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European Disability Forum
The European Disability Forum (EDF) is an umbrella organisation of persons with disabilities that defends the interests of over 100 million persons with disabilities in Europe.
We are an independent non-governmental organisation that brings together representative organisations of persons with disabilities from across Europe. We currently have 113 members, including European-wide organisations representing various disability groups, and national councils of persons with disabilities. Taking into account our members’ memberships, we unite over 3,000 organisations.
We are run by persons with disabilities and their families. We are a strong united voice of persons with disabilities in Europe.
[bookmark: _Toc187242314][bookmark: _Toc188456940]Executive summary
The EDF alternative report examines the European Union’s (EU) implementation of the Convention on the Rights of Persons with Disabilities (hereinafter referred to as “CRPD” or “the Convention”) since its first review by the United Nations (UN) Committee on the Rights of Persons with Disabilities (CRPD Committee) in 2015. The report is divided into two main parts: the first part analyses the implementation of the Convention in its policy work and the second part looks at the internal implementation of the Convention by the EU as a public administration. For each article, the report lists the main concerns and provides recommendations.
While progress has been made by the EU since its first evaluation, for example with the adoption of the European Accessibility Act, the Strategy for the Rights of Persons with Disabilities 2021-2030 or the proposal for a European Disability Card, the overall purpose of the CRPD – to promote, protect and ensure the full and equal enjoyment of all human rights and fundamental freedoms by all persons with disabilities – is not yet fully realised.
EDF’s main concerns are as follows:
1. Legal harmonisation with the CRPD: The Commission has not taken steps to ensure legal harmonisation with the CRPD. A comprehensive review of existing legislation and policy has not taken place. In addition, some new laws proposed by the European Commission violate the CRPD, such as the proposed regulation on the cross-border protection of adults.
2. Protection against discrimination: EU anti-discrimination legislation continues to be inconsistent in its scope and creates a hierarchy between the different grounds for discrimination. Persons with disabilities are only protected against discrimination in employment and vocational training. EU laws do not cover multiple and intersectional forms of discrimination and discrimination by association. The EU has not yet adopted a horizontal antidiscrimination legislation, since the 2008 proposal for an Equal Treatment Directive is stalled in the Council.
3. Women with disabilities: EU laws and policies on gender equality and on disability do not fully take into consideration the rights and needs of women and girls with disabilities. They continue to face higher risk and rate of violence than other women, more discrimination than men with disabilities in access to employment, education, and health, and they are exposed to human rights abuses such as forced sterilisation. The EU did not criminalise rape and forced sterilisation in its Directive on combating violence against women and the Commission failed to adopt its planned Recommendation on preventing harmful practices against women.
4. Accessibility: Despite recent progress in EU accessibility legislation,[footnoteRef:1] persons with disabilities still do not have equal access to the built environment, transport, digital technologies, information and communication, and services. The lack of availability of affordable assistive technologies and the lack of information and communication in accessible formats (including sign language) limit the active and full participation of many persons with disabilities in the internal market of the EU. Moreover, it deprives them of one of the basic freedoms under EU Treaties: the freedom of movement. This is exacerbated by the lack of rules on accessible urban mobility such as trams, metros, urban buses, or light rail. Recent legislative proposals in the digital domain regulating digital services and platforms, as well as artificial intelligence, prove that accessibility is not yet considered a core element to be ensured in all digital technologies.[footnoteRef:2] [1:  Web Accessibility Directive, European Electronic Communications Code, Audiovisual Media Services Directive, European Accessibility Act.]  [2:  Also, accessibility in the EU is often understood as the accessibility of physical and virtual environments only, which means that accessibility of information and communication, especially in national sign languages, in the EU is often not addressed. Even though all the EU Member States have now recognised their national sign languages, the EU does not recognise the national sign languages as part of the multilingualism of the EU and does not promote their use.] 

5. [bookmark: _Hlk93067455]Civil protection, humanitarian and climate actions: Persons with disabilities across Europe and globally are still being disproportionately impacted by conflict and by natural events such as the COVID-19 pandemic, flooding and heatwaves. Recent years have seen improvement in international and EU policies in this field, but these frameworks are not yet being implemented. Progress is slowed down by a lack of cohesion and collaboration between bodies responsible for disability inclusion in humanitarian action, civil protection, disaster risk reduction, climate action and refugee policies. In addition, the EU’s climate goals and policies do not focus sufficiently on the social aspects of sustainability and Disaster Risk Reduction. Neither mitigation nor adaptation planning take persons with disabilities sufficiently into account.
6. Freedom of movement: Persons with disabilities still cannot transfer their disability allowances from their Member State of origin when they move to a different Member State temporarily. In practice, this denies persons with disabilities who hold the citizenship of one of the 27 EU Member States of the right they hold under the EU treaties: to live and work freely everywhere in the EU. Even when they move to a different Member State permanently, they often have difficulties in getting their disability status recognised and face additional bureaucratic burdens. This also impacts young people taking part in exchange programmes.
7. Use of EU funds and independent living: Some Member States have used Structural Funds to maintain and promote institutional care, rather than developing community-based alternatives in line with the CRPD and investing in opportunities for independent living. This results in the continuation of human rights violations in institutions within the EU. The EU also fails to collect data on people living in institutions, since EU-level data collection focuses on people living in “households”, which does not include institutional settings. This means that the EU has no clear understanding of how many people live in these kinds of settings, nor a means to measure the progress in the transition away from institutionalisation that EU funds are supposed to facilitate. In addition, considerable funds allocated for EU accession, Ukraine, and global aid also lack safeguards to prevent their use in supporting segregating institutional care.[footnoteRef:3] [3:  For instance, in the Ukraine Facility Instrument, there are concerns that these financial resources may contribute to the perpetuation of harmful institutionalisation practices instead of fostering inclusive, community-based support systems.] 

