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Written submission to the 14th session of the Committee on the Rights of Persons with Disabilities
REVIEW OF THE EUROPEAN UNION: ABOUT AUTISM, WITHOUT AUTISTICS
This is a joint submission by Autistic Minority International, Enthinderungsselbsthilfe von Autisten für Autisten (und Angehörige) (Germany), Alliance Autiste (France), and Autism Women Matter (United Kingdom). The lead author is Alistair de Gaetano, an autistic self-advocate and lawyer from Malta, currently doing his PhD in disability law in Ireland.
Submitting organizations:
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, 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).

Enthinderungsselbsthilfe von Autisten für Autisten (und Angehörige) (ESH)
 is a German DPO run by and for autistics (and their relatives). It was founded in 2006, which makes it the oldest autism self-advocacy organization active in the entire German-speaking region. Representing autistic interests, ESH has dealt extensively with the German political system, public administration, and courts at all federal levels. In 2013, ESH received the Canadian "International Naturally Autistic People Award".

Alliance Autiste (AA)
 is a French NGO run by and for autistics that aims to encourage and optimize cooperation between all civil society actors in the autism field in the country, be they local, regional, or national, individuals, self-advocacy groups, or organizations led by parents of autistic children. In addition, AA facilitates peer support and mutual aid among autistics, with regard to matters such as health, housing, education, and work, and strives to change public perception and serve as an intermediary between autistics and society at large, including political and administrative authorities.

Autism Women Matter (AWM)
 is the leading self-advocacy network representing women within the United Kingdom that have been diagnosed or self-identify as being autistic, having an Autism Spectrum Condition. AWM aims to provide peer support, connection, education, and empowerment, and closely collaborates with other networks and organizations of autistic women in and outside the UK that advocate, raise awareness and support autistic women and girls. Many of the autistic women involved in and working with AWM are also proud mothers of daughters and sons on the autism spectrum.
Executive summary:
In its initial report to the Committee, the European Union goes into detail about its efforts in implementing the Convention on the Rights of Persons with Disabilities (CRPD) following ratification, however, autism is only given a sporadic mention, specifically concerning two CRPD provisions. Efforts in improving equal treatment and provision of reasonable accommodation in the European Civil Service recruitment process look promising, as do pilot projects in five EU member states aimed at facilitating employment of autistic persons. In the former case, good foundations exist, which could be extended to the workplace proper within the European Civil Service, and with this model serving as a possible example to member states to implement nationally. In the latter case, unfortunately consultation was mainly geared at parents and caregivers, rather than autistic self-advocates and organizations run by and for autistic persons.

On the other hand, through funding initiatives such as genetic research in connection with autism, as well as the EU-AIMS pharmaceutical initiative, the European Union is investing in the gleaning of a wealth of data that could end up leading down a path of severe CRPD violations, if used within a framework that does not reflect the true nature of autism, does not go beyond the medical model, and does not involve autistic self-advocates and self-advocacy groups in the CRPD's spirit of "Nothing About Us, Without Us". 

The European Union has also, prior to ratifying the CRPD, embarked on a number of initiatives in the field of autism, which could contribute towards implementing several CRPD provisions, but which it has now left "frozen in time" or not followed up on, possibly in violation of the CRPD. Finally, an underlying linking framework is currently absent within EU structures, and such is necessary in order to be able to align future legislative and policy efforts in the fields of both disability and autism with the spirit and letter of the CRPD, with the principal requirement of moving beyond the medical model in basic legislative texts.

Autism in the EU's initial report:

In this first part, we aim to assess the specific treatment of autism and of autistic persons in the European Union's initial report, highlighting relevant provisions and addressing specific concerns to the autistic community and making recommendations as to the EU's future engagement with the autistic community within its jurisdiction, also for consideration and adoption by the Committee in its Concluding Observations.
We note that while the European Union described a number of initiatives it has taken towards implementing the CRPD on a Union-wide level, most of these initiatives are applicable more broadly towards disabilities, disability rights, or groups of disabled persons in general, with autistic persons only being included by way of forming part of this more general collective. Autism and autistic persons are mentioned specifically only in two instances throughout this report.
Article 27 – Work and employment: This reference can be found at paragraph 149, on page 45 of the initial report.

We commend awareness-raising efforts in the field of disabilities. However, with regard to autism a good amount of work is still required in order to portray autism in realistic terms to the general public, as well as dispel many common elements of stigma and misconceptions attached to it. 

