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[bookmark: _GoBack]Executive Summary
This Alternative Report is submitted by Autism-Europe (AE) on the occasion of the European Union’s second review by the United Nations Committee on the Rights of Persons with Disabilities. Autism-Europe, a European organisation gathering almost 90 autism advocacy associations across 40 countries, focuses on advocating for the rights and inclusion of autistic people and their families. Despite progress in disability rights, autistic individuals continue to face widespread discrimination and barriers to participation in many areas of life.
The report aims to complement the European Disability Forum’s (EDF) alternative report by highlighting gaps in the implementation of the UN CRPD that disproportionately impact autistic people. It identifies critical areas of concern, including education, healthcare, employment, and community living, and provides actionable recommendations to address these issues.
Key Findings and Recommendations:
1. Discrimination and Inequality: Autistic individuals are significantly affected by gaps in EU anti-discrimination measures, particularly outside employment. AE calls for the adoption of comprehensive EU legislation to combat discrimination across all sectors of life.
2. Healthcare: The report highlights systemic barriers to accessing healthcare, including insufficient training among healthcare professionals. AE urges the EU to establish guidelines for reasonable accommodations and to support early diagnosis and evidence-based and right-based (early) interventions.
3. Education: Autistic children and young adult learners experience persistent inequalities in access to inclusive education. AE recommends targeted use of EU funding to promote inclusive education and ensure teacher training includes autism-specific teaching strategies.
4. Independent Living: Institutionalisation remains a pressing issue for autistic people across the EU. AE calls for monitoring and proper allocation of EU funds to support deinstitutionalisation and community-based living solutions.
5. Data Collection and Awareness: The lack of reliable data on autism prevalence and insufficient awareness campaigns hinder progress. AE advocates for standardised data collection and inclusive awareness-raising efforts across the EU.
This Alternative Report concludes with a strong appeal for the EU to enhance its commitment to ensuring the rights of autistic people under the CRPD, aiming for a society where autistic individuals can fully enjoy their human rights and participate equally.




Context
Autism is a complex neurodevelopmental disability. It refers to a broad spectrum of conditions characterised by challenges in relation to social interaction, repetitive behaviours, speech, and nonverbal communication. Autism is a lifelong disability. Each autistic person has a distinct set of strengths and challenges. Some autistic people may require significant support in their daily lives, while others may need less intense support. Autistic people are significantly more likely to be persons with intellectual disabilities and with other mental health and physical disabilities and conditions than the non-autistic population. Limited data is becoming more available at EU level on the support needs of autistic people.[footnoteRef:2]  [2:   Various recent studies across the EU confirmed the varying support and care needs for autistic people. A selection can be found as part of research projects such as ASDEU, EU-AIMS and AIMS-2-TRAILS where Autism-Europe was part of the consortium. Cf. Tillmann, J. et al. (2019), Investigating the factors underlying adaptive functioning in autism in the EU-AIMS Longitudinal European Autism Project. Autism Research, 12: 645-657. Cf. Micai, M., et al (2022). Autistic adult services availability, preferences, and user experiences: results from the autism spectrum disorder in the European Union Survey. Frontiers in psychiatry, 13, 919234. Cf. Mendez, M. A., et al (2023). Autism care pathway in Europe. European Psychiatry, 66(1), e81] 

The mission of Autism-Europe is to ensure that the enjoyment of human rights and quality of life by autistic people, representing a particularly discriminated population, is not neglected or forgotten in EU legislation, policies, and measures aimed at implementing the UN CRPD.
Autism-Europe is a full founding member of and works closely with the European Disability Forum (EDF). AE also contributed to EDF's alternative report and endorses its findings and  recommendations.
The AE alternative report has a special focus on inequality areas concerning autistic people. It examines the implementation of the UN CRPD towards autistic people in the EU’s legislative and policy work, lists the main concerns, and provides recommendations to improve implementation of the UN CRPD rights for autistic people in the EU. Autistic people are still discriminated against in many areas of life. They experience a shortage of appropriate and adequate services, support, and reasonable accommodations to address the particular needs of autistic people, which enhances their discrimination, dependency on others, risk of poverty, and social exclusion.
In September 2024, European Commission President announced the European Commissioners designates, their portfolios and mission, including a commitment to work towards a ‘common approach’ to autism at the EU level as stated in the portfolio of the Commissioner for Health. It echoes Autism-Europe longstanding call for a coordinated and strategic response to meet the needs of autistic people at the EU, national and regional level. Notably, autism is mentioned under the health portfolio in the political guidelines of the European Commission. While this represents an important recognition, it is crucial to ensure that such an approach is not limited to a purely medical perspective on autism. [footnoteRef:3] In line with international recommendations, the EU ‘common approach’ should be holistic,  rights-based, adequately funded and promote a cross-sectoral policy response to address the pervasive discrimination experienced by autistic people in all fields of life. It is essential that an EU common approach is designed and implemented in full cooperation with representatives of autistic people and their families.  [3:  European Commission. (2024). Europe's Choice: Political Guidelines for the Next European Commission 2024–2029. https://commission.europa.eu/document/download/e6cd4328-673c-4e7a-8683-f63ffb2cf648_en] 

[bookmark: _30j0zll]
Article 1: Purpose
Autism is a lifelong developmental disability characterized by differences in social interaction, difficulties with verbal and non-verbal communication and restricted, repetitive behaviour, interests and activities. Autistic people require a multidimensional and multidisciplinary approach to address their needs. The UN CRPD promotes and protects the human rights of all persons with disabilities, including all autistic people. The Strategy for the Rights of Persons with Disabilities 2021-2030 is the EU’s current instrument to progress in all areas of the United Nations Convention on the Rights of Persons with Disabilities, both at EU and Member State level. The goal is to ensure that persons with disabilities in Europe, regardless of their sex, racial or ethnic origin, religion or belief, age or sexual orientation:
· enjoy their human rights,
· have equal opportunities,
· have equal access to participate in society and economy,
· are able to decide where, how and with whom they live,
· can move freely in the EU regardless of their support needs, 
· no longer experience discrimination.
Because of the complexity of their needs the great majority of autistic people require qualified support and services to develop their potential and independence skills and to be guaranteed their full enjoyment of human rights without discrimination. Lack of access to support contributes to denying them equal opportunities to achieve their optimal developmental potential and to participate in society. The shortage of early screening, diagnosis and intervention programmes and services are resulting in loss of opportunity, notably adequate support. Lack of life-long appropriate behavioural and educational intervention and of adequate support and services are enhancing levels of poverty and social exclusion. 
The EU has voiced its commitment to address the diversity of disability needs. Yet, there is still little information as to how – in practice – the EU adequately addresses the specific needs of those people with disabilities such as autistic people that are currently under-addressed. Also, some EU institutions still do not provide adequate channels for meaningful participation of people with disabilities, such as the Council of the European Union.
We call for: 

· The European Commission to adopt actions for the next half of the current Strategy on the Rights of Persons with Disabilities 2021-2030 that targets the diverse needs of people with disabilities, including autistic people.   

· The European Union to foster systematic consultation of organisations of people with disabilities across all policies and ensure that the diversity of disability is represented, including people in need of a high level of support.