8. Participation in political and public life: The EU has not aligned the 1976 Electoral Law with the CRPD. There are 13 Member States in which persons with disabilities under total or partial guardianship are denied of their right to vote in the European elections (approximately 400,000 people). In only 10 Member States are all persons with disabilities entitled to stand as candidates to the European Parliament elections. And many accessibility barriers prevent millions of persons with disabilities from participating in the elections.
9. EU in the World: Although the EU is the largest development cooperation donor in the world, it has not yet undertaken all appropriate measures to ensure disability-inclusive international cooperation and humanitarian action policies and programmes. For example, disability inclusion was reported as the principal objective of just 2% of all applicable European Commission Official Development Assistance (also referred to as ‘aid’) projects in 2021. The EU must do more to ensure the meaningful participation of persons with disabilities in all its international cooperation and humanitarian action activities. Despite recommendations made in 2015, highlighting the urgent need for a dedicated Disability Action Plan, akin to the Gender Action Plan, an overarching policy to guide this effort was never adopted.
10. CRPD implementation and monitoring: There is a lack of political leadership and structure to ensure the CRPD is implemented and monitored. The EU has neither created a CRPD unit, nominated focal points in all institutions, agencies and bodies nor established an inter-institutional mechanism for the coordination of the implementation of the Convention between the Commission, the Parliament, and the Council. This results in legislation, still be proposed today, which conflicts with the CRPD. The Council, which is critically important for legislating, has no focal point for the CRPD. The EU had appointed a political leader for Equality to lead on CRPD implementation in 2019-2024 but this leadership role no longer exists in the newly established Commission 2024-2029.
[bookmark: _Toc187242315][bookmark: _Toc188456941]Context
More than a quarter (26.8%) of people aged 16 years and over in the European Union (EU) had a disability (activity limitation) in 2023.[footnoteRef:4] [4:  https://ec.europa.eu/eurostat/statistics-explained/index.php?title=Population_with_disability#Source_data_for_tables_and_graphs] 

The EU is a unique economic and political union between 27 EU countries that together cover much of the European continent. In addition to its internal cohesion, the EU maintains a global presence with over 140 delegations and diplomatic relations worldwide. It is also a leading actor in international development and humanitarian action, providing aid programmes that address poverty, promote sustainable development, and respond to global crises and emergencies.
The EU was the first regional organisation to ratify the UN Convention on the Rights of Persons with Disabilities in 2010. It was reviewed for the first time by the UN Committee on the Rights of Persons with Disabilities in 2015. Since then, the EU was marked by several events:
· Since March 2018, all the EU Member States have ratified the CRPD.
· On 31 January 2020, the United Kingdom left the EU. Prior to that date there were 28 Member States.
· Since 2015, two consecutive Colleges of Commissioners[footnoteRef:5] have already led the work of the European Commission (the executive body of the EU). A new College of Commissioners for the Commission mandate running from 2024 to 2029 started its work on 1 December 2024. It is led by the President of the European Commission, Mrs. Ursula von der Leyen, who also presided the previous College of Commissioners (2019-2024). Under that previous mandate, the CRPD was falling under the portfolio of a Commissioner for Equality. In the current mandate, this portfolio has been downgraded as it is under the leadership of a Commissioner for ‘Equality, Preparedness and Crisis Management’, Ms Hadja Lahbib. There are concerns that equality is being shadowed by these other large policy priorities and that it will not receive the same attention and human resources as it did under the previous mandate. [5:  The College of Commissioners is composed of 27 Commissioners, one from each EU Member State, who are assigned responsibility for specific policy areas, for instance: equality, justice, jobs and social rights, health and food safety, democracy and demography, values and transparency. The policy areas and mission statements of the Commissioners change moderately between each mandate in order to keep up with changing priorities. See current College: https://commission.europa.eu/about-european-commission/towards-new-commission-2024-2029/commissioners-designate-2024-2029_en] 

[bookmark: _Toc187242316][bookmark: _Toc188456942]Methodology
This alternative report was prepared by the Secretariat of the European Disability Forum in close cooperation with, and guidance from its Executive Committee, Board and Members. EDF Youth and Women’s Committees were also closely involved in the process.
This document is an update of the report submitted to the CRPD Committee in January 2022 for the adoption of the list of issues on the EU.
Information was collected through desk research and consultation with EDF national and European members between September 2021 and January 2022, and updated in 2024.
Substantive contributions were received from the following organisations: Alzheimer Europe, Autism Europe, CBM Italia, Cerebral Palsy in the European Union Association (CP-ECA), Disability Rights Agenda, the European Blind Union, the Hungarian Autism Society, the Hungarian National Council of Federations of People with Disabilities, Inclusion Europe and the Swedish Disability Rights Federation.
Part 2 of the report was written in conjunction with the Disability Support Groups of the EU institutions and bodies, as well as using personal testimonials shared by employees and former employees of the institutions, and parents of children registered or formerly registered in the European Schools, as well as pupils with disabilities who graduated from the European Schools.
[bookmark: _Toc187242317][bookmark: _Toc188456943]Abbreviations and acronyms
	CRPD
	Convention on the Rights of Persons with Disabilities