Therefore, the European Union's efforts, through relevant events and associated publications, to improve employment prospects of disabled persons, and specifically autistic persons, is commendable – both those within the framework of the "For Diversity, Against Discrimination" campaign, and the specific funding of four pilot projects on the employment of autistic persons in five EU member states, Bulgaria, Germany, Denmark, Poland, and Italy.

We take exception, though, at the prevalence of the paternalistic model still common in relation to autistic persons within the European Union, and the fact that such an approach runs counter to the "Nothing About Us, Without Us" concept that underlay the adoption of the CRPD in the first place. While the initial report described the use of an individualised approach, specific reference is made to interviews conducted with the families of autistic persons. 

The family environment is certainly important to include in such initiatives, not least due to the necessary element of support it can provide, but it is clear, also from the report on these pilot projects
, that autistic persons were not heard and considered on the same footing as their families and caregivers throughout this process. And organizations run by and for autistic self-advocates seem not to have been consulted at all.
So, while once again commending the European Union for funding a positive initiative that will hopefully proliferate in the coming years, it would be prudent to revisit the concept of "Nothing About Us, Without Us", and ensure its proper application to future initiatives in which autistic persons are the final beneficiaries.

Articles 5 and 27 – Equality and non-discrimination, Work and employment: This reference can be found at paragraph 258, on pages 70-71 of the initial report.

We note with satisfaction the European Union's commitment and efforts so far in working towards more inclusive work environments as part of its Equal Opportunity Strategy (2013-16), and also focusing on improving accessibility of work premises as a means towards this end.
The fact that the European Personnel Selection Office (EPSO), responsible for recruiting personnel for the European Civil Service, has made a specific commitment and efforts towards this end, is commendable, as it sets an example and standards for national-level bodies and employers in different EU member states to follow.

Autistic persons are mentioned specifically concerning the first stage of such process, namely recruitment, with regard to the provision of training in diversity management and disability to recruitment personnel and associated staff, so as to ensure equal treatment and associated provision of individualized reasonable accommodation to candidates with disabilities, including autistic candidates, at all stages of the EU's recruitment process.

While commending this first step by the European Union, and the possibility of a top-down multiplier effect, we would like to stress the importance of not just providing equal treatment, but treatment that leads to equal access and results, and working towards extending such awareness and guarantee of treatment leading to equal access and results and individualized reasonable accommodation to the post-recruitment process, with a deepening of awareness and initiatives targeting specific groups of persons, including autistic persons. 

We take note of the European Union's efforts in the field way back in 2000, when the Employment Equality Framework Directive
 was adopted, setting initial standards and obligations across the Union in areas such as reasonable accommodation and disability discrimination, and call for further initiatives by the EU, on the lines of the one just described, in working towards ensuring that the provisions laid down in the Directive are executed in real life at the workplace, both within the EU's own structures, as well as in all workplace settings across all EU member states. 

In this regard, we once again stress the principle of "Nothing About Us, Without Us", and encourage the European Union to consult and listen to autistic self-advocates and organizations run by and for autistic persons in implementing these initiatives, not least in addressing particular concerns specific to autistic persons, such as the issue of our sensory sensitivities with regard to accessible work premises and workplaces.

Role in autism genetic research:
In this second part, we will focus on issues not covered by the EU's initial report.

Starting in 2005, the European Union has been funding inter-institutional research into the genetics underlying autism, starting with the AUTISM MOLGEN project led by the University of Oxford
, aimed at obtaining insight into autism through DNA studies, which linked into the international Autism Genome Project coordinated by the United States National Alliance for Autism Research (NAAR)
, and continuing through to currently ongoing projects, such as a Seventh Framework project led by King's College London, studying the genetics, genomics, and neurobiology underlying psychosis and autism.

While the aim of such research is to glean better insight into autism and its causes, through a primarily genetic study, we would like to reiterate the concerns raised by autistic self-advocates and organizations run by and for autistic persons, such as Professor Temple Grandin
, the Autistic Self Advocacy Network (ASAN) in the US
, and ESH in Germany
 