Article 5: Equality and Non-Discrimination
Autistic people continue to face pervasive discrimination across all areas of life in the European Union. Despite its mandate to combat discrimination based on disability under Article 10 and Article 19 of the Treaty on the Functioning of the European Union (TFEU), the EU's legislative and policy measures remain insufficient to ensure full equality and inclusion.
Currently, EU anti-discrimination legislation, such as the Council Directive 2000/78/EC of 27 November 2000, provides protection only in the fields of employment and vocational training. While this includes an obligation for employers to provide reasonable accommodation, the failure to provide such accommodations is not explicitly recognised as a form of discrimination. Furthermore, the directive does not address multiple and intersectional forms of discrimination or discrimination by association, leaving significant gaps in protection for autistic people who face compounded inequalities.
This legislative gap has created a hierarchy of protection among grounds of discrimination. For example, discrimination based on sex or race is prohibited not only in employment but also in social protection, healthcare, education, and access to goods and services. By contrast, persons with disabilities, including autistic people who require specific and intensive support, remain excluded from comprehensive protection in these critical areas of life.
The proposed horizontal anti-discrimination directive, which would extend protections against discrimination on the grounds of disability, age, religion or belief, and sexual orientation to other areas of life, has been under discussion for more than 15 years without adoption due to resistance in the Council of the EU. This delay perpetuates systemic inequalities and hinders the full inclusion of all persons with disabilities.
Additionally, while the EU adopted standards for equality bodies in 2024,[footnoteRef:4] these measures primarily address accessibility and reporting mechanisms without closing the broader protection gaps in anti-discrimination legislation. Moreover, emerging issues such as the discriminatory risks posed by artificial intelligence (AI) technologies have yet to be adequately addressed. The recently adopted AI Act, while incorporating some accessibility requirements, does not fully mitigate the risks of discrimination or exclusion for autistic people.[footnoteRef:5] [4:  Regulation (EU) 2024/1689 of the European Parliament and of the Council of 11 September 2024 on standards for equality bodies in the field of equal treatment and equal opportunities. Official Journal of the European Union, L 217, 12 September 2024, pp. 1–22. https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=CELEX%3A32024R1689.]  [5:  Regulation (EU) 2024/1689 of the European Parliament and of the Council of 13 June 2024 laying down harmonised rules on artificial intelligence and amending Regulations (EC) No 300/2008, (EU) No 167/2013, (EU) No 168/2013, (EU) 2018/858, (EU) 2018/1139 and (EU) 2019/2144 and Directives 2014/90/EU, (EU) 2016/797 and (EU) 2020/1828 (Artificial Intelligence Act) (Text with EEA relevance). Official Journal of the European Union, L 295, 14 June 2024, pp. 1–96.] 


We Call For:
· EU-wide prohibition of discrimination on the grounds of disability in all areas of life, including the explicit recognition of the denial of reasonable accommodation as a form of discrimination, as well as addressing multiple and intersectional forms of discrimination and discrimination by association.
· The immediate adoption of the proposed horizontal anti-discrimination directive to ensure equal protection in areas such as social protection, healthcare, rehabilitation, education, and access to goods and services for all persons with disabilities.
· The development of equality strategies post-2025, with a focus on intersectionality and targeted actions that address the specific needs of autistic individuals.
· Dedicated research and robust safeguards to address the discriminatory risks of AI, ensuring that AI systems are inclusive and accessible for all persons with disabilities, including autistic people.










Article 6: Women with Disabilities
Autistic women face unique challenges, including delayed or missed diagnoses due to gender biases in healthcare systems.[footnoteRef:6] This prevents them from accessing timely support and exacerbates mental health issues. Moreover, they are at a heightened risk of sexual violence and abuse.[footnoteRef:7] EU gender policies, including the Gender Equality Strategy 2020-2025, fail to address these specific vulnerabilities. [6:  Lockwood Estrin, G., Milner, V., Spain, D., Happé, F., & Colvert, E. (2020), "Barriers to Autism Spectrum Disorder Diagnosis for Young Women and Girls: a Systematic Review", Advances in Autism, Vol. 5 No. 1, pp. 2-13. https://doi.org/10.1108/AIA-10-2018-0041]  [7:   Cazalis, F., Reyes, E., Leduc, S., & Gourion, D. (2022), "Evidence That Nine Autistic Women Out of Ten Have Been Victims of Sexual Violence", Frontiers in Behavioral Neuroscience, Vol. 16, Article 852203. https://doi.org/10.3389/fnbeh.2022.852203] 

The Strategy for the Rights of Persons with Disabilities 2021-2030 incorporates a gender perspective but lacks targeted measures to address the needs of autistic women, particularly regarding employment, healthcare, and political participation. These strategies often view women with disabilities as passive recipients of care rather than active members of society.
We call for:
· Development of adequate training and awareness-raising action to foster gender-sensitive diagnostic and healthcare practices to address the unique barriers faced by autistic women.
· Specific protective measures in the Gender Equality Strategy 2020-2025 and Strategy for the Rights of Persons with Disabilities 2021-2030 to safeguard autistic women from abuse and violence.
· The inclusion of autistic women’s perspectives in EU policy development and evaluation processes, ensuring they are active contributors to society for example active participation in the Gender Equality Action Plan, which claims to a transformative and intersectional approach in the mainstreaming of gender.






Article 7: Children with Disabilities
Children make up nearly 20% of the European population[footnoteRef:8], yet data on children with disabilities, including autistic children, remains limited. Studies such as the "Our Europe, Our Rights, Our Future" report reveal that one in three children in the EU experiences differential treatment, with over half being children with disabilities. Autistic children face unique challenges, often remaining invisible in both data collection and policy implementation.  [8:  European Commission (2021) The EU Strategy on the Rights of the Child and the European Child Guarantee. ] 

The promotion of children’s rights is central to EU fundamental rights objectives, supported by policies such as the Strategy on the Rights of the Child and the European Child Guarantee. These initiatives aim to promote equal opportunities for children at risk of poverty or social exclusion and to enhance access to education, healthcare, and independent living for children with disabilities.[footnoteRef:9] However, the strategies lack targeted autism-specific actions, particularly in early diagnosis, intervention, and deinstitutionalisation.  [9:  European Commission (2021) The EU Strategy on the Rights of the Child ] 

Early diagnosis and interventions are critical to autistic children’s development but are unevenly available across EU Member States. Delayed diagnosis can lead to compounded difficulties, including unmet educational needs and a higher risk of additional disabilities. During the COVID-19 pandemic, autistic children faced even greater challenges, losing access to essential services and support networks.[footnoteRef:10] [10:  Autism-Europe (2020), Impact of COVID-19 on autistic people and their families across Europe. ] 

Autistic children are also disproportionately placed in institutions in some EU countries. Institutionalisation often leads to segregation, marginalisation, and increased vulnerability to abuse. Studies show that autistic children are 4 to 10 times more likely to experience abuse compared to their peers. Despite the Child Guarantee explicitly recognising children with disabilities as a vulnerable group, it lacks a comprehensive commitment to deinstitutionalisation.[footnoteRef:11] We regret that actions towards the strengthening of Early Childhood Intervention (ECI) systems and support to family and carers are present only in a minority of countries implementing the Child Guarantee, and mainly focusing on the early identification of developmental delays and disabilities, rather than in the provision of support to families and children [11:  European Commission (2021) The European Child Guarantee https://www.autismeurope.org/blog/2024/05/02/eeg-joint-statement-time-to-step-up-monitoring-and-evaluation-of-early-childhood-intervention-and-family-support-in-the-european-child-guarantee/] 

Families or legal guardians based in the community are the most supporting environment for children’s development. Yet, even families or guardians of autistic children based in the community need tailored assistance to fulfil their responsibilities, prevent institutionalisation, and ensure their children can thrive. Unfortunately, many families or guardians lack adequate support, and all of their voices are too often excluded from policy discussions that affect their children’s lives. 
Furthermore, autistic children themselves are not meaningfully consulted in EU decision-making processes. Although the drafting of the Child Guarantee included input from minority groups, mechanisms to ensure continued representation during implementation remain inadequate. Their inclusion in civic and democratic life must be a priority to ensure their rights are upheld. 
 
We call for: 
· Establishing EU-wide standards and pathways for early diagnosis and interventions for autistic children, supported by dedicated funding. 
· Prioritising family support over institutional placements through autism-specific actions under the Child Guarantee and a commitment to ending the institutionalisation of autistic children, including removing funding for such institutions and fostering measures linked to deinstitutionalisation included in the 2024 Commission Recommendation on developing and strengthening integrated child protection systems in the best interests of the child.
· Increasing the use of EU financial tools for deinstitutionalisation for autistic children and measures to tackle the drivers of child institutionalisation, through prevention and early intervention programmes with the autistic child’s best interest at the centre, including ECI system development and better coordination with general measures targeting families such as access to income, quality early childhood education and care (ECEC) services and work-life balance, and piloting personal assistance for children and young people with disabilities.
· Ensuring continued and meaningful consultation with autistic children and their representative organisations in the design, implementation, and evaluation of the Child Rights Strategy and the Child Guarantee. 