	DG
	Directorate-General (of the European Commission)

	OPD
	Organisation of Persons with Disabilities

	EU
	European Union

	FRA
	Fundamental Rights Agency

	UN
	United Nations



[bookmark: _Toc187242318][bookmark: _Toc188456944]Glossary
Council of the European Union (also: Council): the institution representing the governments of EU Member States and where national ministers from each EU country meet to adopt laws in agreement with the European Parliament, and to coordinate policies.
Council of Europe: an international organisation founded in 1949 with the aim to uphold human rights, democracy, and the rule of law in Europe. It has 46 member states which have ratified the European Convention of Human Rights and are therefore overseen by the European Court of Human Rights, an entity independent of the European Union.
Court of Justice of the European Union: the highest judicial authority of the European Union, responsible for interpreting EU law to ensure it is applied consistently across member states. It resolves conflicts between the institutions of the EU, member states, businesses, and persons, ensuring the foundations of the EU legal framework.
(EU) Directive: legislative act that sets out goals that all EU countries must achieve. A directive must be transposed at national level. It means that it is up to the individual countries to decide, based on their own laws, how to reach these goals (e.g. it can be by amending existing national laws or introducing new ones).
European Commission (also: Commission): the EU’s politically independent executive arm. Its core responsibilities include proposing EU laws and policies and monitoring their implementation.
European Council: the body that brings together EU leaders to set the EU's political agenda. It represents the highest level of political cooperation between EU countries. It is composed of the heads of state or government of all EU countries, the European Council President, and the European Commission President.
European Parliament (also: Parliament): the elected parliamentary institution of the European Union which has the role to adopt EU legislation in agreement with the Council of the European Union.
European Semester: the framework for integrated surveillance and coordination of economic and employment policies across the European Union. Since its introduction in 2011, it has become a well-established forum for discussing EU countries’ fiscal, economic and employment policy challenges under a common annual timeline.
Member State (of the European Union): the EU consists of 27 countries, also called Member States. Each Member State is party to the founding treaties of the Union, and thereby subject to the privileges and obligations of membership. Unlike members of most international organisations, the Member States of the EU are subjected to binding laws.
(Legal) Provision: it is a clause or an article in a legal instrument, a law, etc., providing for a particular matter.
(EU) Regulation: legislative act that must be applied in its entirety across all EU countries (binding legislative act). Once adopted, the regulation automatically becomes national law (unlike an EU Directive).
Resolution: text adopted by the European Parliament in its plenary session and through which the Parliament expresses its position on a given area.
Structural and Investment Funds: EU funding that aim to support economic, social, and territorial cohesion and deliver the overarching EU policy objectives. Three main funds directly impact the living conditions of persons with disabilities: the European Regional Development Fund (ERDF), the European Social Fund (ESF), and the Cohesion Fund (CF).
Transposition: process by which the EU Member States give force to a directive by passing appropriate implementation measures. Transposition is done by either primary or secondary legislation. (See also: (EU) Directive.)
[bookmark: _Toc187242319][bookmark: _Toc188456945]
Part 1: Review of general provisions of the UN Convention on the Rights of Persons with Disabilities
[bookmark: _Toc187242320][bookmark: _Toc188456946]Articles 1 to 4: General principles and obligations
Ratification of the Optional Protocol
The EU has not ratified the Optional Protocol of the CRPD. Within its membership, 22 Member States have ratified the protocol.[footnoteRef:6] The Commission has not informed of any concrete plan to examine the EU’s ratification in its reply to the List of Issues Prior to Reporting (LOIPR). [6:  Bulgaria, Ireland, the Netherlands, Poland, and Romania have not ratified the Optional Protocol.] 

We call for:
· Swift ratification of the Optional Protocol by the EU.
Legal harmonisation with the CRPD
The review of legislation and policy, and the update of the declaration of competences[footnoteRef:7] and its list of instruments[footnoteRef:8], as recommended by the CRPD Committee, have not been undertaken. The EU has not yet proposed a plan or strategy on how to ensure a comprehensive legal harmonisation with the CRPD. [7:  The EU Strategy for the rights of persons with disabilities 2021-2030 indicates that the “Commission will initiate work with the Council to update the EU declaration concerning the competence of the EU with regards to matters governed by the UNCRPD as recommended by the UNCRPD Committee in 2015.” However, no specific timeframe is given to complete this work.]  [8:  The list of instruments is an appendix to the Council decision of 26 November 2009 concerning the conclusion, by the European Community, of the United Nations Convention on the Rights of Persons with Disabilities (2010/48/EC). It refers to Regulations and Directives relevant to persons with disabilities.] 

