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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. The Foundation is the leading funder in France and Europe of research on Down syndrome, having funded more than 800 research projects since its creation (for example, research on sleep apneas which concern many persons with Down syndrome).
- make the right to health a reality by offering high-level medical consultations with qualified doctors, thanks to a medical consultation (the Jérôme Lejeune Institute) which welcomes more than 10,000 people, including people from Belgium and other EU countries. 
- protect the dignity of persons with disabilities.
It is because we welcome at the Institut Jérôme Lejeune many people with Down syndrome from Belgium that we are writing this report today.

Global Down Syndrome Association estimates that more than 6 million[footnoteRef:2] people in the world are currently living with Down syndrome, including more than 10,000 in Belgium[footnoteRef:3]. Down syndrome, due to the presence of a third chromosome 21, is the leading cause of intellectual deficiency of genetic origin: this disability affects 1 baby out of 650-700 conceived. Down syndrome is therefore not a rare condition.  [2:  https://www.globaldownsyndrome.org/about-down-syndrome/facts-about-down-syndrome/#:~:text=Some%20estimates%20put%20the%20worldwide,at%20more%20than%206%20million.
]  [3:  https://www.65degres.be/#:~:text=Il%20y%20a%20en%20Belgique,atteintes%20d'autres%20handicaps%20mentaux.
] 


Down syndrome is an emblematic disability for several reasons. 

Firstly, it is visible: it marks the physical appearance of the person, particularly his face. Disabilities that affect the physical appearance are difficult to accept in a society that excessively values a certain conception of beauty. 

Then, beyond the health complications that can be treated by medicine (e.g. cardiac malformations), with supporting re-education (e.g. speech therapy, psychomotricity), a person with Down syndrome suffers from intellectual disability, the most striking consequence of the 3rd chromosome 21. Disabilities that affect intelligence are difficult to accept in a society where performance is a dominant value. 

People with disabilities are excluded from various spheres of society, especially people with Down syndrome who experience chromosomal racism.

During this review of Belgium, the Jérôme Lejeune Foundation would like to provide input on the List of Issues, especially on article 8 (awareness-raising), article 11 (situations of risk and humanitarian emergencies), article 19 (living independently and being included in the community), article 24 (education) and article 25 (health). 


Awareness-raising (article 8)

On 3 November 2023, the Belgian newspaper Le Soir[footnoteRef:4] was headlining that "Society wants to make people with Down's syndrome disappear". The article was quoting the words of the theatre producer Milo Rau.  [4:  https://www.lesoir.be/547248/article/2023-11-03/milo-rau-la-societe-veut-faire-disparaitre-les-personnes-porteuses-de-trisomie
] 

Directing a theatre play in Belgium, Milo Rau questions "our relationship with normality" and our "consumer society that excludes those it deems imperfect". "Making the link with the liberalisation of non-intrusive prenatal tests (NIP Tests)[footnoteRef:5] which, according to Milo Rau, mean that in Belgium "95% of cases of a positive diagnosis of trisomy 21 lead to an abortion[footnoteRef:6]", the play raises a number of ethical questions".  [5:  Non-Invasive Prenatal Test (NIPT) or Non-Invasive Prenatal Screening (NIPS), by sequence analysis of cell-free DNA (cfDNA) fragments circulating in the blood of pregnant women, enables the detection of fetal aneuploidies, starting with trisomy 21, 18 and 13.
]  [6:  https://kce.fgov.be/sites/default/files/2021-11/KCE_222Bs_test_prenatal_non_invasive_Synthese.pdf, pages 20-21. The official figure is: in case of a positive diagnosis of trisomy 21 in the foetus, 95.5% of pregnancies are terminated.
] 


"When I was a child, I used to see people with Down syndrome regularly. They were in my village, at school. Today, there are none at my daughters' school. They've disappeared. You don't see them in the streets any more. If you look at the figures - which are the same in Switzerland and Belgium - you can see that NIP tests have been liberalised. There's clearly a kind of pressure from society not to have these children, even if, of course, it's never explicit".

Milo Rau concludes: "I'm simply presenting a reality: with the NIP test, we are in the process of making Down syndrome disappear."

Down syndrome is presented in the Belgian society in such a negative way that everything is put in place to prevent the birth of babies with Down syndrome. More than that, parents who give birth to a child with Down syndrome are stigmatised, as illustrated by this Tweet from Jacqueline Herremans, a Belgian attorney and president of an NGO, who talks about the “terrible responsibility of parents who decide to give birth to a child with Down syndrome”[footnoteRef:7].  [7:  Tweet by Jacqueline Herremans on 20 January 2016.
] 


The cause is routine prenatal screening coupled with an extremely frightening description of disability. It sends out the message that some lives are not worth living.