.
Such concerns are as to why the academic and medical community is gathering such data, whether the early detection it will enable would be for the purposes of providing better services, accommodations, and inclusion into the wider community, whilst being respectful of autistic identity, culture, communication preferences, and so on, or whether it would simply be used towards peddling dubious early intervention schemes that run counter to the dignity of autistic persons, not least due to ethical issues, or, even worse, be used to enable prenatal screening and termination of foetuses "at risk" of autism, on the same lines as with foetuses diagnosed with trisomy 21 (Down syndrome). Such practices and associated laws enabling disability-selective late-term abortion have been criticized by the Committee in its Concluding Observations on Austria
 and Spain
.
Such research can give rise to a priori breaches of article 5 (Equality and non-discrimination), article 8 (Awareness-raising), article 10 (Right to life) and article 25 (Health), while unregulated or improperly regulated use of prenatal data gleaned through initiatives implemented as a by-product of this process could lead to further violations of other articles of the CRPD, including article 7 (Children with disabilities), article 15 (Freedom from torture or cruel, inhuman or degrading treatment), article 16 (Freedom from exploitation, violence and abuse), article 17 (Protecting the integrity of the person), and article 25 (Education).

In particular, we take exception to the language used in the literature associated with such research, including the efforts to "identify susceptibility loci" and "susceptibility alleles" in DNA, "understanding the molecular and cellular nature of the brain dysfunction associated with autism", and "developing rational preventative [...] strategies"
.
We call upon the European Union to engage in a dialogue with current beneficiaries of its funding, as well as other relevant stakeholders within its jurisdiction, including consultation of autistic self-advocates and organizations run by and for autistic persons, in order to end the use of stigmatizing terminology in research and change underlying mindsets and misconceptions about autism, as well as clarify and seek consensus on the next steps envisaged as a result of this research and data collection, and review and evaluate the results of such dialogue carefully.

This way, the European Union would be better guided as to laying down guidelines that would govern any such research and its findings in return for continued funding of its future tranches by the EU. This exercise should be conducted within the wider legislative and policy review tackled in the last part of this submission.

EU-AIMS:
We take note of the European Union's funding of European Autism Interventions – A Multicentre Study for Developing New Medications (EU-AIMS)
, through financial contributions to the Innovative Medicines Initiative (IMI), a public-private partnership with the pharmaceutical industry association EFPIA
. It is the largest single grant made in the field of autism in the world so far.

While some persons on the autism spectrum may benefit from the use of medication in connection with the intensity of certain co-morbidities common with autism, such as obsessional behaviour, anxiety, or depression, "Autistic children and adults face the proliferation of medicalized approaches relying on the over-prescription of psychotropic medications", as observed in a 2015 joint statement by the UN Special Rapporteurs on the Right to Health and on the Rights of Persons with Disabilities
. 

It also needs to be remembered that very often co-morbidities are the result of years of fighting on against stigma and discrimination. It is therefore imperative to end discriminations and remove societal and communication barriers, before treating the resulting manifestations with medications, which generally will be marketed in a way that only serves to increase and perpetuate stigma and prejudice against autistic persons. If the difficult life circumstances of autistic persons are not taken into account, and autism is not put into its proper context, any autism research will hold little value.
It is important that this initiative, once again, is approached with the autistic person and community at its centre, and terminology such as "disease burden"
 and the statement that the grant is the largest so far "for the study of any mental health disorder in Europe"
 is avoided.
We wish to raise concern about the current state of play in this regard, due to the consultation of only particular stakeholders in the field of autism, namely the financial and ideological involvement of controversial US autism charity 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"
, and accordingly does not include any autistic persons in its leadership, thus falsely claiming to be "representing affected individuals"
 –, and the corresponding absence of any consultation of autistic self-advocates or organizations run by and for autistic persons, again in breach of the principle of "Nothing About Us, Without Us" underlying the CRPD. 

Autistic self-advocates view autism not as something to be prevented or cured, but as a lifelong neurological difference that is equally valid.

Failure to rectify such a course can lead to the CRPD being breached as regards article 15 (Freedom from torture or cruel, inhuman or degrading treatment), article 16 (Freedom from exploitation, violence and abuse), and article 17 (Protecting the integrity of the person), with the issue of pharmaceutical abuse also constituting a breach of the European Convention on Human Rights (ECHR), to which the European Union is a party, too. The issue of medical research and children must be dealt with particularly carefully, in light of article 7 (Children with disabilities).