The impact assessment guidelines[footnoteRef:9] of the Commission pre-dated the CRPD and do not adequately assess if policies are CRPD compliant. In November 2021, the Commission published the Better Regulations Guidelines and Toolbox that make reference to persons with disabilities and accessibility. [9:  Impact assessments examine whether there is a need for EU action and analyse the possible impacts of available solutions. These are carried out during the preparation phase, before the Commission finalises a proposal for a new law. They provide evidence to inform and support the decision-making process.] 

While the guidelines are helpful in furthering the rights of persons with disabilities, they do not prevent the Commission from adopting legislative proposals that do not comply with the CRPD and do not mainstream disability rights. For instance, the proposal for a Regulation on the cross-border protection of adults introduced measures that are not aligned with the CRPD. Similarly, the proposed flagship initiative on artificial intelligence, the AI Act, did not include disability considerations, leading to disability organisations having to spend significant advocacy resources.
Despite the nomination of disability coordinators responsible for mainstreaming disability within the departments of the Commission, along with the European External Action Service (EEAS), and the various EU delegations around the world, mainstreaming of the CRPD remains limited. In addition, there is no effective disability mainstreaming mechanism within the Council of the EU. In its reply to the LOIPR, the European Commission points to the role of the Human Rights Working Party (COHOM) within the Council. However, this Working Party does not have a mainstreaming mandate, and it does not consult with representative organisations of persons with disabilities.
[bookmark: _Hlk184050216][bookmark: _Hlk184050254]Finally, in its reply to the List of Issues, the European Commission says that “EU secondary law must, as far as possible, be interpreted in a manner that is consistent with the CRPD”. However, there seems to be no guarantee that it is the case. It is also important to note that the Court of Justice of the EU has held that the provisions of the CRPD could not have direct effect because they are not sufficiently precise and unconditional so as to confer rights on individuals.[footnoteRef:10] [10:  Case C-363/12 Z. v A Government department and The Board of management of a community school.] 

We call for:
· A comprehensive review of EU legislation and policies affecting the lives of persons with disabilities.
· Dedicated CRPD and mainstreaming trainings for EU staff, including staff in the European Parliament, the Council of the EU, the European Commission, the Court of Justice of the EU, EU offices, and EU delegations abroad. Training must be mandatory for the disability coordinators in the Commission and the members of the Equality Task Force.
· Establishment of a mainstreaming mechanism within the Council of the EU.
Strategies for the implementation of the CRPD
The previous 10-year European Disability Strategy ended in 2020. In March 2021, the European Commission adopted a new Strategy for the Rights of Persons with Disabilities 2021-2030 (“Disability Rights Strategy”), following consultations with organisations of persons with disabilities.
The Strategy is based on the CRPD and recalls the recommendations received by the EU from the CRPD Committee in 2015. However, while some actions are very concrete, with a clear timeframe, other objectives are more aspirational and must be further elaborated in the form of an action plan, giving dates for all actions to implement the Strategy in full. For example, the European Commission is planning to work with Member States to expand the scope of the mutual recognition of disability status in areas such as labour mobility and benefits related to conditions of service provision. The suggestion of the text was that this would be addressed through the flagship initiative on the EU Disability Card. However, the final agreement on the card did not achieve this goal. Despite an agreement by the co-legislators to continue working to address this issue, no clarity has been given on when or how this will be done.
[bookmark: _Hlk184051151]There is also a concern raised by some organisations that the Strategy, and the EU in general,[footnoteRef:11] pays little to no attention to some types of disabilities such as autism,[footnoteRef:12] cerebral palsy and dementia. [11:  For example, the FRA carries out research and reports on disability more broadly; however, it focuses more on other disabilities than on cognitive disabilities, e.g. dementia.]  [12:  The European Parliament, however, adopted the Resolution on "Harmonising the rights of autistic persons" which reflects on the high level of discrimination faced by autistic people.] 

