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Introduction

The Jérôme Lejeune Foundation is an international foundation with headquarters in Paris, France. Created in 1995, after the death of Professor Jérôme Lejeune, the doctor who co-discovered the chromosomal origin of Down syndrome, it has been recognised as an organisation of public benefit[footnoteRef:1] since 1996. The Jérôme Lejeune Foundation is at the service of the right to health of persons with intellectual disabilities of genetic origin: Fragile X, Rett and Angelman syndromes, etc. The most common and best known is Down syndrome (also called trisomy 21). The Jérôme Lejeune Foundation has three missions:  [1:  with a general interest mission.] 

- medical research aimed at facilitating daily life and autonomy of persons with disabilities. 
- make the right to health a reality by offering medical consultations with qualified doctors.
- protect the dignity of persons with disabilities.
It is because we welcome at the Institut Jérôme Lejeune many people with Down syndrome from EU Members States that we are writing this contribution.
Katrin Langensiepen[footnoteRef:2], a German Member of the European Parliament (MEP) with a disability and Chair of the EU Disability Intergroup, stated during an EU plenary debate on the EU Disability Strategy on December 19, 2024: [2:  https://www.europarl.europa.eu/meps/fr/197461/KATRIN_LANGENSIEPEN/home] 

"No European Member State has fully implemented the UN Convention on the Rights of Persons with Disabilities as it should. We have all failed! But the good news is, we’re all in the same boat, and we can do better.”[footnoteRef:3] [3:  European Parliament, Need to update the European disability rights strategy (debate), 19 December 2024. ] 

The European Union’s commitment to the Convention on the Rights of Persons with Disabilities (CRPD) marks a significant step toward ensuring equality, dignity, and inclusion for all persons with disabilities. However, despite these commitments, individuals with intellectual disabilities, particularly those with Down syndrome, remain disproportionately ignored and marginalized. This submission highlights critical gaps in the EU’s approach, underlines the urgent need for targeted measures, and offers actionable recommendations.
People with disabilities face persistent challenges: from stigma and discrimination to exclusion in education, employment, and public life. According to Inclusion Europe, 52% of people with disabilities feel discriminated against[footnoteRef:4]. This neglect not only violates the CRPD but also perpetuates social inequality. This submission critiques the EU’s shortcomings and proposes robust strategies to uphold the rights of persons with Down syndrome, emphasizing the urgent need for action. [4:  https://www.inclusion.eu/non-discrimination] 




Article 5: Equality and Non-Discrimination
Positive Steps
The EU Disability Rights Strategy (2021-2030)[footnoteRef:5] outlines the goal of combating discrimination and promoting equality. Programmes such as Erasmus+ offer opportunities to promote the education, training and socio-professional integration of persons with disabilities. They also raise awareness among non-disabled people of the realities on the ground. [5:  European Commission, Union of equality: Strategy for the rights of persons with disabilities 2021-2030. ] 

Gaps and Challenges
The European Union can make progress in its approach to disability. 
First of all, to ensure that people with disabilities are properly taken into account in European policies, it is important that they themselves are elected representatives of the citizens. According to Member of the European Parliament (MEP) Marc Angel in December 2024, “It is sad that we have less MEPs with disabilities than we had in the last mandate. We have a responsibility too, as politicians, and we have - in our parties back home - to promote diversity to have a better representation here in the European Parliament, representing our populations.”[footnoteRef:6] In 2023, 27% of the EU population over the age of 16 had some form of disability[footnoteRef:7]. [6:  European Parliament, Celebrate one year of digital accessibility progress, 4 December 2024, 12:49.]  [7:  Council of the EU and European Council, Disability in the EU: facts and figures.] 

