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Introduction

EU for Trisomy 21 is a gathering of persons with Down syndrome and their relatives present all around the European Union. It is a platform for the collaboration of citizens, associations, and politicians working together in favour of the rights of people with Down syndrome, to make visible intellectual disability in general and persons with trisomy 21 in particular.
EU for Trisomy 21 promotes the collaboration and the sharing of information in order to raise awareness about the dignity and rights of people with Down syndrome.
In this document, we address crucial inquiries related to the adherence to the United Nations Convention on the Rights of Persons with Disabilities (UNCRPD). Our focus centres on examining how the Netherlands translates the articles of the UN Convention into practice.
As a preliminary observation and primary concern, it is noted that while the Netherlands possesses laws theoretically aligned with the UNCRPD, practical implementation often lacks tangible measures. In a broader context, we advocate for increased efforts from the Netherlands to actively safeguard against discrimination faced by individuals with Down syndrome.
During this review of the Netherlands, EU for Trisomy 21 would like to provide input on paragraph B of the List of Issues: Equality and non-discrimination - article 5, Education - article 24, as well as Health - article 25. In this report, we tried to ensure balance and to englobe from one side positive steps and measures that have been taken by the Dutch authorities, and to show on the other side some lacking and how and what can be done better. 

Article 5: Equality and Non-Discrimination
· Good Practices:
Prohibition of discrimination: The Netherlands has enshrined the prohibition of discrimination within its Constitution, specifically Article 1, and through key legislation such as the Equal Treatment Act (AWGB) and the Equal Treatment of Disabled and Chronically Ill People Act (WGBH/CZ). These laws protect individuals with disabilities from discrimination and ensure their right to equal treatment.[footnoteRef:1] [1:  https://www.government.nl/topics/discrimination/prohibition-of-discrimination
] 

· Challenges:
Despite the existence of this comprehensive legal framework in the Netherlands, designed to protect individuals with intellectual disabilities from discrimination, these laws have not fully succeeded in fostering an inclusive and equitable society. In practice, individuals with intellectual disabilities, such as those with Down syndrome, continue to encounter various forms of discrimination and exclusion. This indicates a gap between the legal protections and the everyday realities faced by people with intellectual disabilities.
According to a study report[footnoteRef:2] made by the Dutch researcher Helen Fitzpatrick[footnoteRef:3] in 2022, despite legal protections, people with an intellectual disability face prejudice, stereotypical images,
stigmatization and discrimination in many ways.[footnoteRef:4] [2:  https://www.movisie.nl/sites/movisie.nl/files/2022-12/Validisme%20verstandelijke%20beperking.pdf
]  [3:  https://www.movisie.nl/over-movisie/medewerkers/helen-fitzpatrick
]  [4:  https://www.movisie.nl/sites/movisie.nl/files/2022-12/Validisme%20verstandelijke%20beperking.pdf (page 5).
] 

It is also known that the attitude of Dutch youth and young adults towards people with
an intellectual disability is more negative compared to people with another form of disability (De Laat, Freriksen, Verlood, 2013).[footnoteRef:5] [5:  https://www.movisie.nl/sites/movisie.nl/files/2022-12/Validisme%20verstandelijke%20beperking.pdf (page 5).
] 

The term "validism", the Dutch equivalent of "ableism", refers to the discrimination, marginalization, and stigmatization of people with disabilities (Den Brok-Rouwendal, 2005; Koster, 2021). This concept underscores the systemic biases that contribute to the continued exclusion and discrimination faced by individuals with intellectual disabilities. (Den Brok-Rouwendal, 2005; Koster, 2021).[footnoteRef:6]  [6:  https://www.movisie.nl/sites/movisie.nl/files/2022-12/Validisme%20verstandelijke%20beperking.pdf (page 6).
] 