While the Strategy runs until 2030, the concrete actions and activities end in 2024. At the time of the report, the Commission has not yet confirmed whether a new set of actions will be proposed for the 2025-2030 period.
We call for:
· Adoption of time-bound legislative and policy actions in the Strategy on the rights of persons with disabilities running for 2025 to 2030, covering all types of disability, and developed in close collaboration with representative organisations of persons with disabilities. New actions should be adopted following a consultation process with representative organisations of persons with disabilities working at EU and national level. They should be based on the recommendations to be adopted by the CRPD Committee, and be monitored through a similar process as for the first phase of the strategy (monitoring framework).
Active involvement and participation of representative organisations of persons with disabilities
There are no legal provisions establishing inclusive and accessible procedures and mechanisms for the involvement of persons with disabilities and their representative organisations across all disability constituencies in the development and implementation of EU legislation and policies to meet the requirements of the Convention. Consultation continues to be ad hoc across all EU institutions.
The European Commission did create an expert group called “Disability Platform” to monitor and be consulted about actions of the Disability Rights Strategy, but the consultation is reduced to a few actions. This group is formed by the European Commission, national CRPD focal points and European civil society organisations. National organisations of persons with disabilities are not included in the Platform.
Organisations of persons with disabilities are not consulted and involved in the work of the Council of the EU (representing the EU Member States). This creates huge problems in the legislative process. Although, the Commission and the Parliament are often willing to include legal provisions of the CRPD in legislation, the Council often blocks them. (As examples, the proposed Horizontal Non-Discrimination Directive, or the revision of the Rail Passengers’ Rights Regulation can be mentioned). Since organisations of persons with disabilities do not have sufficient access to information about Council proceedings, decisions are taken de facto behind closed doors, against the rights of persons with disabilities. The disability movement has been advocating for access to timely information on the work of the Council (such as Council Working Group meetings, including agendas, preparatory documents, minutes and recording of meetings in accessible formats) or access to consultations by the Council (for example through EU Member States) on any file that directly concerns persons with disabilities such as transport, ICT, social policy, human rights, etc.
More information about the inaccessibility of consultations is available under Article 9: Accessibility. It is also important to note that the EU should provide more accommodating and suitable timeframes, especially when seeking to involve disability organisations, to allow for more meaningful involvement. Some consultations are organised with very short timeframes and/or in holiday periods during which not all stakeholders have the capacity to participate meaningfully, including by involving their constituency.
The lack of accessible information regarding the functioning of consultation mechanisms also hinders the participation of representative organisations of people with disabilities. For example, processes and work documents generally do not use an easy to read and understand language which prevent many self-advocate organisations from directly participating in consultations.
We call for:
· [bookmark: See_article_5]Enhancing the consultation with and involvement of representative organisations of persons with disabilities, through more transparent and accessible consultation processes.
[bookmark: _Hlk184052454]Monitoring and enforcement of EU legislation
Existing EU legislation affecting the rights of persons with disabilities, such as the Employment Equality Directive, the EU package of Passenger Rights and the Victims’ Rights Directive, lack effective implementation and enforcement at Member States level.
Whereas it is for the countries themselves to transpose and apply EU law, the Commission has the duty to monitor effective and timely implementation and to take actions against Member States that fail their obligations.
Although the Commission may take actions[footnoteRef:13] when Member States do not effectively implement EU legislation, the lack of transparency about the cause of the infringement prevents organisations of persons with disabilities to follow this procedure. For example, it is known that the Commission took actions against Member States which did not transpose the European Accessibility Act,[footnoteRef:14] but the cause was not explained (e.g. what specific articles were transposed incorrectly, and which ones were not transposed at all). [13:  Staring with a prelitigation mechanism called ‘infringement procedure’ which can lead to judicial action at the Court of Justice of the EU.]  [14:  https://ec.europa.eu/commission/presscorner/detail/en/inf_22_4559] 

Another barrier to implementation is the softness of some enforcement mechanisms under EU law. Some EU laws provide for stronger enforcement mechanisms than others, allowing for citizens to more easily report breaches and claim their rights when the law is not respected,[footnoteRef:15] while others do not provide such strong mechanisms. For example, under the Public Procurement Directive all public authorities should take into account accessibility and design for all in the technical specification of public contracts[footnoteRef:16] but there is no enforcement mechanism for citizens to complain if the publicly procured product, service or infrastructure is not accessible. The only way to enforce this obligation would be to take the public authority to Court. [15:  For example, the European Accessibility Act’s Article 29 on enforcement.]  [16:  See Article 42 of the Directive.] 

Finally, the diversity of enforcement regimes creates additional barriers. For example, the National Enforcement Bodies for passenger rights vary widely throughout the EU as for their power (binding/non-binding decisions), the level of fines (some of which are not dissuasive) and their resources (staff and budget).
[bookmark: _Toc187242321][bookmark: _Toc188456947]Article 5: Equality and non-discrimination
Persons with disabilities living in the EU continue to face discrimination, including denial of reasonable accommodation, harassment[footnoteRef:17] and multiple and intersectional forms of discrimination in all areas of their lives. Despite this situation, the EU has failed to adopt strong and effective actions to protect persons with disabilities against discrimination in all areas of life. [17:  According to data published by the Fundamental Rights Agency of the European Union (FRA), 50% of persons with disabilities have reported being harassed over a 5-year period, compared with 37% of persons without disabilities. See FRA (2021). Fundamental Rights Survey: Crime, Safety and Victims’ Rights. p22. https://fra.europa.eu/sites/default/files/fra_uploads/fra-2021-crime-safety-victims-rights_en.pdf] 

Anti-discrimination legislation
Persons with disabilities are only protected under EU law against discrimination in the field of employment and vocational training.[footnoteRef:18] Existing legislation includes an obligation to provide reasonable accommodation for employers, but does not explicitly recognise the denial of reasonable accommodation as a form of discrimination.[footnoteRef:19] In addition, it does not explicitly recognise discrimination by association[footnoteRef:20] and does neither recognise nor address multiple and intersectional forms of discrimination. Consequently, some groups of persons with disabilities face a higher degree of discrimination with no or limited access to legal remedy. This affects for instance women with disabilities, young and older persons with disabilities, migrants and refugees with disabilities, persons with disabilities from ethnic minorities, including Roma with disabilities, and LGBTIQ+ persons with disabilities. [18:  Council Directive 2000/78/EC of 27 November 2000 establishing a general framework for equal treatment in employment and occupation]  [19:  See Article 2 “Concept of discrimination” of Council Directive 2000/78/EC.]  [20:  However, the Court of Justice held in Case-303/06 Coleman v Attridge Law that the directive applies to direct discrimination or harassment by association; even though it did not explicitly recognise indirect discrimination by association. In addition, the judgment in Coleman v Attridge Law did not recognise the right to reasonable accommodation based on an association with a person with a disability.] 