Secondly, the EU fails to differentiate between intellectual and mental disabilities in its legal texts and policies. This neglect is deeply concerning: how can we make policies in favour of equality if we don't name people properly? Despite the clear distinctions outlined in international frameworks such as the UN Convention on the Rights of Persons with Disabilities, the EU continues to group all disabilities under the vague umbrella of "mental or physical disability"[footnoteRef:8]. This generalized approach ignores the specific needs and experiences of persons with intellectual disabilities, who require tailored support and protections distinct from persons with mental health conditions.  [8:  The Directive of the European Parliament and of the Council on combating the sexual abuse and sexual exploitation of children and child sexual abuse is currently being revised. In the zero draft proposed by the EU Commission on February 6, 2024, the Comission did not include a reference to persons with intellecual disabilities: only mental and physical disability are mentioned. ] 

The European Union Agency for Fundamental Rights (FRA)[footnoteRef:9] and organizations like Inclusion ASBL[footnoteRef:10] have also called for this distinction. Conflating definitions result in policies that fail to address the unique challenges faced by each group. It is unacceptable that, to this day, the EU remains incapable of reflecting these distinctions in its directives and strategies. This oversight not only undermines the EU’s commitment to equality and inclusion but also sends a troubling message to persons with intellectual disabilities—that their specific needs and rights are invisible within the Union’s legal framework. It is imperative for the EU to correct this longstanding oversight to ensure true equity and respect for all individuals with disabilities. [9:  Fundamental Rights Agency, Fundamental rights of persons with intellectual disabilities and persons with mental health problems, 2009. ]  [10:  Inclusion ASBL, Difference between intellectual disability and mental disability (article in French). ] 

Despite the EU's commitments to inclusion and equality, persons with intellectual disabilities including those with Down syndrome remain underrepresented and underserved in EU policies. 
Recommendations
· Launch EU-wide awareness campaigns to challenge stereotypes, reduce stigma surrounding disability and promote political participation of persons with disabilities.
· The European Union must explicitly differentiate between intellectual and mental disabilities in its legal frameworks, aligning with international standards and ensuring tailored protections for all persons with disabilities.
Article 6: Women with Disabilities
Positive Steps
The European Union has taken steps to further protect women with disabilities in the Directive on Combating Violence Against Women and Domestic Violence (2024)[footnoteRef:11]. [11:  Directive 2024/1385 of the European Parliament and of the Council on combating violence against women and domestic violence, 14 May 2024.] 

Gaps and Challenges
The enforcement of measures to protect women with intellectual disabilities remains inconsistent across EU Member States. Women with intellectual disabilities, including those with Down syndrome, are disproportionately vulnerable to gender-based violence and forced medical interventions. Forced sterilisation of women with intellectual disabilities is still practiced in many EU Member States and the European Union has failed to ban it in the Directive on Violence against women[footnoteRef:12]. The directive only referred to it as a form of violence, a form of violence that can still be practiced if not banned.  [12:  EDF, EU Directive on combating violence against women: specific improvements on disability, 15 May 2024. ] 

As described in a report by the European Disability Forum (EDF) and the CERMI Women’s Foundation, forced sterilisation is experienced by women and girls with disabilities as “a life sentence, a loss or a betrayal.” The international community widely acknowledges forced sterilisation as a violation of fundamental human rights, yet it remains a reality around the world, including in Europe.[footnoteRef:13] [13:  Forced sterilisation of women and girls in Europe, 2018.] 


A 2024 hearing by the European Economic and Social Committee (EESC) highlighted that only nine EU countries explicitly criminalize forced sterilization as a distinct offense. Alarmingly, 13 countries permit the practice on persons with disabilities, with three allowing it on minors. This situation underscores significant disparities in the protection of women with disabilities across the EU.[footnoteRef:14] [14:  European Economic and Social Committee, Sexual and reproductive health rights of women with disabilities: Discrimination running high, 8 July 2024. ] 

An Euronews investigation[footnoteRef:15] exposed that forced sterilisation is still legal in much of the European Union, with only nine countries having outlawed the practice. Despite violating the International Convention on the Rights of Persons with Disabilities, countries such as Portugal, Hungary and the Czech Republic continue to permit sterilisation, including for minors. One striking example is that of Rosario Ruiz, who was subjected to forced sterilisation at the age of 20 by her parents due to her intellectual disability. She reflects, “I asked myself: ‘What have they done with my life? Am I useless? Can everyone be a mother except me? Since then, I feel empty every day of my life.” [15:  Euronews, 'I see the scar and I want to die': Why the EU allows sterilisation of women with disabilities, 5 June 2023. ] 