Ableism is a bias that considers that without certain physical or intellectual abilities, a person's life is of less value. Marked by ableism, our society only recognizes the full value of people who do not have a disability. 
Workplace Discrimination: Despite the Netherlands’ robust legal framework intended to protect individuals with intellectual disabilities from workplace discrimination, practical challenges remain. Individuals with Down syndrome, for instance, often face biases during the hiring process and in day-to-day workplace interactions. According to the European Down Syndrome Association (EDSA), many Dutch employers hold preconceived notions about the capabilities of individuals with Down syndrome, which affects hiring decisions and career advancement opportunities. This form of discrimination can result in limited job opportunities and inadequate workplace accommodations, contributing to broader economic inequalities.[footnoteRef:7] [7:  https://www.edf-feph.org/content/uploads/2023/05/hr7_2023_press-accessible.pdf
] 

Social Exclusion: Social stigmatization continues to impede the full integration of individuals with intellectual disabilities into Dutch society. Despite progressive social policies, stereotypes and negative attitudes toward people with Down syndrome prevail, leading to their exclusion from community activities and social networks. Research from the Netherlands Institute for Social Research (SCP) indicates that individuals with intellectual disabilities often experience reduced participation in educational, recreational, and social activities due to societal biases and lack of inclusive practices. Such exclusion not only diminishes their quality of life but also limits their opportunities for personal development and social engagement.[footnoteRef:8] [8:  https://www.scp.nl/binaries/scp/documenten/publicaties/2018/07/06/an-international-comparison-of-care-for-people-with-intellectual-disabilities/An+international+comparison+of+care+for+people+with+intellectual+disabillities.pdf (page 8).
] 

Inconsistent Policy Implementation: While the Netherlands has implemented various anti-discrimination policies, their application can be inconsistent across different regions and institutions. This inconsistency leads to uneven protection and support for individuals with intellectual disabilities. Reports from the European Union Agency for Fundamental Rights (FRA) highlight that disparities in regional policy enforcement and institutional practices can result in significant gaps in the provision of services and legal protections. Therefore, people with intellectual disabilities, including those with Down syndrome, may find themselves without adequate support or recourse in cases of discrimination[footnoteRef:9]. [9:  https://fra.europa.eu/en/publication/2022/fundamental-rights-report-2022 
] 

· Recommendations: 
1. Enhance Enforcement of Anti-Discrimination Laws: Increase resources for monitoring bodies and establish stricter penalties for violations.
2. Improve Workplace Inclusivity: Develop inclusive hiring practices and provide incentives for employer accommodations.
3. Enhance Social Integration Programs: Expand community-based programs and initiatives to facilitate social inclusion.
4. Standardize Policy Implementation: Ensure uniform application of anti-discrimination policies across regions and institutions.

Article 24: Education
· Good Practices
In the Netherlands, education for children with Down syndrome and other intellectual disabilities offers both integrated and segregated options. Parents can choose between special or regular education based on what they believe will best meet their child's needs. According to the Dutch Down Syndrome Foundation, over the past decade, there has been a significant increase in the number of students with Down syndrome in mainstream education, with nearly 600 students, or about 25% of children with Down syndrome aged 4 to 14, now attending regular schools.[footnoteRef:10] [10:  https://www.down-syndrome.org/en-gb/library/news-update/02/2/supporting-social-inclusion-students-down-syndrome-mainstream-education/
] 

Inclusive Education Initiatives: The Netherlands has implemented inclusive education policies where children with Down syndrome are integrated into mainstream schools. These programs foster peer interaction and reduce stigma​.[footnoteRef:11] [11:  https://www.edsa.eu/wdsd-2021-netherlands-sds/
] 

Special schools in the Netherlands, characterized by small class sizes of 12-14 students, remain an option for pupils who prefer a more specialized educational environment.
Despite these advancements, challenges remain, while progress in inclusion is notable, ensuring the success of students with Down syndrome in mainstream education requires continuous support and adaptation: 
· Challenges
One major issue is the inconsistency in the quality of inclusive education, which can vary greatly depending on the school and its resources. Successful inclusion often hinges on factors such as strong teamwork among staff, effective leadership, and a supportive school climate. However, not all schools have these elements in place, leading to uneven educational experiences for students with Down syndrome​​.[footnoteRef:12] [12:  https://www.movisie.nl/sites/movisie.nl/files/2022-12/Validisme%20verstandelijke%20beperking.pdf (page 31).
] 