Article 8: Awareness-Raising
Autistic people face pervasive stigma, stereotyping, and discrimination, which hinders their inclusion and participation in society. Research shows that autistic individuals are acutely aware of being judged and stereotyped, often internalising this stigma.[footnoteRef:12] This contributes to low self-worth and poorer mental health, further limiting their access to education, employment, health care, and community participation.[footnoteRef:13] In some European countries, harmful practices such as the disproven bleach enemas or other “alternative therapies” continue to affect how autistic people are treated and families left behind. [footnoteRef:14] These practices contradict guidelines on autism interventions. [12:  Han, E., Scior, K., Heath, E., Umagami, K., & Crane, L. (2023). Development of stigma-related support for autistic adults: Insights from the autism community. Autism, 27(6), 1676-1689. https://doi.org/10.1177/13623613221143590]  [13:  Gillespie-Lynch, K., Kapp, S. K., Brooks, P. J., Pickens, J., & Schwartzman, B. (2021). A systematic review on autistic people's experiences of stigma and coping strategies. ResearchGate. Retrieved from https://www.researchgate.net/publication/356897550]  [14:  A case of bleach enema on an autistic girl in England: https://www.bbc.com/news/uk-wales-54691739 various unproven “therapies” for autistic people in France https://www.france.tv/france-2/la-maison-des-maternelles/5509485-autisme-alerte-sur-les-dangers-des-traitements-alternatifs.html ] 

Awareness of the specific needs of autistic people is limited. Autism is more frequently diagnosed in boys than girls, often leading to the misunderstanding and neglect of the unique needs of autistic girls and women. This underlines the need for targeted efforts to raise awareness of autism's diverse manifestations and impacts.
Despite international recognition of autism awareness, such as the UN’s establishment of World Autism Awareness Day (WAAD) in 2007, the EU has yet to launch a comprehensive campaign promoting the rights of autistic individuals under the CRPD. Existing EU awareness-raising efforts, such as the “Together for Rights” campaign, are insufficiently inclusive of autistic individuals and other specific disability groups. Autistic people and disability-related issues are also poorly represented in EU-funded research and public awareness campaigns.
A troubling trend is the grouping of autism with health conditions, diseases, and illnesses in political frameworks and communications. For instance, in the 2024 political guidelines of European Commission President Ursula von der Leyen and in the Mission Letter of European Commissioner-designate for Health and Animal Welfare Olivér Varhelyi, autism is framed in the context of health, alongside diseases and illnesses.[footnoteRef:15] While we welcome the potential for targeted action linked to the commitment of working towards “a common approach to autism”, we fear that such framing is bound to reinforce harmful stereotypes, undermine the rights-based perspective, and contradicts the CRPD’s approach of recognising autistic individuals as equal rights holders. Such approach should be developed in full consultation with autistic people’s representative organisations.  [15:  European Commission. (2024). Mission letter of Commissioner-designate for Health and Animal Welfare, Olivér Várhelyi. https://commission.europa.eu/document/download/b1817a1b-e62e-4949-bbb8-ebf29b54c8bd_en] 

The EU’s language and terminology are often outdated and inconsistent with the CRPD. Terms such as “mentally disabled” and “mental retardation,” still present in EU documents, reinforcing stigma and misunderstanding.
We call for:
· A European awareness-raising campaign. The EU should partner with national and local authorities, media, and social media organisations to challenge stereotypes and stigma around autism. Also, ensure such campaigns are inclusive of autistic people of all genders, ages, and support needs, and address the intersectional challenges they face. It  should be co-designed with their representative organisations. 
· Increased visibility and representation of autism in EU initiatives. The EU should ensure that autistic people and disability rights are systematically included in EU programs, such as research funding, public health initiatives, and crisis communication campaigns.
· Adoption of a rights-based framing of autism. Ensure that autism is not referenced in the context of diseases or illnesses in EU official communication. Promote a human rights-based approach to autism that aligns with the CRPD and highlights autistic people as equal rights holders.
· CRPD-compliant language. Review and update EU terminology to align with the CRPD, eliminating stigmatizing or outdated terms throughout all policy areas.
· Support awareness-raising and information efforts of disability organisations through specific funding stream, in particular for disabilities that are commonly misunderstood by the wider public, such as autism 
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Article 9: Accessibility 
The EU has many competences, both directly and indirectly with regards to accessibility, since it is wide-ranging and covers many issues.
The most important piece of legislation to explicitly tackle accessibility is the European Accessibility Act (EAA)  adopted on 17 April 2019. Member States had to transpose it by 28 June 2022 and apply it from 28 June 2025 in most part. The Act sets new EU-wide minimum accessibility requirements for a limited range of products and services. 
While the Act is a significant step to make the EU fully accessible for persons with disabilities, it fails to address accessibility of transport vehicles and infrastructure especially in urban transport.  The built environment was included only as a voluntary clause for Member States, and other essential products and services such as household appliances were not covered at all.  This means persons with disabilities will still face significant barriers to accessing the built environment, products and services on daily basis. 
A core issue for many autistic people is communication, and mainly receptive communication ranging from not understanding any form of communication to major issues in understanding abstract concepts, metaphors, figurative speech and paraphrases. Autistic people, even those with complex support needs, can learn to communicate through training in alternative/augmentative communication modes and methods which are tailored to their individual support needs. However, verbal language and written texts can often remain inaccessible ways of communication to autistic people. Consequently, most information, including on transport systems, services, urban environment and public buildings, are not accessible to autistic people, although such information is necessary to them because of their frequent orientation issues. 
Some legislative progress was made in the EU regarding accessibility to information and communication. This includes the transposition and implementation of the Web Accessibility Directive. It establishes rules to ensure improved accessibility of the websites and mobile applications of public bodies in the EU Member States to persons with disabilities. Although this Directive applies only to Member States, the EU institutions are encouraged to comply with its requirements. 
Yet, in most of EU countries equal access to information and communication still constitutes a barrier to the full participation of persons with disabilities in all aspects of life. Official documents, including those related to the EU legislation, policies and measures impacting the lives of autistic people, are written in a jargon which is not accessible to autistic people, even to those with less complex support needs. Lack of accessible information hinders independence, decision-making, choice and freedom of movement of autistic people.
Lack of information on EU policies presented in an accessible way challenges the efforts of organisations representing autistic people and persons with intellectual disabilities to involve self-advocates. It hinders their possibility to represent themselves and enhance their dependency on others. A particularly inaccessible process is the development of harmonised European standards due to the lack of inclusiveness of the European standardisation system.  
We call for: 
· The EU to address accessibility needs of disabled people outside of the limited scope of the European Accessibility Act.

· The EU to develop an action plan so that EU institutions, bodies, and agencies follow the obligations of the Web Accessibility Directive. 

· The EU to ensure that all its communication with EU citizens is accessible to those with disabilities, including through the provision of all relevant documents on EU legislation, policies and measures affecting the lives of autistic people in easy-to-understand formats.

· Guarantee the meaningful co-creation with persons with disabilities and their representative associations in developing standardisation processes when applying a universal design approach to Regulation 2022/2480 amending Regulation 1025/2012 as regards decisions of European standardisation organisations concerning European standards and European standardisation deliverables. This should ensure equal voting rights, accessibility, and financial provisions to achieve a balanced representation of civil society alongside industry.


















Article 10: Right to Life
Human dignity and the right to life are foundational values of the EU. The EU has competence to support, coordinate, or supplement Member States' actions in protecting and improving human health. However, autistic people continue to face violations of their right to life due to systemic discrimination, harmful practices, and neglect across the EU.
Institutionalisation remains a significant threat to the right to life for persons with disabilities. Institutions often expose residents to inhumane and abusive conditions, including forced treatment, overuse of medication, physical violence, unhygienic environments, and the use of physical restraints. These practices severely impact physical and mental health, leading to reduced life expectancy or, in the worst cases, premature death. Autistic individuals are particularly vulnerable to abuse in these settings due to their communication differences and behaviours that may be misunderstood or deemed “challenging.” Investigations into suspicious or preventable deaths in institutions are frequently inadequate, and perpetrators often face no accountability.
Autistic people are also disproportionately affected by common health risk factors and have limited access to appropriate healthcare. Barriers include misdiagnosis, lack of adaptation to their specific needs, and inadequate recognition of pain or discomfort. These systemic inequalities contribute to lower life expectancy. The COVID-19 pandemic highlighted and exacerbated these disparities, as testing, treatment, and intensive care unit (ICU) triage protocols often excluded autistic people. For example, ICU triage protocols in countries such as Belgium and the UK led to discriminatory exclusions of autistic people from life-saving care.[footnoteRef:16] In institutional settings, residents experienced the highest infection and mortality rates. [16:  Autism-Europe (2020) Impact of COVID-19 on autistic people and their families across Europe.  Retrieved here: https://www.autismeurope.org/wp-content/uploads/2020/12/Impact-of-COVID-19_report-_Autism-Europe_December-2020.pdf
] 

