment.

Mr Jones agreed that gender issues could arise when a diagnosis was given, since most autism specialists
were men who might lack sensitivity when evaluating female patients. Medical screening should be improved
at primary school-level for pupils, to this end, personnel should be properly trained and funded.

Ms Fataliyeva thanked the experts for sharing their views which would serve as a basis for her future work on

the report.

The Chairperson warmly thanked the experts for their contributions and closed the hearing.
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