Another significant challenge is the lack of adequate support and resources. Many mainstream schools are not fully equipped to meet the specific needs of students with intellectual disabilities. This includes a shortage of specialized staff and insufficient training for general education teachers to handle the unique challenges these students face.[footnoteRef:13] [13:  https://www.movisie.nl/sites/movisie.nl/files/2022-12/Validisme%20verstandelijke%20beperking.pdf 
] 

Moreover, despite the increase in the number of pupils with Down syndrome attending regular schools, many still face social isolation. Studies show that around half of students with Down syndrome are often ignored by their classmates[footnoteRef:14], which can hinder their social development and overall school experience. Teachers may also have more positive perceptions of inclusion than the reality experienced by students, indicating a gap between intent and practice. [14:  https://www.movisie.nl/sites/movisie.nl/files/2022-12/Validisme%20verstandelijke%20beperking.pdf, (Page 8).
] 

Children with disabilities are frequently placed in special education or exempted from compulsory education. This exclusion from regular education at a young age often leads to further exclusion from broader social opportunities later in life. 
Globally, intellectual disabilities face more prejudice than physical disabilities (Huskin et al., 2018; Wang et al., 2021). Even in inclusive policy environments, the inclusion of people with intellectual disabilities is often viewed negatively (Scior et al., 2020)[footnoteRef:15]. [15:  https://www.movisie.nl/over-movisie/medewerkers/helen-fitzpatrick Page 5
] 

While strides have been made towards inclusive education in the Netherlands, significant barriers persist. Addressing these challenges requires continuous efforts to improve resources, training, and societal attitudes towards individuals with intellectual disabilities.
· Recommandations
1. Implement inclusive education policies across all schools, ensuring no child is excluded based on disability.
2. Improve the curriculum and teaching methods in special education settings to ensure high-quality education.
3. Provide specialized training for teachers in mainstream schools to equip them with the skills needed to support students with intellectual disabilities.
4. Increase funding for resources, such as specialized educational materials and support staff, to better accommodate the needs of students with disabilities in mainstream classrooms. 
5. Encourage active participation of parents in the educational planning and decision-making process for their children with intellectual disabilities.
6. Provide parents with information and resources to understand their rights and the educational options available for their children.

Article 25: Health
· Good Practices
The Dutch healthcare system provides various medical services to individuals with Down syndrome. Some specialized healthcare providers focus on the needs of people with intellectual disabilities.
Persoonsgebonden budget[footnoteRef:16], also called PGB or personal budget, allows people with disabilities to make their own choices. When a person receives a personal budget (not on the bank account), this person can decide how to use it according to his/her current needs. What care do I need right now? The person with disabilies is free to answer this question in the way he or she chooses. The personal budget allows a personalised care pathway. [16:  https://www.government.nl/topics/care-and-support-at-home/applying-for-a-personal-budget
] 

· Challenges
Systemic Discrimination in Dutch Healthcare: The Marginalization of Individuals with Intellectual Disabilities
Individuals with intellectual disabilities in the Netherlands encounter systemic discrimination within the healthcare system. Despite advancements in medical care and inclusive policies, these individuals often face challenges in accessing appropriate healthcare services. Studies by the Dutch Association of People with Disabilities revealed that healthcare providers frequently lack adequate training in dealing with intellectual disabilities, leading to disparities in treatment and care. This can exacerbate health inequalities and negatively impact the overall well-being of those affected.
Parents are creating groups among themselves to exchange information about doctors and specialists who know about Down syndrome. But this is only a palliative to the lack of trained health professionals aware of the particularities of Down syndrome. This exchange of information between parents is insufficient for people with a low level of social integration or people who are in situations of intersectional discrimination, such as people with disabilities of immigrant origin.
An extensive report[footnoteRef:17] done by BMC Health Services Research and published in January 2024, highlights "implicit biases and negative stereotypes" among healthcare providers, which often lead to "inadequate communication and suboptimal care." Individuals with intellectual disabilities frequently encounter "dismissive attitudes and lack of respect," and their symptoms are sometimes attributed to their disabilities rather than being investigated thoroughly. The healthcare system also shows "limited accessibility," both physically and in terms of tailored services, which exacerbates these challenges. Furthermore, there is "insufficient training" for healthcare professionals in handling the specific needs of patients with intellectual disabilities, contributing to a systemic gap in care quality and equity. [17:  https://bmchealthservres.biomedcentral.com/articles/10.1186/s12913-023-10206-2
] 