We Call For:
· Research into deaths occurring in institutional settings, particularly those funded by the EU, and the initiation of investigations with effective sanctions for perpetrators (state and non-state actors).
· Development and enforcement of non-discriminatory medical guidelines for healthcare professionals, ensuring equal access to life-saving treatments and safeguarding the right to life for persons with disabilities, including during public health emergencies.
· Inclusion of persons with disabilities and their rights in protocols and decision-making processes related to humanitarian emergencies, pandemics, and natural disasters, ensuring disability-inclusive responses that prevent avoidable deaths.
[bookmark: _4d34og8]Article 11: Risk and humanitarian emergency
The EU has competence to carry out activities and formulate a common policy in the area of humanitarian aid. In the field of civil protection, the EU has competences to carry out actions to support, coordinate or supplement Member States’ actions. Notwithstanding efforts to include persons with disabilities in EU humanitarian policies and programmes, no data are available on the inclusion of persons with disabilities in EU-funded humanitarian aid projects.
The Directorate-General for European Civil Protection and Humanitarian Aid Operations (DG ECHO) published a Guidance Note on the Inclusion of Persons with Disabilities in EU-funded Humanitarian Aid Operations in February 2019. Surprisingly, the new Strategy for the Rights of Persons with Disabilities (2021-2030) has no mention of how the Guidance will be mainstreamed in the strategy’s actions and implementation in all Member States. The EU Strategy on Adapting to Climate Change (2021) has no reference on persons with disabilities in terms of key actions and recommendations.
With regard to civil protection, the disability inclusion in humanitarian action remains insufficient in the EU. Because of their major communication and orientation problems, autistic people who need intense support are particularly exposed to high risk in emergency for example during the 2023 Turkish earthquake[footnoteRef:17]. Some autistic people can even actively oppose to evacuation due to their unawareness of danger and resistance to change.  [17:  Autism-Europe member Denizli Otizm conducted a study on autistic earthquake victims: https://www.denizliotizm.org/haberler/depremzede-otistikler-raporu-yayimlandi ] 

We call for:
· The EU to ensure that autistic people’s needs in emergency situations are included in regular training on humanitarian aid and civil protection.

· The EU to ensure that all EU-funded projects under DG ECHO are inclusive of autistic people. 

· The EU to establish standardized protocols and procedures to aid autistic people during and after emergency situations and natural catastrophes while respecting their rights and dignity, in consultation with representative DPOs.

[bookmark: _2s8eyo1]Article 12: Equal recognition before the law
The EU has a clear competence to combat discrimination based on disability when developing and implementing its policies and activities (Article 10 TFEU) and to adopt legislation to combat such discrimination (Article 19 TFEU). Furthermore, the EU has competence in the areas of employment, consumers’ rights, access to justice, health, freedom of movement, data protection and, in areas such as independent living and the right to vote and stand for elections where persons with disabilities whose legal capacity has been denied or restricted are unable to enjoy and exercise their rights in these fields. 
Equal recognition before the law falls directly within this competence as persons with disabilities, and in particular autistic people, are often denied or restricted their legal capacity because of their disability. Many national legislations, policies and practices across EU Member States deny the recognition of legal capacity to autistic people and with intellectual or psychosocial disabilities and maintain them under guardianship. Though some autistic people need intense support to be represented, substituted decision making regimes are not CRPD compliant. We regret that new legislation designed to implement the right to equal recognition before the law in the EU Member States supports the concept of incapacity of persons with intellectual or psychosocial disabilities to make decisions. Few establish the duty to provide these persons with the support they need to take informed decisions and to be represented, if needed, in the respect of their will and preferences. 
We call for:
· The EU take to foster the development of supported decision-making frameworks adapted to the communications needs of autistic people (including through the use of augmentative/alternative communication methods used by autistic people) 

Article 13: Access to Justice
The EU has established directives to safeguard the rights of victims of crimes and individuals suspected or accused of crimes, which include specific provisions for victims with disabilities. However, gaps in the transposition and implementation of these directives by Member States leave many autistic people unable to exercise their rights fully. Despite the mention of victims with disabilities in the EU Strategy on Victims’ Rights (2020-2025)[footnoteRef:18] and the EU Strategy on the Rights of the Child (2022-2027)[footnoteRef:19], practical accommodations often remain inaccessible. Autistic individuals face significant barriers in engaging with the justice system due to communication challenges and systemic bias.  [18:  European Commission (2020) EU Strategy on victims' rights (2020-2025).]  [19:  European Commission (2021) EU Strategy on the Rights of the Child (2022-2027)] 

Autistic individuals, particularly those with significant communication needs, are often excluded from legal proceedings. Their testimonies are disregarded due to misconceptions about their reliability, and many lack access to necessary augmentative or alternative communication supports. Autistic Youth also face heightened challenges in juvenile justice systems, including stress and lack of accommodations, which can lead to inappropriate or unjust outcomes. 
Discriminatory stereotypes also affect the treatment of autistic individuals in criminal justice. They are disproportionately subjected to indefinite detention or forced treatment despite being more likely to be victims rather than perpetrators of crime.[footnoteRef:20] Accessible victim support services are rare, and mechanisms for reporting abuse often fail to accommodate alternative communication needs.  [20:  McNamara, D. M. (2018). The criminal investigation of suspects with disabilities: the impact of the UN convention on the rights of persons with disabilities (Doctoral dissertation, Dublin City University).] 

The European Commission’s 2023 proposal to revise the Victims’ Rights Directive includes positive measures such as requiring Member States to provide accessibility and reasonable accommodations in victim support services and justice processes. However, it remains unclear how these provisions will be enforced and monitored. Similarly, while digitalisation of justice systems could improve access, many autistic individuals already struggle with inaccessible online platforms, lack of digital skills, or unaffordable technologies. The 2023 Regulation on Digitalisation of judicial cooperations and access to justice in cross border civil, commercial and criminal matters[footnoteRef:21] contains a requirement of accessibility for disabled people but no clear framework has been put forward. [21:  European Union. (2023). Regulation on Digitalisation of Judicial Cooperations and Access to Justice in Cross-Border Civil, Commercial and Criminal Matters. Official Journal of the European Union] 

The EU Justice Scoreboard, which monitors justice reforms across Member States, has recently included more comprehensive indicators on disability-specific arrangements.[footnoteRef:22] Autism-Europe welcomes this progress but emphasizes the need for robust CRPD-compliant justice indicators.  [22:  European Commission. (2024, December 11). Commission adopts measures to strengthen EU cooperation in justice and security. Retrieved from https://ec.europa.eu/commission/presscorner/detail/en/ip_24_3164 ] 

 
We call for: 
· Autism-sensitive judicial processes: Ensure accessible communication supports, sensory accommodations, and training for legal professionals on autism-related needs. 
· Enforcement of legal provisions: Strengthen mechanisms to monitor and enforce compliance with EU directives, including sanctions for Member States failing to implement them correctly.
· Inclusive digitalisation of justice: the 2023 Regulation should include frameworks and monitoring mechanisms that ensure the accessibility of digital justice tools for autistic people.
· Enhanced monitoring: Include autism-specific indicators in future EU Justice Scoreboards and conduct studies on access to justice for autistic individuals across the EU. 
Articles 14, 15, 16, and 17: Liberty and Security of Person; Freedom from Torture or Cruel, Inhuman, or Degrading Treatment or Punishment; Freedom from Exploitation, Violence, and Abuse; and Protecting the Integrity of the Person
The EU holds shared competences in the area of freedom, security, and justice and has a mandate to frame common policies on asylum, immigration, external border control, and health protection. However, these frameworks do not sufficiently address the systemic violations experienced by autistic people.
Involuntary Treatment and Placement
In many European countries, involuntary detention and treatment of individuals with psychosocial or intellectual disabilities, including autistic persons, remain legally permitted. This is particularly evident in the use of compulsory psychiatric detention or treatment orders (CTOs), often enacted without the consent or against the will of individuals. Such practices disproportionately affect autistic individuals exhibiting "challenging behaviours" a consequence of inadequate support and the failure to adopt rights-based approaches to care.
Autistic people also face unequal detention regimes in Judicial Psychiatric Hospitals and other penal systems. Migrants and asylum-seekers with disabilities, including autism, are often detained in inaccessible and harmful environments, where their needs are overlooked, and non-custodial alternatives are insufficiently explored.
Abuse, Violence, and Harmful Practices
Autistic people are at heightened risk of exploitation, violence, and abuse, including in both segregated institutions and community settings. Practices such as physical and pharmacological restraint are common in institutions under the guise of managing "challenging behaviours," perpetuating harm and trauma instead of providing the intensive, rights-based support required.
Particularly alarming is the use of unethical and harmful treatments on autistic children and adolescents, including dangerous practices like bleach enemas, falsely promoted as "cures" for autism.[footnoteRef:23] Families, often inadequately supported, may inadvertently contribute to abusive practices due to lack of understanding and access to appropriate resources. [23:  National Autistic Society (n.d.) So-called cures. https://www.autism.org.uk/advice-and-guidance/what-is-autism/so-called-cures
] 