Contrary to disability-based discrimination, discrimination on the grounds of sex and race is prohibited in employment and in other areas of life, such as social protection including social security and healthcare, social advantage, education, and access to and supply of goods and services. Therefore, EU anti-discrimination legislation remains inconsistent in its scope and creates a hierarchy between the different grounds for discrimination.
For more than 15 years the EU has been discussing a proposed horizontal equal treatment directive, covering discrimination on the grounds of disability, age, religion or belief, and sexual orientation in the areas of social protection, healthcare, (re)habitation, education and the provision of goods and service.[footnoteRef:21] Resistance remains from the Member States in the Council of the EU to adopt this piece of legislation. [21:  Proposal for a Council Directive on implementing the principle of equal treatment between persons irrespective of religion or belief, disability, age or sexual orientation. See: Interinstitutional File: 2008/0140(COD)] 

In addition, there is currently no EU protection against disability-based hate speech and hate crime in the EU.[footnoteRef:22] At national level, only 14 EU countries criminalise disability hate speech and 13 countries criminalise disability hate crime. In 2021, the Commission adopted the Communication on 'A more inclusive and protective Europe: extending the list of EU crimes to hate speech and hate crime' which aims to trigger a Council Decision extending to hate crime and hate speech the current list of so-called ‘EU crimes’ under Article 83 of the Treaty on the Functioning of the EU (TFEU).[footnoteRef:23] The text makes several references to persons with disabilities and the CRPD. However, at the time this report was written, no progress was made in the Council. [22:  More information about hate speech and hate crime and EDF’s recommendations]  [23:  More information on extending EU crimes: https://commission.europa.eu/strategy-and-policy/policies/justice-and-fundamental-rights/combatting-discrimination/racism-and-xenophobia/extending-eu-crimes-hate-speech-and-hate-crime_en] 

In 2024, the EU adopted two directives on standards for equality bodies. It is a positive development to ensure that information and reporting mechanisms provided by these bodies are accessible to persons with disabilities. However, the standards do not create additional protection when it comes to the gaps described above. Member States can continue to have different degrees of protection (or lack of protection) against disability-based discrimination in various areas of life.
Equality policy
In 2020 and 2021, the European Commission adopted a series of policy initiatives and strategies that could contribute to a better inclusion of disadvantaged groups, namely the Gender Equality Strategy 2020-2025, the LGBTIQ Equality Strategy 2020-2025, the EU anti-racism action plan 2020-2025, the Roma strategic framework for equality, inclusion and participation 2020-2030, the Action plan on the integration and inclusion 2021-2027, and the Green paper on Ageing.[footnoteRef:24] An EU Youth Strategy for 2019-2027 with 11 European Youth Goals was adopted in 2018. Disability-based discrimination and persons with disabilities are mentioned in most of these initiatives,[footnoteRef:25] but we have seen only very limited intersectional actions developed in the implementation of the strategies.[footnoteRef:26] It is not clear whether all the strategies ending in 2025 will be renewed by the new Commission, and if so, how inclusive they will be of persons with disabilities. [24:  It is important to note that despite the calls of AGE Europe, the EU has not adopted a specific strategy to protect the rights of older people.]  [25:  The EU Youth Strategy failed to include young persons with disabilities.]  [26:  Some positive examples of intersectional actions in the development of legislation are mentioned in the EU’s reply to the List of Issues (e.g. directive on combating violence against women, pay transparency directive).] 

[bookmark: _Hlk178342436]Risks created by artificial intelligence 
Another important concern relates to the increasing use and impact of artificial intelligence (AI) on disadvantaged or marginalised groups, including persons with disabilities. In the summer of 2024, the European Union adopted the AI Act to regulate artificial intelligence within its Member States.
Throughout the AI Act negotiations, civil society organisations, including EDF, have raised concerns about fundamental rights and increasing inequalities. Despite some positive achievements, such as mandatory accessibility for high-risk AI, the Act fails to set a global gold standard on the regulation of AI.[footnoteRef:27] There is the risk that people with disabilities may be discriminated against through the use of AI, but also excluded because of inaccessible or biased AI. [27:  EU’s AI Act fails to set gold standard for human rights – European Disability Forum (edf-feph.org)] 