Data from various studies and reports indicate that these discriminatory practices contribute to poorer health outcomes and reduced access to quality healthcare for individuals with intellectual disabilities in the Netherlands. Over 20% of people with intellectual disabilities stated that they felt unwelcome and misunderstood by health professionals in the Netherlands.[footnoteRef:18] [18:  https://www.ncbi.nlm.nih.gov/pmc/articles/PMC10763292/
] 

Ethical Concerns and Prenatal Discrimination through NIPT in the Netherlands
Since 2017, the Netherlands has offered non-invasive prenatal testing (NIPT) to all pregnant women, allowing them to screen for trisomy 21 (Down syndrome), trisomy 18 (Edwards syndrome), and trisomy 13 (Patau syndrome)​.[footnoteRef:19] NIPT consists in analysing the child's genetic material circulating in the mother's blood. [19:  https://www.healthcouncil.nl/documents/advisory-reports/2023/02/20/population-screening-act-non-invasive-prenatal-testing-nipt-as-a-national-population-screening-programme] 

The widespread use of NIPT has raised ethical concerns regarding prenatal discrimination, particularly concerning foetuses diagnosed with Down syndrome. Critics argue that the way the diagnosis is given to couples can lead to increased pressure on parents to terminate pregnancies where Down syndrome is detected​. This can contribute to societal perceptions that lives with Down syndrome are less valuable, reinforcing negative stereotypes and discrimination. 
The high detection rates of NIPT lead to an increase in selective terminations of pregnancies diagnosed with Down syndrome[footnoteRef:20]. Studies from countries with widespread NIPT use have shown a significant decrease in the number of births of children with Down syndrome, raising concerns about societal implications of such trends​[footnoteRef:21]. [20:  https://www.nrc.nl/nieuws/2015/06/18/diagnose-van-downsyndroom-leidt-in-meer-dan-90-pr-1504942-a1005981
]  [21:  https://fra.europa.eu/en/promising-practices/experiences-discrimination-netherlands
] 

The UNESCO International Bioethics Committee reported: “A widespread use of NIPT, namely as general screening in order to detect abnormalities, followed by an abortion, is perceived by some people as an evidence of the will to avoid permanent pain in a lifetime, by others as a sign of a situation of the exclusion society gives to people affected by this illness, meaning indirectly that certain lives are worth living, and others less.”[footnoteRef:22] [22:  Report of the IBC on Updating Its Reflection on the Human Genome and Human Rights, UNESCO, October 2015.
] 

Expecting parents often feel societal or medical pressure to make decisions based on NIPT results, which can be a distressing experience. The decision-making process is complex and often influenced by perceptions of the quality of life and available support for individuals with Down syndrome​.[footnoteRef:23] [23:  https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7041621/
] 

As expressed by a lady in a 2019 report, “You will be judged [by society] when you decide to keep a baby with a severe disorder while you had the possibilities to detect the disorder” (age 33, NIPT).[footnoteRef:24] [24:  Iris M. Bakkeren, Implementing non‐invasive prenatal testing (NIPT) in the Netherlands: An interview study exploring opinions about and experiences with societal pressure, reimbursement, and an expanding scope, 2019. 
] 


The prevalence of NIPT and subsequent selective terminations can negatively impact the social acceptance and inclusion of individuals with Down syndrome. It may reinforce stigmatization and reduce the incentive to invest in resources and support systems for people with Down syndrome​. A Dutch father of a child with Down syndrome who is also leading an inclusive NGO said to EU for Trisomy 21 team that "Prenatal testing is portraying people with Down syndrome negatively in society. I'm concerned about its impact. There's a risk that fewer children with Down syndrome will lead to decreased societal acceptance of individuals with intellectual disabilities."
Nowadays, Down syndrome is the most concerned by NIPT and reduction of the community. But in some years, other disabilities of genetic origin could be concerned by prenatal screening and by disappearance based on genetic heritage. Private hospitals are already proposing expanded NIPT to other chromosomal variations. This raises fears of a society that is looking for the perfect child (but will inevitably always be disappointed because the perfect child doesn't exist). To counterbalance this, the State should more invest to improve the lives of people with disabilities and invest in campaigns to change the way people look at disability. 