Reproductive Rights Violations
Forced sterilization, contraception, and abortion are severe violations of the integrity of autistic people. Despite international human rights obligations, at least 12 EU Member States continue to permit forced sterilization, disproportionately targeting persons deprived of legal capacity, including women under guardianship. These practices constitute a denial of autonomy and bodily integrity.
EU Inaction on Key Instruments
Despite its role as a key partner of the Council of Europe, the EU has yet to oppose the draft additional protocol to the Oviedo Convention,[footnoteRef:24] which would legitimize certain forms of involuntary placement and treatment.[footnoteRef:25] Additionally, there is no evidence of a comprehensive EU strategy to eliminate coercive practices in psychiatry or to uphold the rights of autistic individuals in detention, institutions, or research contexts. [24:  Council of Europe. (n.d.). Draft Additional Protocol to the Convention on Human Rights and Biomedicine concerning the protection of human rights and dignity of persons with regard to involuntary placement and involuntary treatment. https://www.coe.int]  [25:  Withdraw Oviedo. (n.d.). Join the movement to withdraw the Oviedo Convention. https://www.withdrawoviedo.info/join
] 

Calls to the EU:
· Oppose the Draft Additional Protocol to the Oviedo Convention. Take a public stance against the protocol and advocate for voluntary, rights-based mental health care measures across Member States.

· Develop and promote Guidelines and training for a rights-based approach to autism to prevent inhuman and degrading treatment, including coercion in mental healthcare.
· Enforce EU-wide measures to prevent violence and exploitation of autistic individuals, including through implementation and monitoring of the Istanbul Convention and the Directive on combating violence against women.
· Require EU-funded research to be rights-based and participatory. Prohibit substituted decision-making and enforce accessible and inclusive informed consent procedures, including Easy-to-Read and sign language formats.
· Invest in training and resources for families of autistic individuals to prevent abuse and enable rights-based, community-focused care.



Article 18: Liberty of Movement and Nationality
The EU guarantees the right to free movement for its citizens, enabling them to work, study, and reside in any Member State.[footnoteRef:26] However, this right remains largely inaccessible to many autistic individuals and their families due to systemic barriers in recognising and supporting their specific needs across Member States. [26:  Article 3(2) of the Treaty on European Union (TEU) and Articles 4(2)(a), 20, 26 and 45-48 of the Treaty on the Functioning of the European Union (TFEU).] 

The European Disability Card and Parking Card are commendable steps toward improving mobility for individuals with disabilities. However, their focus on short stays and the exclusion of social security benefits limits their effectiveness in addressing the needs of those relocating permanently. Here the lack of disability recognition for invisible disabilities such as autism creates an added barrier to freedom of movement. Many autistic individuals will not benefit from these Directives due to inaccessibility of assessments.
Directive 2004/38 on the right of citizens of the Union and their family members to move and reside freely within the territory of the Member States hinders the free movement of individuals with disabilities and their families. For example, non-economically active individuals are not entitled to social assistance during their first three months in a new Member State.[footnoteRef:27] Furthermore, full access to benefits is only granted after five years of legal residence. These restrictions disproportionately impact autistic people who require intensive, long-term support, contravening the article 18 of the CRPD, read jointly with the Preamble, letter (J) which outlines no exception to the enjoyment of rights set out in the CRPD is acceptable based on the intensity of the support needed. [27:  Directive 2004/38/EC, Article 24(2)] 

Autistic refugees and migrants face heightened risks of arbitrary detention and inadequate support due to stigma and a lack of accessible services. The complexity of their needs is often overlooked in migration frameworks.
We call for:
· Enhance access to disability recognition, EU’s Disability Card and mutual recognition of disability status for autistic individuals so that they can be eligible and benefit from it when travelling abroad.
· The proposal and adoption of an EU Directive on freedom of movement of persons with disabilities that outlines the shared responsibility of Member States for disability support towards EU citizens moving from one Member State to another. This law should improve coordination between, or even harmonise, the disability assessment procedures in the different EU Member States to allow for mutual recognition of disability status between EU Member States and/or ensure that persons with disabilities can access essential services and support when moving abroad within the EU.
· The portability of social security and support services to facilitate freedom of movement.

Article 19: Living Independently and Being Included in The Community
The EU has competence for the promotion of independent living and inclusion in the community with Member States.
Coherent policies and measures are needed at EU level to empower autistic people to live independently and participate in the community. Due to the challenging behaviours they may exhibit and the prejudice surrounding their capacity to live independently, autistic people, particularly those with complex support needs, are at higher risk of institutionalisation.
Institutionalisation remains a widespread phenomenon across the EU, with over 1 million persons with disabilities living in institutional settings, often far from their families and communities. Lack of access to appropriate and adequate support prevents autistic individuals from developing the independence, self-determination, and decision-making skills needed to live in the community. Families often face insufficient support, training, and resources to meet the complex needs of autistic individuals. This situation frequently leads to the isolation of both autistic individuals and their families or, when families can no longer manage, institutionalisation. Adopting service quality criteria that prioritises outcomes such as inclusion, participation, and personal choice is crucial for autistic individuals, who often face difficulties in expressing preferences and reporting dissatisfaction. Unfortunately, existing quality standards for social services are not legally binding and are inconsistently applied across EU Member States.
Despite EU regulations prioritising deinstitutionalisation, the mismanagement and misuse of EU funds persists. EU structural funds, intended to support the transition to community-based care, have been used to refurbish or build new institutional facilities. Recent funding mechanisms, such as the Recovery and Resilience Facility (RRF), lack sufficient safeguards, increasing the risk of financing institutional care. Autism-Europe welcomes the new Guidance on independent living and inclusion in the community for persons with disabilities in the context of EU funding  published on 20 November 2024. This document aims to clarify how EU funds should be used to support the transition from institutions to independent living in the community. The Guidance is aimed at those bodies which determine the use of EU funds but also to service providers.
There is a critical shortage of accessible and affordable housing for persons with disabilities, exacerbating the barriers to independent living. Housing costs overburden 11.1% of persons with disabilities in the EU, much higher than the general population, further limiting their opportunities for independence and inclusion in the community.

We call for:
· A detailed and regular data collection process, disaggregated by type of disability, to monitor the transition from institutional to community-based living across the EU.
· Access to quality support services: the upcoming Framework on Social Services of Excellence should be implemented in line with UNCRPD Art. 19 and General Comment No. 5 and should be binding.
· The implementation of the Independent Living Guidance should be monitored and reported on systematically.
· Investment in accessible and affordable housing, make accessibility for persons with disabilities a core criterion for EU housing policies and investments and address the rising housing costs that disproportionately impact persons with disabilities.

