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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 Lejeune Foundation has delegations Spain, Argentina, and in the United States of America. 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. 
The Fondation Jérôme Lejeune welcomes the examination of Lithuania by the Committee on the Rights of Persons with Disabilities at its 35th session and respectfully submits the following observations. Lithuania's initial report was examined in 2016 (concluding observations CRPD/C/LTU/CO/1), and the State party subsequently submitted its combined second and third periodic report. This contribution focuses on equality and non-discrimination (article 5) and health (article 25), and identifies several other Convention articles — legal capacity (article 12), liberty and security of the person (article 14), freedom from ill-treatment and abuse (articles 15 and 16), and independent living (article 19) — where the evidence indicates Lithuania continues to fall short of its obligations.
Article 5: Equality and non-discrimination 
Ten years after the Committee's initial review, reasonable accommodation remains inconsistently regulated in Lithuania. It is established in employment law, but the European Disability Forum's 2025 assessment found that in education, healthcare and public services the concept is rarely applied in legislation or practice, and public awareness of the duty to provide it remains low. Lithuania's new Law on the Rights of Persons with Disabilities, in force since 2023, names reasonable accommodation as a guiding principle but has been criticised for lacking the detail needed for consistent implementation. A more positive development came in September 2025, when the Seimas adopted a reform moving disability assessment away from a purely medical model toward one based on individual needs and environmental barriers, together with new independent-living services — a step the Foundation welcomes and encourages the Committee to monitor closely for implementation.
Substantive inequality remains stark in employment. According to Lithuania's own Social Insurance Fund (Sodra) data cited in the Equal Opportunities Ombudsperson's 2024 annual report, only 30.4% of the roughly 150,000 working-age persons with disabilities in Lithuania are in employment, compared with an EU average of 51% for persons with disabilities in 2024. This gap of more than 20 percentage points indicates that formal non-discrimination guarantees are not translating into equal access to work.
The Committee's 2016 concluding observations specifically called on Lithuania to remove discriminatory restrictions on the right to vote for persons under guardianship. Recent academic analysis (2025) confirms that Lithuanian law continues to allow restriction of voting rights for persons placed under guardianship, and identifies unresolved tension between this practice and the Convention's equal-recognition standard. The Committee in 2016 also raised concerns about intersecting and multiple discrimination — including against women with disabilities, whose employment rate is lower still than that of men with disabilities — and about misconceptions and stereotypes regarding persons with disabilities, particularly in the media, which the Foundation understands remain only partially addressed.
1. Reasonable accommodation should be established as an enforceable, cross-sectoral right, not confined to employment.
1. Discriminatory restrictions on political participation tied to guardianship status should be repealed in line with the Committee's 2016 recommendation, not merely debated in academic literature.
Articles 12, 14, 15–16 and 19: legal capacity, liberty, freedom from ill-treatment, and Independent Living 
These articles are best read together in Lithuania's case, because the evidence shows they fail in combination. As of 2023, Lithuania's segregated social care homes for persons with disabilities had a capacity of 5,830 residents with zero available places and 321 people on the waiting list — a tighter bottleneck than five years earlier, when 6,583 places existed with 10 vacancies and 197 people waiting. Independent researchers estimate approximately 6,000 people still live in these segregated institutions. This trend indicates that deinstitutionalisation, formally underway since 2014, is not reducing reliance on institutional care in practice, and may in places be replaced by "transinstitutionalisation" — smaller group or independent-living homes that reproduce institutional patterns of control rather than genuine community inclusion, a risk the January 2025 study explicitly flags.
The same study found that, across virtually all 11 assessed facilities regardless of type, standards concerning legal capacity and personal liberty (article 12/14), freedom from ill-treatment and abuse (articles 15–16), and independent living (article 19) scored consistently at the lowest levels of achievement, with only one facility reaching a higher standard on any of these three themes. Documented practices included routine use of physical restraint and seclusion in psychiatric wards, an absence of reliable recording for so-called chemical restraint through medication adjustment, overnight transfers of unsupervised patients to isolation wards, and derogatory language used by some staff toward residents. Legal representation for people in long-term institutional or psychiatric care was found to be largely absent, and supported decision-making mechanisms — required under article 12 — were rarely used in practice. Discharge from psychiatric hospitals frequently leads not to the community but to further institutional placement, undermining the purpose of deinstitutionalisation itself.
The Committee's 2016 concluding observations already raised guardianship and legal capacity, slow deinstitutionalisation, and violence and abuse in closed institutions as central concerns. The Foundation notes that a study published nine years later, in 2025, explicitly concludes that none of the Committee's 2016 recommendations on article 19 have yet been effectively addressed, and that the underlying problems remain as relevant in 2025 as they were in 2016.
Article 25: Health
The right to the highest attainable standard of health, without discrimination on the basis of disability, is foundational: without it, the exercise of every other Convention right — legal capacity, independent living, family life, education — is compromised. The Foundation considers Lithuania's record on this article to be a priority concern, particularly for persons with intellectual and psychosocial disabilities living in institutional or psychiatric settings.
