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[bookmark: _heading=h.30j0zll]Special Consultative Status with the Economic and Social Council since 2020

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 Lejeune Foundation has delegations in Spain, Argentina, and in the United States of America, all being 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.
The Jerome Lejeune Foundation is a global expert and leader advocate for the rights of persons with genetic intellectual disabilities. 
[bookmark: _heading=h.azbzja8pwx47]Despite Finland’s international reputation as a human rights leader, this submission reveals that persons with intellectual disabilities—particularly those with Down syndrome—continue to face systemic discrimination and marginalisation across key areas of life. From discriminatory practices that devalue their value of life, to forced sterilisation, barriers in healthcare, and widespread exclusion from employment, the Finnish system often fails to uphold its obligations under the CRPD. This report outlines specific violations of Articles 5, 6, 25, and 27 and provides actionable recommendations to promote dignity, inclusion, and equal rights for all persons with disabilities.

Article 5 – Equality and Non-Discrimination
While Finland is often praised for its commitment to human rights, serious concerns remain about how unborn children with Down syndrome are treated. State-funded prenatal screening, combined with a lack of neutral counselling and persistent stigma, creates systemic pressure that undermines the rights and dignity of persons with disabilities—even before birth.
According to the Finnish National Institute for Health and Welfare, approximately 70% of Finnish couples now are encouraged to opt for a termination of pregnancy if their unborn child is diagnosed with Down syndrome compared to 50% a decade ago[footnoteRef:2]. [2:  Yle News, Down syndrome terminations rise in Finland, 2018. https://yle.fi/a/3-10479878 ] 

These practices contribute to a societal perception that persons with Down syndrome have lives of lesser value, reinforcing stigma and discrimination. Professor Jérôme Lejeune – who co-discovered the genetic origin of Down syndrome – used to say that the Down syndrome community is victim of chromosomal racism: from pregnancy, everything is done by the State to encourage discrimination because of the extra chromosome. This is a modern form of discrimination, using technologies (echography, Non Invasive Prenatal Test and invasive prenatal test such as amniocentesis), paid by the social health insurance system. 
Parents who choose to carry a pregnancy to term after a Down syndrome diagnosis often experience judgment or lack of support from healthcare providers. 
According to the study People living with Down syndrome in Europe: Births and Population[footnoteRef:3], “in the few decades since prenatal screening was introduced, more pregnancies with Down syndrome have been diagnosed prenatally and terminated. (…) The percentage of live births of babies with Down syndrome reduced as a result of screening and terminations has steadily risen in Europe over the past 40 years to over 50% today. Put another way, this means that in recent years there were 50% fewer babies with Down syndrome than could have been born in Europe, absent elective terminations.” This is the average for Europe but in Scandinavian countries like Finland where prenatal diagnosis is widely spread and taken in charge by the State, the number of eliminations of babies with Down syndrome is much higher.  [3:  G. de Graaf, F. Buckley and B. Skotko, People living with Down syndrome in Europe: Births and Population, 2022. https://downsyndroom.nl/wp-content/uploads/2022/09/down-syndrome-population-europe-factsheet.pdf ] 

Parents feel strongly encouraged by the healthcare system to have a termination of pregnancy in case of Down syndrome.
These practices reveal a deeply rooted form of systemic discrimination against persons with Down syndrome, institutionalized through State-funded healthcare and culturally reinforced through medical and societal pressure. The widespread and normalized encouragement of termination sends a clear message: that persons with Down syndrome are unwelcome in society. This is not only contrary to the spirit and letter of the CRPD, particularly Articles 5 on non-discrimination but also erodes the foundational principle of human dignity for all.
Recommendations for Finland:
The Committee should urge Finland to:
· Review and reform prenatal screening protocols to ensure they are ethically implemented and do not promote or imply the desirability of terminating pregnancies based on a diagnosis of Down syndrome;
· Implement a humanised diagnosis model, ensuring that couples receive balanced, comprehensive, and empathetic support when faced with a prenatal diagnosis. This must include access to testimonies and information from parents who are raising children with Down syndrome—not solely from medical professionals whose perspective may be limited or biased;
· Guarantee non-directive, value-neutral counselling that respects the autonomy of expectant parents and affirms the inherent worth of every child, regardless of disability;
· Provide mandatory training for healthcare professionals on disability rights, respectful communication, and the ethical obligations involved in prenatal counselling;
· Launch national awareness campaigns that challenge stereotypes and affirm the equal dignity of persons with Down syndrome and other disabilities;
· Ensure that all health policies and practices uphold Finland’s obligations under Articles 5 (Equality and Non-Discrimination), 8 (Awareness-Raising), and 23 (Respect for the Family) of the CRPD, and actively avoid reinforcing eugenic attitudes.