[bookmark: _35nkun2]Article 20: Personal mobility
The EU has shared competences with Member States in the area of transport, which also includes Passengers’ Rights, one of the areas where EU legislation is very prominent and far-reaching. The EU can also enhance personal mobility by promoting mutual recognition of social security rights as well as standardisation of goods and services to facilitate cross- border movements.
The rights of passengers with disabilities are still not fully protected and the provision in Regulation 1177/2010 to allow travelling with an assistant for free has not been systematically included in the other Regulations on passengers’ rights. There are a lot of differences between transport operators regarding the travelling conditions with a personal assistant and which types of disabilities are eligible for such assistance.[footnoteRef:28] [28:  Discrepancy across the railway companies regarding the right to travel with a personal assistant: for example on Thalys website (trains between Belgium, France, Germany and the Netherlands), it is clearly mentioned that (only) wheelchair users can benefit from a reduced fee for their assistant, while with SNCF (train in France) it is based on the % of disability and does not discriminate according to the type of disability. ] 

Mobility is a significant area of restriction for autistic people. 63% of autistic people have a profound or severe mobility restriction and need help or supervision to move around.  
We call for: 
· The EU to ensure that autistic passengers enjoy the same rights and access to rail, waterborne, air and bus transport. 
· The revision of passenger rights regulations to eliminate pre-notification times for requesting assistance, ensuring assistance is available on demand. The right to swift and fair compensation when transport operators deny boarding to disabled persons or fail to provide necessary assistance.
· In air transport, the EU should establish airlines’ and airports’ full liability for damaged or lost mobility equipment and avoid situations where persons with disabilities, including autistic people, are denied boarding.
· The EU to ensure relevant regulations and EU funding are developed to adapt the transport system to the needs of autistic people. Specific attention is needed to ensure support people are able to travel free and that communication modes are adapted to the needs of autistic people.

Article 21: Freedom of Expression and Opinion, and Access to Information
Autistic people often face significant barriers in communication and access to information. Services and information are rarely presented in accessible formats such as Easy-to-Read or supported by Alternative and Augmented Communication (AAC) methods, limiting their ability to understand and express themselves on an equal basis with others. Additionally, the lack of harmonized EU legislation and timelines for audio-visual accessibility, as well as disparities in access to affordable assistive technologies, further restrict autistic people’s freedom of expression and participation in society.
While the EU has taken some positive steps, such as the revised Audiovisual Media Services Directive (2018) which strengthens Member States' obligations to ensure the accessibility of televised broadcasts and on-demand services, the Directive remains vague and lacks clear timelines, quantitative targets, and standards for implementation. This ambiguity results in varying levels of accessibility across Member States, preventing consistent access to critical information, such as news or emergency warnings. Furthermore, the Directive does not extend to the accessibility of video-sharing and social media platforms, which have become crucial channels for information sharing, public discourse, and participation. The absence of provisions for these platforms exacerbates the barriers autistic people face in exercising their right to information and freedom of expression.

We call for:
· Promoting the widespread use of Easy-to-Read formats and AAC methods to ensure information and communication are accessible to autistic people.
· Revise EU legislation, such as the 2018 Audiovisual Media Services Directive[footnoteRef:29], to set clear timelines and targets for accessibility across Member States. [29:  Directive 2010/13/EU of the European Parliament and of the Council of 10 March 2010 on the coordination of certain provisions laid down by law, regulation or administrative action in Member States concerning the provision of audiovisual media services (Audiovisual Media Services Directive), as amended by Directive (EU) 2018/1808] 

· Ensure affordable and equitable access to assistive technologies for autistic people throughout the EU.

[bookmark: _44sinio]Article 23: Respect for home and family

In 2019, the Work-Life Balance Directive entered into force aiming to address the work-life balance challenges faced by working parents and carers[footnoteRef:30]. There are concerns about the effective transposition of the ‘carer’s leave’ for parents providing support to their child and the ‘flexible working arrangements’ into national legislations, and the actual impact it can have on families given the lack of ambition in various member states. The EU Child Guarantee[footnoteRef:31] is another policy initiative in support of family life. The Guarantee supports families with disadvantaged backgrounds who live under poverty and social exclusion.  The Child Guarantee will provide financial support to families in need, aiming to bring separated families back together and reduce child poverty.  [30:  European Parliament and Council of Europe (2019), Directive on work-life balance for parents and carers]  [31:  European Commission (2019), European Child Guarantee ] 

The COVID-19 pandemic exacerbated the challenges of disabled people being separated from their families. Containment policies isolated people living in institutions, while temporary border closures which for example separated families in France from their autistic relatives living in institutions in Belgium (cf. Art. 19 UN CRPD) as Autism-Europe’s 2020 COVID-19 impact report found[footnoteRef:32]. [32:  Autism-Europe (2020), Impact of COVID-19 on autistic people and their families across Europe] 

In 2022, the European Commission launched the EU Care Strategy. The Strategy acknowledges the roles of families in care and the right to family life, as well as the importance of boosting service provision for people with disabilities yet contains no binding measures. 

We call for:

· The EU to utilise the Child Guarantee to support families of autistic people. In particular to reduce their risk of poverty, institutionalisation and social exclusion. 

· Prioritising the funding of community-based support services for autistic people and their families in the use of EU funding, particularly the European Social Fund Plus, the Recovery and Resilience Facility and funds used beyond the European Union’s borders. 


Article 24: Education
The EU holds supporting competence in the field of education and is tasked with encouraging cooperation among Member States while supporting their actions. Behavioural and educational interventions, particularly those that begin in early childhood, lead to positive improvements for autistic people with regard to behavioural challenges, acquisition of new skills and greater social integration.[footnoteRef:33] [33:  Fataliyeva, S. (2020, October 21). Supporting people with autism and their families. Committee on Social Affairs, Health and Sustainable Development. Council of Europe, Azerbaijan, EC/DA.] 

Despite significant advancements in inclusive education across the EU, systemic barriers persist for autistic learners. Segregated education remains common in some Member States, especially in lower secondary school, where approximately 2% of all EU learners, predominantly those with disabilities, are placed in segregated schools.[footnoteRef:34] Countries such as Belgium, the Netherlands, Germany, and Denmark show rates of segregation significantly above the EU average. The Council of Europe reported that in 2020 almost 80% of autistic children do not have access to mainstream education.[footnoteRef:35] However, there is no comprehensive action plan to tackle existing inequalities in education across Member States. In fact, there is a trend within some Member States of invoking Article 24 CRPD to cut funding to special schools without adopting adequate legislation or funding to support the transition to appropriate inclusive mainstream education. [34:  https://www.european-agency.org/resources/publications/EASIE-2020-2021-cross-country-report]  [35:  Fataliyeva, S. (2020, October 21). Supporting people with autism and their families. Committee on Social Affairs, Health and Sustainable Development. Council of Europe, Azerbaijan, EC/DA.] 

Autistic students face unique learning needs requiring specialised understanding and approaches, that are appropriate to their needs and work towards social inclusion, regardless of their level of support needs or age. A 2022 study in Croatia, Poland, and North Macedonia highlighted that 20% of teachers working with autistic students received no autism-specific training during their education, while 93% of teachers expressed an urgent need for further professional development.[footnoteRef:36] Segregated schooling and inadequate training of teachers introduces the risk of physical and psychological harm to autistic students. In Ireland the Department of Education published ‘Understanding Behaviours of Concern and Responding to Crisis Situations Guidelines for Schools in Supporting Students’. The Guidelines are intended to address the persistent practice of seclusion and restraint of children with disabilities in schools. However, the Guidelines themselves have been cited by national civil society organisations as inadequate and lacked participatory process. Furthermore, austerity measures following the financial crisis, such as in Greece and Portugal, have hindered inclusive education reforms and disproportionately disadvantaged autistic learners. [36:  Natalija Lisak Šegota, I. Lessner Lištiaková, J. Stošić, J. Kossewska, J. Troshanska, A. Petkovska Nikolovska, T. Cierpiałowska & D. Preece (2022) Teacher education and confidence regarding autism of specialist primary school teachers, European Journal of Special Needs Education, 37:1, 14-27, DOI: 10.1080/08856257.2020.1829865] 

Digital education is a growing area of concern. The COVID-19 pandemic amplified accessibility issues as online learning tools and platforms often lacked accommodations for autistic students. This highlights the pressing need to ensure that digital education frameworks, including the EU’s Digital Education Action Plan (2021–2027), are fully inclusive of autistic learners.
Additionally, the increasing use of artificial intelligence (AI) in education to allocate students, assess outcomes, or detect misconduct poses risks of systemic discrimination. AI applications risk amplifying existing biases, further excluding autistic learners and reducing their educational opportunities. The societal impact of such exclusion extends beyond education and into employment and social integration, contravening EU anti-discrimination laws and CRPD obligations.