Ethical Concerns in Euthanasia Laws: The Vulnerability of Individuals with Down Syndrome in the Netherlands
The Netherlands recently expanded its euthanasia laws to include children under the age of 12, which raises significant ethical and legal concerns, particularly for individuals with Down syndrome. This change, implemented in April 2023, inadvertently introduces a form of discrimination against people with intellectual disabilities[footnoteRef:25], such as those with Down syndrome, by not providing specific protections for their decision-making vulnerabilities. Uninformed and unwise decisions should be avoided.  [25:  https://apnews.com/article/euthanasia-autism-intellectual-disabilities-netherlands-b5c4906d0305dd97e16da363575c03ae
] 

The inclusion of minors in the euthanasia law without adequate safeguards for those with intellectual disabilities risks exposing these individuals to premature and potentially non-consensual euthanasia[footnoteRef:26]. This lack of protection is a pressing concern, as it fails to account for their unique needs and the heightened potential for coercion or misunderstanding in their decision-making processes. Consequently, the current legal framework does not adequately protect their will and autonomy, highlighting a critical gap in safeguarding vulnerable populations from misuse or abuse of the euthanasia laws. [26:  https://muse.jhu.edu/article/186188
] 

This regulatory gap underscores the necessity for more robust legal protections and ethical considerations to ensure that individuals with Down syndrome are not disproportionately affected by these expanded euthanasia laws. Such protections are essential to prevent new forms of discrimination within the healthcare system and to uphold the rights and dignity of all individuals, regardless of their intellectual capabilities.
· Recommendations
1. Improve accessibility to healthcare services by addressing physical, communication, and systemic barriers.
2. Promote ethical medical practices that respect individuals with Down syndrome. 
3. Include medical training about trisomy 21 in the curriculum of doctors, nurses and health care personnel.
4. Informed Consent and Counselling: Ensure that all pregnant women are provided with comprehensive information and counselling about NIPT, including the ethical considerations and potential outcomes of the test results. This counselling should be non-directive and support parents in making informed decisions based on their values and circumstances.
5. Support Systems: Strengthen support systems for families with children diagnosed with Down syndrome. This includes providing accurate information about Down syndrome, access to support networks, and resources to help parents make informed and confident decisions.
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Conclusion
In this comprehensive report, EU for Trisomy 21 has highlighted the critical areas where the Netherlands must align more closely with the United Nations Convention on the Rights of Persons with Disabilities (UNCRPD). While the Netherlands has made notable strides in legislative protections and inclusive policies, significant gaps remain in the practical implementation of these measures, particularly affecting individuals with Down syndrome.
Our analysis under Article 5 (Equality and Non-Discrimination) reveals that despite robust anti-discrimination laws, societal and systemic biases continue to undermine the rights of people with Down syndrome. Similarly, under Article 24 (Education), although inclusive education policies have been introduced, the quality and consistency of these programs vary, leading to social isolation and unequal educational opportunities. Under Article 25 (Health), systemic discrimination within the healthcare system and ethical concerns surrounding recent euthanasia laws pose significant threats to the well-being and autonomy of individuals with intellectual disabilities.
To bridge these gaps, we recommend stronger enforcement of anti-discrimination laws, enhanced public awareness campaigns, better support systems for families, and comprehensive training for educators and healthcare providers. Moreover, safeguarding measures within the euthanasia laws are imperative to protect the rights of vulnerable individuals.
EU for Trisomy 21 urges the Netherlands to adopt these recommendations to ensure that the dignity, rights, and inclusion of people with Down syndrome are fully realized. By doing so, the Netherlands can set a benchmark for other nations, demonstrating a true commitment to the principles of equality and non-discrimination as enshrined in the CRPD.
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