Article 6 – Women with Disabilities
Women with disabilities in Finland, especially intellectual disabilities, face a higher risk of violence, including sexual abuse and coercion. 
A 2022 Finnish report noted that “partner violence against people with disabilities is more common than among the rest of the population, and violence is directed at people with disabilities and people with disabilities of different ages. There are differences between the sexes in the prevalence of experiences of different forms of violence. The violence experienced by people with disabilities can begin in childhood and is more common among them than in the general population until adulthood. Domestic violence can cause psychological consequences for the person who experiences it. The success of seeking help for domestic violence can depend on the disability, the people around them and the circumstances. There are major challenges associated with seeking help, which should be paid attention to and measures taken to improve it”[footnoteRef:4]. In Finland, the risk for a woman with disabilities to experience violence is estimated to be 2-4 times higher than for women without disabilities[footnoteRef:5]. [4:  Luoma et al., Prevalence of intimate partner violence experienced by people with disabilities and availability of services: A quantitative and qualitative review, 2022. https://julkaisut.valtioneuvosto.fi/handle/10024/163918 ]  [5:  Rikosuhripäivystys, Violence against people with disabilities. https://www.riku.fi/en/as-a-victim-of-crime/violence-against-people-with-disabilities/ ] 

During many years, under section 2 of the Act on Sterilisation (283/1970), forced sterilisation was allowed concerning people with intellectual disabilities “unable to understand the meaning of sterilisation”. In such cases, the request for sterilisation was asked by the legal representative. Consent of the person concerned was not sought[footnoteRef:6]. Hopefully, the Finnish law changed in 2023.  [6:  EDF, Finland's legislation on forced sterilisation. https://www.edf-feph.org/finland-forced-sterilisation/#:~:text=Under%20section%202%20of%20the,petition%20by%20their%20legal%20representative ] 

[bookmark: _heading=h.4adipuv9zuv1]Recommendations for Finland:
· Develop disability-sensitive measures to protect women with disabilities from violence, including accessible reporting mechanisms and inclusive shelter facilities.

· Ensure that all national action plans on violence against women include disability-specific measures, particularly for women with intellectual disabilities.

Article 25 – Health
[bookmark: _heading=h.f5s41dk6t81o][bookmark: _heading=h.ingej555i63o]A 2025 study about accesses to primary healthcare in Finland[footnoteRef:7] found that there are clear gaps in access to healthcare in rural areas in Finland: “approximately 13% of the Finnish population resided in medical deserts, defined as a standard score of -0.5 or lower”. Medical deserts are “primarily in the rural areas of northern and eastern Finland”. People in remote regions face reduced access to primary health care and longer wait times, undermining preventive and continuous care. These disparities disproportionately affect persons with intellectual disabilities living in rural areas. The study explains that “medical desert refers to an area with both poor accessibility and poor availability of care.” [7:  Väisänen et al., Medical deserts in Finland: measuring the accessibility and availability of primary health care services, 2025. https://bmchealthservres.biomedcentral.com/articles/10.1186/s12913-025-12409-1] 

In 2011[footnoteRef:8], researches and healthcare professionals “looked at medical problems in a population of people with Down syndrome and compared health surveillance to recommendations in national guidelines”. They also “looked at case records from the specialist services in primary healthcare and disability services”. “They concluded that health surveillance was insufficient, despite the fact that guidelines were available and they call for a new joint effort by healthcare staff and disability service providers to ensure that the healthcare needs of people with Down syndrome are met.” [8:  Määttä et al., Healthcare and guidelines: A population-based survey of recorded medical problems and health surveillance for people with Down syndrome, Journal of intellectual and Developmental Disability, 2011. https://www.tandfonline.com/doi/abs/10.1080/13668250.2011.570253 ; https://www.nationalelfservice.net/learning-disabilities/down-syndrome/health-surveillance-insufficient-to-meet-healthcare-needs-of-people-with-down-syndrome-in-finland-study/ 
] 