We call for:
· The EU to address segregation. EU must use its funding systems strategically to support inclusive education. The EU Social Fund Plus, the Regional Development fund and the new Recovery and Resilience Facility should continue to drive a strategic and systematic shift towards inclusive education. A comprehensive action plan for inclusive education should thus be drafted to achieve this and tackle the existing segregation and inequalities in education for autistic learners. 
· Data on access to mainstream school: Establish robust mechanisms to collect and analyse disaggregated data on autistic learners’ access to mainstream education, vocational training, and employment. This data will enable targeted actions to address disparities. 
· Ensuring autism-specific training is a mandatory component of teacher education programs, including practical strategies, mentorship, and ongoing professional development. Promote harmonised standards for teacher qualifications and ensure Member States use EU resources to meet these standards.
· Ensuring the implementation of the Digital Education Action Plan (2021–2027) includes provisions for accessible learning platforms and digital tools tailored to the needs of autistic learners. Prohibit high-risk AI applications in educational decision-making processes that could exacerbate discrimination against autistic learners.
 



Article 25: Health
The EU shares competence in healthcare with Member States, supporting national policies to improve public health. Autism has been recognised by the United Nations[footnoteRef:37] and the World Health Organisation[footnoteRef:38] as an emerging public health issue requiring urgent, organised responses. Despite this recognition, autistic people across the EU face significant health disparities, unmet medical needs, and systemic barriers to accessing appropriate care. [37:  United Nations. Resolution adopted by the General Assembly on 12 December 2012. (2013).Addressing the socioeconomic needs of individuals, families and societies affected by autism spectrum disorders, developmental disorders and associated disabilities. http://www.un.org/ga/search/view_doc.asp?symbol=A/RES/62/139]  [38:  World Health Organization. (2010). mhGAP Intervention Guide for mental, neurological and substance use disorders in non-specialized health settings http://www.who.int/mental_health/evidence/mhGAP_intervention_guide/en/index.html.] 

Autistic people are at a higher risk of health problems throughout their lives, including associated developmental, mental, and physical health conditions. In 2023, a systematic review of the existing literature on mortality of autistic people indicated that autistic people face a significantly higher risk of mortality compared to the general population. 15 out of 21 studies with relevant statistics found that autistic people have at least a twofold increased risk of death.[footnoteRef:39] One widely referenced study found that autistic adults with intellectual disabilities die more than 30 years earlier than their non-autistic peers.[footnoteRef:40] These findings underscore the critical need for targeted interventions and support to address the specific health challenges faced by the autism community. [39:  Forsyth, L., McSorley, M., & Rydzewska, E. (2023). All-cause and cause-specific mortality in people with autism spectrum disorder: A systematic review. Research in Autism Spectrum Disorders, 102, 102065. https://doi.org/10.1016/j.rasd.2023.102065]  [40:  Hirvikoski, T. et al. (2015). Premature mortality in autism spectrum disorder. The British Journal of Psychiatry, 207(5)] 

Barriers to accessing healthcare include gaps in healthcare professionals' knowledge about autism, with many attributing symptoms to autism rather than investigating underlying health issues. Challenges in communication and sensory sensitivities often complicate the diagnosis and treatment processes. Without reasonable accommodations, diagnostic and intervention procedures can exacerbate anxiety and interfere with accurate assessments.
Delays in early autism diagnosis and access to evidence-based and rights-based interventions deprive autistic children of opportunities to reach their full potential and achieve meaningful social inclusion. Furthermore, outdated or disproven treatments continue to be used in some Member States, violating the dignity and rights of autistic people.
The EU’s cross-border healthcare framework, under Directive 2011/24/EU, offers opportunities for patients to seek care in other Member States. However, this directive fails to provide mandatory provisions for reasonable accommodations or reimbursement of disability-related costs. National Contact Points (NCPs), responsible for guiding patients on cross-border healthcare, often lack accessible and autism-specific information.
In addition, the EU4Health Programme, a critical instrument for addressing health inequities, has faced significant budget cuts, raising concerns about its ability to support Member States in implementing necessary healthcare improvements. Transparent and targeted funding is essential to address the systemic health inequities faced by autistic people.
 We call for: 
· EU to support Member States in implementing guidelines for reasonable accommodations in healthcare settings to address the specific needs of autistic individuals, including sensory-friendly environments and communication adaptations.
· Development of and mandate of training for healthcare professionals on accessible communication for autistic people, recognising atypical manifestations of pain or illness, and ensuring informed consent.
· Revision of Directive 2011/24/EU to include mandatory provisions for reasonable accommodations and reimbursement of disability-related costs, enabling equal access for autistic individuals seeking care in other Member States.
· Ensure that the National Contact Points of all member states provide comprehensive and accessible information tailored to the needs of autistic individuals.
· Reallocation of sufficient resources to the EU4Health Programme to prioritise actions that reduce health inequities and promote inclusive healthcare for autistic individuals.

[bookmark: _3j2qqm3]Article 26: Habilitation and rehabilitation

Habilitation and rehabilitation services fall under the definition of social services of general interest (SSGIs). 
For autistic people, habilitation is essential to addressing communication and social challenges, enabling equal opportunities for employment and community participation, and supporting independence, self-determination, and the ability to make choices in everyday life. Denying autistic people appropriate habilitation programmes equals to mistreatment and results in many people becoming unnecessarily dependent. 
As the social and communication difficulties of autistic people persist throughout their lifespan, social and communication habilitation of autistic people require continuity and specific strategies.[footnoteRef:41] All too often across EU countries, medication and/or therapies based on unproven theories, are provided instead of sound, evidence-based habilitation programmes. Some countries arbitrarily limit the intensity and duration of habilitation programmes instead of adapting them to the individual needs. Other countries fund and implement physical habilitation and rehabilitation programmes under health system provisions, while they do not foster the provision of social and vocational habilitation services for autistic people or require the person or his/her family a financial contribution to their costs. [41:  European Parliament Written Declaration on autism, 2015. retrieved here: https://www.autismeurope.org/wp-content/uploads/2017/08/written-declaration-on-autism-to-the-ep.pdf ] 

In recent years, austerity measures have exacerbated the shortage of habilitation services for autistic people and/or enhanced the financial contribution requested to the person or his/her family. Inequalities in the availability, affordability quality and intensity of habilitation services among EU countries prevent autistic people and their families from moving across the EU. A recent Irish survey related to the assessment of the level and nature of unmet service needs of children and adolescents on the autism spectrum as well as debt related to meeting needs of such families in Ireland highlights that 74% of children and adolescents did not receive one or more services in the previous 12 months. 33% of families incurred debt in the previous 12 months specifically due to the child’s/children’s condition resulting in an average autism-related family debt of €3,260 per year[footnoteRef:42].  Many autistic people across EU countries do not have access to proper habilitation programmes tailored to their specific and individual needs. A survey conducted in Italy[footnoteRef:43] has shown that 30% of autistic people do not have access to any habilitation programme.  [42:  Áine Roddy, Ciaran O’Neill.(2020) Predictors of unmet needs and family debt among children and adolescents with an autism spectrum disorder: Evidence from Ireland,
Health Policy,Volume 124, Issue 3.  https://doi.org/10.1016/j.healthpol.2020.01.005]  [43:  CENSIS.Fondazione Serono : La dimensione nascosta delle disabilità. Terzo rapporto di ricerca. La domanda di cura e di assistenza delle persone affette da Sclerosi Multipla, da Disturbi dello spettro Autistico e delle loro famiglie, 2012] 

We call for:
· The EU to promote and support the availability of affordable quality habilitation services, including with EU funds.

· The EU to promote compulsory training on specific and evidence-based habilitation strategies for autism, in addition to training on ethical issues in the curricula of all the habilitation professionals.

· The EU to develop minimum quality standards for habilitation and rehabilitation services and programmes for autistic people of any age.

· The EU to support the development and adoption of EU guidelines on evidence-based, rights-based intervention for autism, based on existing guidelines at national and international level.

· The EU to promote the adoption of quality assessment systems for habilitation services which are centred on outcomes in terms of inclusion, participation and quality of life of the users.