Other EU autism initiatives:
We would like to point out a number of EU-led or supported initiatives over the last years that have not been mentioned in the initial report, but which have dealt specifically with autism and the situation of autistic persons. Although some of these initiatives commenced before the European Union's ratification of the CRPD, they were still useful initiatives for laying the ground upon which next steps could be built. Such initiatives include references to autism in EU public health work plans
, a report on "prevalence of Autism Spectrum Disorders (ASD) in the European Union"
, a report on autism and environmental factors
, research on discrimination against autistic persons in health and education
, and a report on autism prevalence data and accessibility to services
.
Unfortunately, there has been no follow-up or further steps in many of these areas, leaving the current EU position concerning autism "frozen in time". These initiatives could be built upon positively, should there be a paradigm shift in approach described elsewhere in this submission. However, currently the European Union's Directorate-General (DG) for Health and Food Safety simply lists "Autistic Spectrum Disorders" under the "Diseases" section of "Major and Chronic Diseases" on its website for the public, providing nothing more than a collection of outdated and broken links
 – a clear disservice, if not a violation, in terms of article 8 of the CRPD (Awareness-raising), as well as article 21 (Access to information).

All of these initiatives would fall within the European Union's obligations under article 31 (Statistics and data collection) and article 33 (National implementation and monitoring), while covering principally the provisions contained in article 8 (Awareness-raising), article 5 (Equality and non-discrimination), article 24 (Education), and article 25 (Health), as well as the specific categories of persons with disabilities covered by article 6 (Women with disabilities) and article 7 (Children with disabilities).

While commending the number of initiatives undertaken, and the positive outcomes or potential for such outcomes that emanate from such initiatives, we would once again like to insist on mindfulness being retained at all times of the fact that all of the above initiatives could be abused and end up leading down a path of severe CRPD violations, in the same way, but not always to the same extent, as the genetic research described previously.

Remaining areas of concern with the above initiatives are particularly the prevalence of the medical model of disability in defining and dealing with autism in such initiatives and the use of terms such as "epidemiology", as well as the final intended aim of data gleaned from such initiatives, and also the way in which such data will and/or might be used, and the absence of or presence of weak or improper rules and guidelines regulating such use, both within the terms of reference of these specific initiatives, as well as through a wider framework on a EU-wide level.
EU autism initiatives – legal basis:
We submit, in this regard, that while the European Union has undertaken a number of initiatives in the field of autism, some of which have also been commended, there is no unifying thread underlying the European Union's approach to the realization of the rights of autistic persons, and the current legislative framework empowering EU action in the autism field is still rooted in the medical model of disability, one of the key concepts that the drafters of the CRPD sought to move beyond.

The legal basis for European Union action on autism is article 168 (1) of the Treaty on the Functioning of the European Union, which authorises Union action on public health. All European Union-launched or funded initiatives in the field of autism to date have been authorised in virtue of this article.

Apart from the above, it is worth noting the areas covered by the authorisation this article grants the Union in conducting actions on public health: "the fight against the major health scourges, [...] promoting research into their causes, their transmission and their prevention, [...] health information [incl. epidemiology] and education, and monitoring, early warning of and combating serious cross-border threats to health"
.
It should be clear from a simple reading of the above article's wording, that such provisions, dating back to the original EC Treaty, no longer sit well with the spirit and letter of the European Union's obligations under the CRPD, particularly also in the field of autism.

While legislative efforts such as the Employment Equality Framework Directive and a number of initiatives in the field of autism, also described earlier, are a promising start, we stress the need to develop a coherent underlying framework covering the Union's mandate in the field of autism, that should be in line with the reality of autism, as experienced by actually autistic persons, as well as the principles embodied in the CRPD. There should be a clear shift from the medical model of disability to the social model of disability, and a shift from health-based mandates to rights-based mandates.

For this reason, we call upon the European Union to enter into a dialogue and ongoing consultation with autistic self-advocates and organizations run by and for autistic persons within the EU and to start providing sufficient funding to such organizations and individuals that will allow them to participate fully in all decision-making processes at EU level that concern them.

This exercise should lead to the necessary legislative and policy reforms being eventually launched and implemented by the European Union, in order to bring the basis of its mandate in the field of disability, and also specifically in the field of autism, as well as its subsequent legislation, policy, and actions in these fields, in line with both the spirit and the letter of the CRPD, and the provisions contained therein.

An EU Autism Strategy, on the lines of those adopted by countries such as the United Kingdom
, is also a medium-term goal that we would advocate for, with the process in relation to this conducted in the spirit of the principle of "Nothing About Us, Without Us".
Thank you for your consideration.

Erich Kofmel (President) and Alistair de Gaetano (Malta/Ireland, lead author)
Autistic Minority International

Martin Schöngarth (Speaker)
Enthinderungsselbsthilfe von Autisten für Autisten (und Angehörige), Germany
Eric Lucas (Coordinator/General Delegate)
Alliance Autiste, France
Monique Blakemore (Founder)
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