These findings reveal a pressing need for systemic improvements in healthcare access and delivery, particularly in rural areas. The compounded effect of geographic isolation and insufficient health surveillance places persons with intellectual disabilities—especially those with Down syndrome—at heightened risk of unmet medical needs. Bridging these healthcare gaps will require a coordinated and proactive commitment from both primary care providers and disability services to uphold the right to equal health for all, as enshrined in Article 25 of the CRPD.
Recommendations for Finland:
· Develop and implement national guidelines for the regular health monitoring of persons with Down syndrome, with easy-to-use tools for general practitioners.

· Increase specialist training for healthcare workers in intellectual disability care and communication.

· Ensure equal access to healthcare services regardless of region, especially in under-resourced and rural areas.

Article 27 – Work and Employment
[bookmark: _heading=h.rtrcbzab1yj1]Finland’s employment rate for persons with intellectual disabilities is extremely low. Numbers prove that “thousands of trained workers with intellectual disabilities struggle to find work. There are 30,000 working-age people with intellectual disabilities in Finland, but fewer than 1,200 of them have jobs.”[footnoteRef:9] [9:  Yle News, Thousands of trained workers with intellectual disabilities struggle to find work, 2020. https://yle.fi/a/3-11224779 ] 


“The latest estimate released by the Finnish Association on Intellectual and Developmental Disabilities (FAIDD) revealed that trained students from special needs institutions struggle to find work once they graduate. (…) Prejudices against those with developmental abilities and an overly cautious attitude from disability management services as well as family members can end up being detrimental to their employability, FAIDD employment expert Simo Klem said. (…) He added that the attitudes people have towards those with special needs play a major role. The attitude of a municipality can also play a decisive role in their future”. As raised by S. Klem, "If the person guiding individuals with special needs does not believe in their potential and employability, then they most likely won’t end up in a workplace either".[footnoteRef:10] [10:  Yle News, Thousands of trained workers with intellectual disabilities struggle to find work, 2020. https://yle.fi/a/3-11224779] 

Personalised support and better work opportunities and conditions are needed to ensure real inclusion of persons with intellectual disabilities in society. “A few municipalities in Finland have been waking up to the employment potential of educated young people with special needs.”[footnoteRef:11]
More could be done specially to combat stigma and to encourage real employment opportunities. Persons with disabilities are very capable if given a chance. [11:  Yle News, Thousands of trained workers with intellectual disabilities struggle to find work, 2020. https://yle.fi/a/3-11224779] 

The persistent underemployment of persons with intellectual disabilities in Finland reflects deep-rooted structural and societal barriers, despite clear evidence of their potential. As illustrated by both data and lived experience, stigma and low expectations continue to hinder real progress. Yet, examples like the success of the TV program Peltsi & Osmo[footnoteRef:12] show that when given the opportunity, individuals with Down syndrome can thrive and contribute meaningfully. To turn these isolated successes into systemic change, Finland must invest in inclusive employment policies, challenge prejudices, and provide the tailored support necessary to foster dignity and autonomy for all. [12:  Peltsi & Osmo is a very successful Finnish TV program is which a father and his son venture into the wilderness. https://areena.yle.fi/1-71015507 ] 

[bookmark: _heading=h.ho6y7uipq46p]Recommendations for Finland:
· Expand supported employment programs and job coaching services, particularly during the transition from school to the labor market.

· Introduce incentives and awareness campaigns for employers to hire persons with intellectual disabilities.

· Ensure that employment support services are equally available across all municipalities.

Conclusion
Finland’s gaps in upholding the rights of persons with intellectual disabilities—especially those with Down syndrome—are concerning. These challenges span the life cycle, beginning before birth and persisting through adulthood, from healthcare to employment, and societal acceptance. Addressing these injustices requires more than policy adjustments; it demands a cultural shift toward true inclusion and recognition of the equal value of every life. The Finnish government must act to align its laws, healthcare systems, and societal attitudes with the principles of the CRPD—ensuring that no one is left behind on the basis of disability.
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