Article 27: Work and employment 
The EU has shared competence in the field of employment of persons with disabilities.  Persons with disabilities are protected against discrimination in employment and occupation by the Employment Equality Directive 2000/78. Since the provision of reasonable accommodation was shown to be unevenly put into practice across the Member States, in 2024 the European Commission released guidelines on reasonable accommodation in the workplace.
In 2021, the European Parliament adopted a report on the Employment Equality Directive in light of the UNCRPD calling on the European Commission and the EU Member States to prepare clear EU guidelines on reasonable accommodation. Moreover, the Commission should launch infringement procedures and encourage Member States to ensure that a sanction system is in place in case of non-provision of reasonable accommodation.
Eurostat does not provide any disaggregated data by disability. However, some national surveys show that autistic persons and their families are particularly vulnerable to unemployment. In the UK, the Office for National Statistics published data in 2021 that indicate that just 22% of autistic people are reported in paid work - the lowest employment rate among all people with disabilities.[footnoteRef:44] When employed, autistic people tend to be in low-wage positions that do not meet their qualifications. According to estimates,[footnoteRef:45] 10% only of autistic adults have some form of employment, mainly sheltered or supported employment, compared to 47.9% of persons with disabilities and to 71.5% of persons without disabilities reported by Eurostat. Another study[footnoteRef:46] shows that many parents of autistic children with high support needs lost their job or reduced their work time. Autism have therefore an impact on gender equality as well as on poverty and exclusion of their families, it is referred to as “discrimination by association”.  [44:  National Austistic Society (UK) https://autism.org.uk/what-we-do/news/new-data-on-the-autism-employment-gap ]  [45:  Autism-Europe (2023) Bridging the autism employment gap in Europe: a compedium of current practices and initiatives  https://www.autismeurope.org/blog/2023/08/13/bridging-the-autism-employment-gap-in-europe-a-compedium-of-current-practices-and-initiatives/ ]  [46:  É. Cappe et; al (2020) Adaptation and quality of life of parents with a child with autism spectrum disorder: A comparative exploratory study between France, French-Speaking Belgium and Quebec https://dial.uclouvain.be/pr/boreal/object/boreal:229447/datastream/PDF_01/view ] 

We call for:
· The EU to monitor the employment and unemployment rates of autistic people, and their access to vocational training programmes and traineeship opportunities.

· The EU to support awareness among employers and employee representatives on needs of adjustments, abilities and potential of autistic people to work.

· We call on the EU to promote training of employment services to enable them to match employment opportunities and work environments with the individual and particular skills and needs of autistic people.

· Further guidance on the Minimum Wage Directive to avoid ambiguity about its application in cases of sheltered workshops where persons with disabilities do not have employment contracts. Ensure that these workers are not exempt from their right to a fair living wage.

[bookmark: _1y810tw]Article 28: Adequate standard of living and social protection 
Social protection systems, poverty reduction programmes and access to disability related social security benefits fall under the shared competences between the EU and Member States. 
Social services are important tools for the implementation of public policies in the field of social protection, non-discrimination, the fight against poverty and exclusion. Austerity measures have affected social services for persons with disabilities, enhancing the burden of their support and assistance on their families, as well as the risk of poverty because of the highest financial contribution requested to access services. Because of the complexity and intensity of their support needs, the increase in personal contribution to be paid to services may exclude many autistic people from enjoying them. 
As an example, according to an Italian survey, 50% autistic adults do not have access to any service or support, 27%of adults and 13,7% of adolescents remain all day segregated at home without participating in any external activity [footnoteRef:47]. The need for support and assistance of autistic people has been evaluated at 17.1 hours/day for children and 15 hours/day for adults. The provision of such support and assistance falls mainly on families.  Families of autistic people have therefore additional parenting and assistance costs. According to a Northern Ireland study, the unemployment in families directly affected by autism is up to 20% higher than in other families. Many parents give up work to care for their children. The cost of bringing up an autistic child is estimated to be six times greater than for other children.[footnoteRef:48]  Even in countries that do have programmes to combat child poverty through support for families, there are no special measures to take into consideration the additional costs and the enhanced risk of poverty for autistic people and their families. [47:  Censis: La dimensione nascosta delle disabilità, 3° rapporto di ricerca, 2012]  [48:  Autism kids ‘face life of poverty if they don’t get help’ - BelfastTelegraph.co.uk ] 

We call for:
· We call on the EU foster the collection of disaggregated data by disability in the European Statistics on Income and Living Conditions (EU-SILC) conducted by Eurostat.

· We call on the EU support the development of poverty reduction programmes and measures for autistic people and their families, notably through EU funds.
[bookmark: _4i7ojhp]Article 29: Participation in political and public life 
In some EU Member States, some people with disabilities are automatically excluded from political participation and thus denied the right to vote or stand as candidates in elections, in other member states the deprivation of legal capacity of citizens with disabilities results in losing their right to vote. 
The right to vote in European elections is protected in Article 20 (2) (b) of the Treaty on the Functioning of the European Union, and Articles 39 and 40 of the EU Charter of Fundamental Rights. About 800 000 EU citizens from 16 Member States were facing deprivation of the right to participate in elections of the European Parliament due to their disabilities[footnoteRef:49].  [49:  European Economic and Social Council (2019), ‘The real right of persons with disabilities to vote in European Parliament elections’] 

For the large majority of autistic people, election campaigns, information materials, voting procedures and voting ballots are not accessible because of their communication and learning difficulties, therefore they cannot adequately enjoy their right to vote regardless of legal incapacitation. They remain largely excluded from initiatives such as the Conference on the Future of Europe which aims at gathering the views and ideas of EU citizens. 
Accessibility standards of voting procedures and ballots focus only on persons with physical and visual impairments. Reasonable accommodation measures for persons with intellectual disabilities and autistic people are missing. For the same reasons autistic people cannot stand for elections. The European Parliament has currently one Member of European Parliament (MEP) who is openly autistic. 

We call for:
· A new set of recommendations by the European Commission to EU Member States concerning the political rights of persons with disabilities which state clearly that no person with disabilities can be denied the right to vote and the right to stand as candidate.
· We call on the EU to ensure that accessible voting procedures as well as participation in decision making will become a reality for autistic people.

[bookmark: _2xcytpi]Article 30: Participation in cultural life, recreation, leisure and sport 
The EU has supporting competences in the area of culture, tourism and sport and can promote specific actions notably through its funding programmes, such as the Erasmus plus. 
Access to sport activities in the mainstream is crucial to autistic people as gross motor ability is generally one of their strengths. Sport activities may therefore be the only area of life where they can enjoy equal opportunities and be successfully included. Autistic people should therefore have access to sport activities in the mainstream with the reasonable accommodation and the support needed to develop sport abilities and enhance their performances. Trained sport coaches and trainers on communication needs, behaviour features, and management strategies should be available in the mainstream sport facilities.  
We call for: 
· We call on the EU to promote training on autism in the curriculum of sport trainers and coaches.

· We call on the EU to foster the participation of autistic people in mainstream sport activities as a priority in EU funded relevant programmes.

[bookmark: _1ci93xb]Article 31: Statistics and data collection
The EU has shared competence with its Member States to produce statistics. 
Available data on prevalence of autism are even more limited and less reliable than those on disability. No central recording of autism cases is available at EU level. The few epidemiological studies that have been conducted on autism at national level in the EU Member States are very difficult to compare, because of different application of diagnostic criteria from a country to another, even using standard systems. 

The European Commission Directorate-General for Health and Food Safety was in charge of the technical follow up of a study on Autism Spectrum Disorders in Europe (ASDEU), a EU-funded pilot project, completed in September 2018. One of its objectives was to provide an estimate of Autism prevalence in Europe and test and identify the best methods to implement an autism surveillance programme in Europe to provide standardised prevalence estimations. ASDEU recommended establishing population-based registries with the capacity to routinely monitor and oversee larger cohorts of children as the optimal approach to monitor autism prevalence in Europe[footnoteRef:50]. Unfortunately, no direct follow-up action has been initiated by the European Commission since the conclusion of the study to support prevalence monitoring. Yet, the recent call for a common approach on autism could be interpreted as taking autistic people‘s rights and needs into consideration.  [50:  Access the main conclusions : ASDEU - Findings] 


The Commission has agreed with the Member States on a list of European Core Health Indicators (ECHI indicators) including indicators on long-term activity limitations based on Eurostat data. Eurostat produces and disseminates statistics on disability, but the prevalence of autism in each Member State is not included in this list. In its Strategy for the Rights of Persons with Disabilities 2021-2030, the Commission highlights the importance of more comprehensive data collection on the situation of persons with disabilities.

We call for: 
· We call on the EU, in close collaboration with autistic people, their families and representative organisations to standardise diagnostic definition and record of autism, as well as screening and data collection methods (such as the recommended population-based registries) to monitor the prevalence of autism.
· We call on the EU to foster the collection of disaggregated data by disability. 
· We call on the EU to use the initiative for a EU common approach to autism to tackle the need for statistics and data collection.
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