Prenatal screening is also seen by some as a way of saving money. As explained by the CEO of a Belgian genetics lab offering NIPT: “Of course it sounds rude to put a price on a human life, but still: the lifelong care for a child with Down costs 1 to 2 million euros. If you can prevent the birth of 50 children every year, the test pays for itself”[footnoteRef:8].  [8:  https://jababy.nl/zwangerschap/gezondheid/bloedtest-belgie-populairder-dan-ooit/ 
] 


Belgium was the first country to implement and fully reimburse NIPS as a first-tier screening test, offering NIPS virtually for free to all pregnant women[footnoteRef:9]. With nationwide implementation of NIPS, traditional combined first trimester screening (cFTS) disappeared from routine pregnancy management, replaced by NIPS.[footnoteRef:10] [9:  Reflections after five years of practice and reimbursement of non-invasive prenatal screening in Belgium, OpenEdition Journals, 2022.
]  [10:  https://www.gimjournal.org/article/S1098-3600(21)05214-X/fulltext
] 

This screening policy, initiated in 1996 and regularly expanded (the latest development took place in 2017 with the inclusion of NIPS in the health system), leads to:
- prevent a group of human beings from being born specifically because of their genome,
- to aggravate the negative perception of this disability,
- and to forge a collective unconscious intolerant of this disability.

Suggested recommendations:
· Put in place communication campaigns to improve the image of people with intellectual disabilities and to warn about prenatal testing, which is often a source of anxiety for many parents according to some studies [footnoteRef:11]. [11:  https://bmcpregnancychildbirth.biomedcentral.com/articles/10.1186/s12884-019-2518-x
] 

· Highlight that people with Down syndrome and families can experience life with Down syndrome in a positive way. The majority of persons with Down syndrome (according to some American research[footnoteRef:12] 99%) report to be content with their lives. Other research[footnoteRef:13] shows that 88% of siblings and parents experience Down syndrome positively in their family. [12:   Brian G. Skotko, Susan P. Levine, and Richard Goldstein, Self-Perceptions From People With Down Syndrome, American Journal of Medical Genetics, 2011.
]  [13:   Brian G. Skotko, Susan P. Levine, and Richard Goldstein, Having a Brother or Sister With Down Syndrome: Perspectives From Siblings, American Journal of Medical Genetics, 2011.] 

· Provide pregnant women with correct and balanced information concerning Down syndrome, far from the dramatic and entirely negative picture that is painted.
· Put in place in Belgium the humanised diagnosis (already exists in Argentina): a personalised and humane support for parents when they receive a diagnosis of Down syndrome (before or after birth), including information that is objective, as well as strongly recommend them to meet with other parents. 

Situations of risk and humanitarian emergencies (article 11)

During the lockdowns linked to the Covid-19 health crisis, people with disabilities living in residential centres (“centres d’hébergement”) were no longer able to see anyone. In certain residential centres, they had to stay in their rooms day and night, and had no access to kinesitherapy, speech therapy or psychology consultations. Human contact was reduced to having a meal tray brought to them by staff who were covered from head to toe and whose faces people could barely see. This physical and social isolation had disastrous consequences for the health of people with disabilities.

Suggested recommendations: 
· Belgium should anticipate other solutions, so that if a new health crisis were to occur one day, people with intellectual disabilities would not be left without human contacts, putting their psychological health at risk. 

Living Independently and Being Included in the Community (article 19)

Despite efforts to promote community inclusion, individuals with Down syndrome in Belgium continue to face significant obstacles to independent living and social participation. 
A lack of housing options and transportation services further restricts the ability of individuals with disabilities to engage fully in community life. Without adequate support structures in place, many are left marginalized and excluded from meaningful social connections and opportunities for personal growth.
Ageing is a challenge. As individuals with Down syndrome live longer, there is a growing need for comprehensive support services to address the evolving healthcare and social needs, including access to geriatric care and age-appropriate housing options.

Belgium offers significant support for people with disabilities, covering expenses such as wheelchairs, medical beds, etc.[footnoteRef:14] However, the reimbursement process is very opaque, complicated, and burdened with excessive paperwork. This complexity can lead to intersectional discrimination, disproportionately affecting families from lower socio-economic backgrounds, ethnic minorities, or those who do not speak the national languages fluently.[footnoteRef:15]  [14:  https://wecapable.com/disability-in-belgium-definition-laws-employment-social-status/
]  [15:  https://www.expatfocus.com/belgium/guide/belgium-disability
] 


The "non-take-up of rights and services" refers to situations where eligible individuals do not receive benefits they are entitled to. A study[footnoteRef:16] by the Observatoire de la Santé et du Social highlighted this issue in the Brussels Region, particularly among those in delicate situations such as people with intellectual disabilities. Several factors contribute to this phenomenon: complex administrative processes, frequent changes in legal and social statuses, increased digitization of services, and the burdensome requirement for individuals to continually prove their eligibility. This situation creates an imbalance in the relationship between citizens and public services, where citizens must prove their eligibility to often overburdened professionals, resulting in many individuals not even trying to apply for the reimbursements or allowance for which they are eligible.[footnoteRef:17]  [16:  https://www.ccc-ggc.brussels/sites/default/files/documents/graphics/rapport-pauvrete/rapport_thema_fr_2016.pdf
]  [17:   https://journals.openedition.org/brussels/5593] 


Belgium's disability benefits system is managed at different governmental levels - federal, regional, and community - which adds to the complexity. 