We call for:
· EU-wide prohibition of discrimination based on disability, age and sexual orientation, in all areas of life. It should include the recognition of the denial of reasonable accommodation as a form of discrimination, the recognition of multiple and intersectional forms of discrimination and discrimination by association, as well as of disability hate speech and hate crime.
· The adoption of equality strategies post-2025, addressing intersectionality and intersectional discrimination with concrete actions that will protect the rights of persons with disabilities in all their diversity.
· Specific attention and targeted actions addressing the potential discriminatory impact of artificial intelligence on persons with disabilities, as well as its potential use for better inclusion, including through research and studies on the topic.
[bookmark: See_article_6][bookmark: _Toc187242322][bookmark: _Toc188456948]Article 6: Women with disabilities
Women with disabilities constitute 29.2% of the total population of women in the EU and 60% of the overall EU population of 100 million persons with disabilities.[footnoteRef:28] They continue to face high level of discrimination and barriers, compared with both women without disabilities and men with disabilities.[footnoteRef:29] [28:  Eurostat (October 2024). https://ec.europa.eu/eurostat/databrowser/view/hlth_silc_12__custom_12991226/bookmark/table?lang=en&bookmarkId=74cb5a88-2396-437c-8ae9-ecfe99397c00]  [29:  More information, including data, is available on EDF’s website: https://www.edf-feph.org/women-and-gender-equality/] 

In 2020, the new European Commission adopted a Gender Equality Strategy for 2020-2025, which encompasses some of the concerns of women with disabilities such as violence and harmful practices (e.g. forced sterilisation). However, they remained invisible in the parts of the strategy on work and employment, political participation, and leadership. The 2021-2030 Strategy on the rights of persons with disabilities mainstreams the gender perspective in its different sections, but lacks specific actions and measures on issues such as employment and political participation. This shows that women with disabilities are mostly seen and addressed as objects of care and/or victims, instead of as active actors in society.
[bookmark: _Hlk80173737]The sexual and reproductive rights of girls and women with disabilities are not sufficiently taken into account in EU Member States: they are most often treated for their disability, but have difficulties in accessing care and information, especially on contraception, abortion, and sexual education, which leads to a lack of prevention, in particular the lack of using gynaecological smears and mammography. Women with disabilities also face many barriers during pregnancy and motherhood, including access to adequate services. Women in institutions are poorly included in prevention policies. They are sometimes subjected to forced and non-personalised contraception. They are often dissuaded from becoming mothers. The European Commission has not taken specific actions to ensure the sexual and reproductive health and rights of women and girls with disabilities, including in its gender and health policies. See Article 25.
[bookmark: _Hlk80174458][bookmark: _Hlk80954429]The new Gender Action Plan (GAP III) aims to promote gender equality and women's empowerment across all of the EU’s external actions for 2021-2025. It includes the perspectives of women and girls with disabilities and emphasises intersectionality as a core principle. However, the implementation plans for GAP III at the country level do not systematically adopt an intersectional approach. Country-level consultations with civil society regarding GAP III implementation frequently exclude the voices of women and girls with disabilities, including by not providing accessibility and reasonable accommodations, and by failing to involve OPDs.
We call for:
· The mainstreaming of the perspectives, rights and needs of women and girls with disabilities in the initiatives and actions under the Disability Rights Strategy 2021-2030, as well as in future Gender Equality Strategies and Gender Action Plans to be adopted by the Commission. This should include a European awareness-raising campaign focused on women with disabilities.
[bookmark: _Toc187242323][bookmark: _Toc188456949]Article 7: Children with disabilities
According to the latest statistics, there are around 60 million children below the age of 15 in the EU, at around 15% of the total population.[footnoteRef:30] According to Eurostat, about 4.4% of children aged 15 or under have a disability[footnoteRef:31]; as well as 7.7% of girls and young women and 5.4% of boys and young men (aged 16-24) .[footnoteRef:32] As mentioned in the response to the LOIPR, since 2021 Eurostat collects data on children disaggregated by disability every 3 years, although not disaggregated by type of disability and not including children living in institutions. [30:  Eurostat (2020). https://ec.europa.eu/eurostat/cache/interactive-publications/demography/2023/04/index.html?lang=en]  [31:  Eurostat (2021). https://ec.europa.eu/eurostat/statistics-explained/index.php?oldid=505955]  [32:  Eurostat (2023). https://ec.europa.eu/eurostat/databrowser/view/hlth_silc_07/default/table?lang=en&category=dsb.dsb_p.dsb_pgali] 

Despite the disproportionate risk they face, children with disabilities are given little to no consideration in national or European child rights legislation; and when they are included in legislation, it is not effectively implemented. In many EU countries children with disabilities are institutionalised, segregated in special schools and are victims of violence and abuse, in and outside their family setting (including incest).[footnoteRef:33] [33:  See for example in France: La Dépêche (March 2021). #Incestehandicap : les enfants handicapés victimes d'inceste, un sujet encore tabou qui manque de témoignages.] 

In 2021, the EU adopted its new Strategy on the Rights of the Child. It acknowledges the rights of children with disabilities better than the 2011-14 Agenda.[footnoteRef:34] It is explicitly mentioned that the Strategy is anchored to the CRPD. It mentions the right of children with disabilities to live with their families and in a community, the need for specific responses to their mental and physical health, inclusive education and support for completing education, as well as the importance of accessible ICT and assistive technology. [34:  The 2011-2014 EU Agenda for the Rights of the Child failed to acknowledge the rights of children with disabilities. Except for a reference acknowledging that they are more exposed to violence and more at risk of seeing their rights violated, no actions directly concerning them were included in this now outdated Agenda.] 