The same Euronews article further highlights that only a handful of European countries—Sweden, Ireland, Belgium, France, Germany, Italy, Slovenia, Poland, and Spain—have criminalised forced sterilisation. Yet, even in these countries, instances of forced sterilisation have still been reported. María Eugenia Rodríguez Palop[footnoteRef:16], a former Member of the European Parliament, condemned the practice as “a very cruel form of domination”. She further stressed that forced sterilisation represents “a very clear case of eugenics”, noting that “eugenics still exists in the 21st century”. [16:  https://www.europarl.europa.eu/meps/fr/197785/EUGENIA_RODRIGUEZ+PALOP/history/9] 

Member of the European Parliament Catarina Martins from Portugal has expressed her indignation during a debate in the European Parliament in December 2024 stating that “For people with disabilities, there is not even a rule of law. There are Member States, like my own country, Portugal, where women with disabilities are sterilised against their will.”[footnoteRef:17] [17:  European Parliament, Need to update the European disability rights strategy (debate), 19 December 2024. ] 

Recommendations
· Introduce targeted protections against forced sterilization, forced abortion and sexual violence, specifically for persons with intellectual disabilities.
· Expand accessible support services for survivors of violence, tailored to intellectual disabilities.
Article 9: Accessibility
Positive Steps
The European Accessibility Act[footnoteRef:18]  and the European Disability Card[footnoteRef:19] are milestones aimed at reducing barriers for persons with disabilities and facilitating freedom of movement. [18:  European accessibility act, April 2019. ]  [19:  European Disability Card and European Parking Card for persons with disabilities, Octobre 2024. ] 

Gaps and Challenges
The Accessibility Act recommends “using the same words in a consistent manner, or in a clear and logical structure, so that persons with intellectual disabilities can better understand it”[footnoteRef:20]. But it’s a non-binding proposal. The Accessibility Act could have done more for cognitive accessibility. Complexity limits the full inclusion of individuals with Down syndrome. As a result, essential services such as banking and healthcare remain largely inaccessible due to complex sentences, complex interfaces and processes. A 2023 report by the European Disability Forum revealed that fewer than 20% of public services are adapted to meet cognitive accessibility needs[footnoteRef:21]. [20:  European accessibility act, 17 April 2019. ]  [21:  EDF, Annual Report 2023, 1 July 2024. ] 

According to the CRPD, “States parties shall take appropriate measures to ensure to persons with disabilities access, on an equal basis with others, (…) to information”. Information is often expressed in a complicated way. This limits access to people with intellectual disabilities to various services. Unfortunately, the scope of services and products covered by the Accessibility Act is very limited. Health care services, education, transport, housing, and household appliances are out of the Act.[footnoteRef:22]  [22:  EDF, Our analysis of the European Accessibility Act, 7 June 2019.] 

Recommendations
· Amend the Accessibility Act to include mandatory cognitive accessibility standards, such as simplified language and intuitive design.
· Expand training for service providers to ensure environments are accessible to individuals with intellectual disabilities.
· Fund research and development of adaptive technologies tailored to the needs of persons with Down syndrome.

Article 27 – Work and employment
Positive steps 
The Commission presented the Disability Employment Package to support Member States in ensuring that persons with disabilities enjoy social inclusion and economic autonomy through employment.[footnoteRef:23] [23:  Disability Employment Package to improve labour market outcomes for persons with disabilities, part of the Strategy for the Rights of Persons with Disabilities 2021-2030. ] 

Gaps and Challenges 
As was expressed by the Member of European Parliament Estelle Ceulemans (from France) on December 19, 2024, “Today, only one in two people with disabilities has a job in Europe. So, one in two, the majority of whom are women, do not. And for those who are lucky enough to have access to employment, many are unfortunately paid less than able-bodied workers, or even do not receive a salary, and many only have short-term employment, are unable to access a position of responsibility or suffer discrimination in their workplace…The factors that hinder access to employment for people with disabilities are numerous and well-known: unsuitable workplaces or workstations, barriers to mobility, or even a lack of adapted mobility, as well as stigma and resistance to working with a person with a disability. Even though the EU Commission has adopted a strategy for people with disabilities for 2021-2030, including a package on access to employment, unfortunately, this strategy is struggling to produce its effects.[footnoteRef:24] [24:  European Parliament, Need to update the European disability rights strategy (debate), 19 December 2024. ] 