Suggested recommendations:
· Invest in the development of different kind of housing to offer to people with intellectual disabilities a real choice about where they would like to live. 
· Simplify the administrative process so that people know what they are eligible for, and what they can apply for in terms of reimbursements or allowances.

Education (article 24)

Despite Belgium's commitments under the CRPD, the European Committee of Social Rights has condemned both the Flemish and French Communities of Belgium for failing to ensure the right to inclusive education for persons with intellectual disabilities, including Down syndrome. The Committee's decision highlights the ongoing violations of international human rights standards due to insufficient efforts to integrate persons with intellectual disabilities into mainstream education. The existing policies create disparities in educational opportunities, as seen in the mandatory attendance of specialized education before accessing tailored support in mainstream schools, which can complicate the path and the inclusion of these pupils in regular educational settings.
The European Committee of Social Rights highlights a need for more specific training for teachers, more professionals and a need for a tailor-made pedagogical budget for the pupils concerned[footnoteRef:18]. Reducing the size of classes in ordinary schools would also be a promising step toward a better inclusion of pupils with intellectual disabilities. [18:  https://www.fidh.org/en/international-advocacy/european-union/belgium-condemned-by-european-committee-of-social-rights-for-failure 
] 


The current educational reform in Belgium, specifically the creation of “pôles territoriaux”, may bring change. 

Suggested recommendations:
· [bookmark: _Hlk171498925]Consult representative associations: Ensure the involvement of representative associations of people with intellectual disabilities in the development, implementation, and evaluation of inclusive education laws and policies.
· Enhance teacher training: Strengthen both initial and in-service training for teachers to equip them with the necessary skills and knowledge to support students with intellectual disabilities in inclusive classrooms.
· More trained professionals to support pupils with special needs in mainstream schools. Without this, inclusion would be difficult for teachers to sustain.

Health (article 25)

In Belgium, reimbursement for speech therapy (“logopédie”) is contingent upon passing a certain IQ test threshold[footnoteRef:19]. This requirement has been criticized as discriminatory based on disability. Parents of children with intellectual disabilities have protested against this policy, arguing that it unfairly excludes those who do not meet the IQ criteria, thereby denying them access to necessary therapeutic services.[footnoteRef:20] [19:  https://www.lesoir.be/575797/article/2024-03-20/logopedie-les-tests-de-qi-pour-obtenir-un-remboursement-sont-suspendus-jusquen  
]  [20:  https://ground.news/article/parents-have-filed-a-lawsuit-because-their-child-with-down-syndrome-is-excluded-from-the-reimbursement-of-speech-therapy
] 


On the other hand, the government “considers that other solutions exist. The “Centres de réadaptation ambulatoire pluridisciplinaires (CRA)” would be better able to meet the needs of these children. However, for many families, this is not a solution. These centres are only present in certain areas of the country and the waiting lists, which can sometimes be as long as two years, do not make it easy to provide support.”[footnoteRef:21] [21:  https://www.lesoir.be/575797/article/2024-03-20/logopedie-les-tests-de-qi-pour-obtenir-un-remboursement-sont-suspendus-jusquen 
] 


The IQ criteria has been suspended for 1 year, until 30 June 2025. But it will be reintroduced on 1 July 2025: an IQ above 70 will be required to qualify for reimbursement for speech therapy. 

People with an IQ below 70 will have to undergo an additional assessment at the CRA, which may authorise some of them to be reimbursed[footnoteRef:22]. All of this makes it terribly difficult for families to navigate an already difficult and complex path.  [22:  https://www.7sur7.be/belgique/le-qi-des-enfants-ne-sera-plus-un-facteur-dexclusion-de-la-logopedie~a8dc4c39/?referrer=https%3A%2F%2Fwww.google.com%2F ] 


The IQ criteria is an unjust discrimination. It seems incredible that - in 2024 - there is still this debate going on... This situation highlights ongoing concerns about the fairness and inclusiveness of healthcare policies for individuals with intellectual disabilities in Belgium. 


Conclusion

The Jérôme Lejeune Foundation urges Belgium to address these significant issues and adopt comprehensive, inclusive approaches that respect and uphold the rights and dignity of individuals with Down syndrome. By implementing these recommendations, Belgium can move closer to fulfilling its commitments under the CRPD and ensuring a just and inclusive society for all.
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