A peer-reviewed, mixed-methods study published in January 2025 (International Journal for Quality in Health Care), using the WHO QualityRights Toolkit, assessed 11 Lithuanian facilities — psychiatric hospitals, psychiatric units in general hospitals, segregated social care homes, and community-based group living homes — between 2017 and 2022, interviewing 123 residents and 120 staff. It found that while physical healthcare needs were generally monitored and medication was available, access to psychosocial rehabilitation and counselling was limited, individualised recovery plans and advance directives were essentially unused, and patients frequently received medication without being informed of its purpose or side effects in an understandable format. The study also documented that staff in social care homes lacked training on reproductive healthcare beyond providing contraception, with residents on the receiving end of value-laden judgments about their sexuality — a finding the Committee may wish to explore further given its direct relevance to the dignity and bodily autonomy of women and girls with disabilities in institutional care.
The same study found that involuntary psychiatric hospitalisation and treatment without consent remain common, and that admission to social care services is not always based on the free will of the resident, particularly once a person has been declared legally incapable. This is consistent with the Committee's 2016 concluding observations, which strongly urged Lithuania to abolish forced hospitalisation and treatment without consent, and expressed deep concern about human rights violations in closed institutions, including social care homes and psychiatric wards.
Conclusions 
The Jérôme Lejeune Foundation welcomes Lithuania's continued engagement with the Committee on the Rights of Persons with Disabilities and acknowledges the important legislative and policy reforms undertaken in recent years, including the transition towards a needs-based model of disability assessment and the adoption of measures intended to strengthen independent living and the rights of persons with disabilities.
The Foundation also welcomes Lithuania's recognition of the inherent dignity and equal worth of every person, a principle that lies at the heart of both the Constitution of the Republic of Lithuania and the Convention on the Rights of Persons with Disabilities. Respect for human dignity constitutes the foundation of all human rights and must guide every law, policy and practice affecting persons with disabilities.
Nevertheless, the evidence presented in this submission demonstrates that significant gaps remain between Lithuania's legal commitments and the lived reality of many persons with disabilities, particularly persons with intellectual disabilities and persons with Down syndrome. Ten years after the Committee's previous review, institutionalisation continues to expose many individuals to restrictions on their liberty, legal capacity and bodily autonomy; reasonable accommodation remains inconsistently implemented; discrimination persists in employment and political participation; and access to healthcare is too often compromised by substitute decision-making, inadequate information, insufficient community-based services and a lack of respect for free and informed consent.
For persons with Down syndrome and other genetic intellectual disabilities, these shortcomings are particularly concerning. Many require lifelong multidisciplinary healthcare, effective communication, individualised support and continuity of care to enjoy the highest attainable standard of health on an equal basis with others. Ensuring these rights is not solely a matter of healthcare policy; it is a prerequisite for the effective enjoyment of all rights guaranteed by the Convention.
The Jérôme Lejeune Foundation respectfully encourages the Committee to urge Lithuania to build upon its recent reforms by ensuring that every person with a disability is recognised first and foremost as a holder of equal rights, whose inherent dignity, autonomy, health and inclusion are fully protected throughout every stage of life.
Recommendations
The Jérôme Lejeune Foundation respectfully recommends that the Committee encourage Lithuania to:
1. Fully implement the Convention by ensuring that the inherent dignity, equality and autonomy of every person with a disability guide all legislation, policies and practices, in accordance with Articles 1, 3 and 5 of the Convention.
2. Establish reasonable accommodation as an enforceable right across all sectors, including healthcare, education, justice, housing and public services, with effective remedies where accommodation is denied.
3. Complete the transition from substitute decision-making to supported decision-making, abolishing legal frameworks that permit deprivation of legal capacity and ensuring that all medical decisions are based on the free, prior and informed consent of the person concerned.
4. Accelerate genuine deinstitutionalisation, accompanied by adequate investment in community-based services, accessible housing and personalised support, while preventing transinstitutionalisation and ensuring that no person is compelled to live in an institutional setting because of disability.
5. End involuntary treatment and non-consensual psychiatric interventions, ensuring that healthcare and social services fully respect personal autonomy, bodily integrity and the right to liberty, in accordance with the Convention.
6. Guarantee equal access to the highest attainable standard of health by providing accessible information, reasonable accommodation, effective communication and person-centred healthcare for persons with disabilities throughout the life course.
7. Develop national multidisciplinary healthcare pathways for persons with Down syndrome and other intellectual disabilities, ensuring timely preventive care, specialist follow-up, mental health support and coordinated lifelong healthcare based on internationally recognised clinical standards.
8. Provide mandatory training for healthcare professionals, social workers, judges and public authorities on the rights of persons with disabilities, supported decision-making, informed consent, accessible communication and the specific healthcare needs of persons with intellectual disabilities and Down syndrome.
9. Strengthen independent monitoring of psychiatric hospitals, social care institutions and community-based services, ensuring effective safeguards against ill-treatment, inappropriate restraint, overmedication and violations of bodily integrity.
10. Collect, analyse and publish comprehensive disability-disaggregated data, including data concerning persons with intellectual disabilities and persons with Down syndrome, relating to healthcare, institutionalisation, violence, legal capacity, employment and independent living, in accordance with Article 31 of the Convention.
11. Ensure the full and effective participation of organisations representing persons with disabilities, including organisations representing persons with intellectual disabilities and Down syndrome, in the design, implementation and evaluation of all disability-related legislation, policies and services.
The Foundation respectfully invites the Committee to encourage Lithuania to ensure that future disability reforms are firmly grounded in the recognition that every human being possesses inherent dignity and equal worth, and that persons with intellectual disabilities and persons with Down syndrome must enjoy all human rights and fundamental freedoms on an equal basis with others, without discrimination and throughout every stage of life.
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