According to Inclusion Europe, there is a significant employment gap for people with disabilities in general. Only 50.8% of individuals with disabilities in the EU are employed, compared to 74.8% of those without disabilities. The situation is even worse for people with intellectual disabilities, including those with Down Syndrome. In Ireland, only 36% of adults with intellectual disabilities are employed—29% in sheltered settings and just 7.1% in the open labour market. Similarly, only 6% of people with intellectual disabilities are employed in Scotland, and just 3% in Portugal.[footnoteRef:25] [25:  Inclusion Europe, Better job opportunities for people with intellectual disabilities, 9 December 2021. ] 


According to the European Court of Auditors, within the European institutions, around 4% of staff declared having a disability[footnoteRef:26]. Few positive action programmes are implemented to recruit trainees or contract staff with disabilities inside the European institutions[footnoteRef:27]. [26:  European Court of Auditors, Special report 20/2023: Supporting persons with disabilities – Practical impact of EU action is limited, §66, page 32-33.]  [27:  European Court of Auditors, Special report 20/2023: Supporting persons with disabilities – Practical impact of EU action is limited, page 33.] 

Recommendations
· Set a positive example by employing more people with disabilities in the European institutions.
· Launch campaigns highlighting the value of diversity to encourage inclusive hiring practices.
· Support Education and Training: Expand EU-backed vocational training, job placement programs, and mentorship for individuals with disabilities, with a focus on intellectual disabilities, to ensure smoother transitions into meaningful employment.

Article 29 – Participation in political and public life
Positive steps 
The European Union has included “participation in political and public life” in its disability strategy. 
Gaps and Challenges
According to the report made by the EU Agency for Fundamental Rights (FRA), one in four people in the EU have a disability, and over 800,000 citizens with disabilities were unable to vote in the 2019 European Parliament elections. The FRA’s report, Political participation of people with disabilities in the EU, explores recent progress and ongoing challenges in political participation for people with disabilities.
Legal restrictions still persist, with seven countries (Bulgaria, Cyprus, Estonia, Malta, Poland, Portugal, and Romania) automatically excluding people under legal guardianship from voting. However, some countries have lifted voting restrictions based on legal capacity, especially for people with intellectual and psycho-social disabilities, offering support or case-by-case assessments instead.
In terms of accessibility, while improvements have been made to polling stations, websites, and broadcasters, individuals with intellectual disabilities still face significant barriers, such as the lack of tactile voting devices, and easy to read programs or voting brochures.[footnoteRef:28] [28:  FRA, More people with disabilities can vote but barriers remain, May 2024. ] 

Member of the European Parliament Abir Al Sahlani, from Sweden, has expressed how people with disabilities struggle of lack of participation is several domains including political participation: “The figures speak their very clear language. Overrepresentation in unemployment, overrepresentation in unfinished education, exposure to violence and crime and not the least prioritization in health care. We saw this during the Covid pandemic where people with disabilities were at the bottom of the list of life-saving measures…People with disabilities still live without access to education, work, leisure and free movement, and political participation.”[footnoteRef:29] [29:  European Parliament, Need to update the European disability rights strategy (debate), 19 December 2024. ] 

Recommendations
· Remove Legal Voting Barriers: Advocate for the elimination of automatic voting restrictions based on legal guardianship across all Member States.
· Improve Accessibility: Increase EU funding to ensure polling stations, voting materials, and political websites are fully accessible. Prioritize tactile voting devices, easy-to-read programs, and inclusive information campaigns for people with intellectual disabilities.
· Promote Inclusion in Decision-Making: Establish EU-led initiatives to support persons with disabilities in running for office and participating in public life. Provide mentorship programs, targeted funding, and accessible resources to empower individuals to contribute to policymaking processes.
Conclusion
While the European Union has taken significant strides toward advancing the rights of persons with disabilities, critical gaps remain, particularly for individuals with intellectual disabilities. These gaps, rooted in systemic neglect and outdated policies, continue to marginalize this group, perpetuating harmful stereotypes and discriminatory practices.
By implementing targeted and inclusive measures, the European Union can set a global example of true equality and inclusion. 
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