In June 2021, as part of this overall Strategy, the EU also adopted its Renewed Child Guarantee for Vulnerable Children (or Child Guarantee), which aims to prevent and combat social exclusion by guaranteeing the access of children in need to a set of key services including early childhood education and care, education (including school-based activities), healthcare, nutrition and housing. The Child Guarantee lacks a strong commitment to end the institutionalisation of children across the EU. It is a missed opportunity and a particularly pressing issue for children with disabilities who are more likely to be institutionalised, and to remain in institutions on a long-term or permanent basis.
The perspectives of participation and inclusion of children are at very early stages and are not systematic in EU policies. “Children in vulnerable situations have fewer opportunities to contribute to decision making and the most marginalised and excluded children [such as children with disabilities] have even fewer opportunities to participate in decision making processes.”[footnoteRef:35] [35:  Joint position paper on a Comprehensive Child Rights Strategy (July 2020). Co-signed by 40 international and European co-signatories.] 

We call for:
· Ensuring that initiatives linked to the rights of children, such as the Child Rights Strategy and the Child Guarantee, commit to ending the institutionalisation of children in the EU and that no EU money goes towards placements in institutions either in or beyond the EU.
· Collection of disaggregated data on children living in institutions across the EU.
[bookmark: _Article_8:_Awareness][bookmark: _Toc187242324][bookmark: _Toc188456950][bookmark: See_under_article_8]Article 8: Awareness raising
The EU efforts on awareness raising on the CRPD and the human rights-based approach to persons with disabilities have improved since the last review but are still limited.
The European Commission’s “Together for Rights” campaign, which included online actions and use of influencers, seems to have stopped in 2023. No records of its impact are publicly available. Organisations of persons with disabilities were involved, albeit in a limited capacity.
The launch of the first European Parliament’s Disability Rights Week in 2023 was promising, but, like other annual events such as the European Day of Persons with Disabilities conference and the Access City Award (rewarding accessible cities), it only reaches a limited number of participants. Knowledge on the CRPD and the EU’s obligations to implement it, is therefore still very limited on the ground.
Furthermore, the European Commission does not provide funding for civil society organisations (either disability-related or not) to create awareness raising campaigns on disability rights.
In general, awareness raising campaigns do not seem to systematically include a disability angle. This is especially true for specific groups of persons with disabilities, including women and girls with disabilities, older persons with disabilities, young persons with disabilities. People with intellectual, cognitive or psychosocial disabilities, and autistic people are often excluded or not represented in awareness-raising campaigns and initiatives. An example was the crisis communication around COVID-19 response[footnoteRef:36] as well as the “I will keep my eyes open” campaign focusing on victims’ rights. [36:  The COVID-19 crisis has left many persons with disabilities excluded and with lack of information, in particular deafblind people and persons living in institution. The reason for that is their hardened access to information without the adequate support (interpreters, personal assistants, and support persons – limited access due to the COVID-19 measures).] 

People with disabilities and disability rights are also not visible in key research programmes and funding advertised by the European Commission. For example, the “EU missions” aimed to tackle big challenges in health, climate and the environment, and to achieve ambitious and inspiring goals in these areas, do not include persons with disabilities.
Finally, the EU continues to use an approach and/or language that is not compliant with the CRPD. For instance, the legislative summary “Judicial co-operation in criminal matters: mutual recognition of final decisions in criminal matters” uses the term “mentally disabled.”[footnoteRef:37] The Statistical Classification of Economic Activities in the European Community of the Eurostat Reference and Management of Nomenclatures revised in 2022 has categories for “older persons or persons with physical disabilities,” “older persons or persons with disabilities” and “persons living with or having a diagnosis of a mental illness or substance abuse”. In consumer affairs, persons with disabilities are often called “vulnerable groups” while in the context of EU transport policy the term most commonly used is “persons with reduced mobility”. The latter also includes other disabilities in its definition but can be confusing at first sight and is, in fact, much broader. [37:  Commission communication to the Council and the European Parliament: Mutual recognition of final decisions in criminal matters [COM(2000) 495 final - not published in the Official Journal]; Summary] 

The European Commission also uses a medical approach in the way it refers to and addresses some types of disabilities. For example, in the 2024 political guidelines of Commissioner President von der Leyen (which does not mention "disability") as well as in the Mission Letter to Commissioner-designate Várhelyi in charge of health and animal welfare, autism is grouped among health conditions, diseases and illnesses.
We call for:
· Partnership with national and local authorities, as well as stakeholders such as media and social media organisations to create a comprehensive, pan-European awareness raising campaign, with a focus on explaining and promoting the human-rights model of disability and shifting away from the medical paradigm. It should be ensured that reporting on the impact of this campaign is available to the public.
· Establishing a specific funding line for organisations of persons with disabilities and other organisations to promote awareness raising of disability rights.
[bookmark: _Article_9:_Accessibility][bookmark: Part_1_Article_9][bookmark: _Toc187242325][bookmark: _Toc188456951]Article 9: Accessibility
The European Accessibility Act (Directive (EU) 2019/882)[footnoteRef:38] was adopted on 17 April 2019. It had to be transposed by Member States by 28 June 2022[footnoteRef:39] and will have to be applied from 28 June 2025 in most parts. The Act sets new EU-wide minimum accessibility requirements for a limited range of products and services. [38:  Directive (EU) 2019/882 of the European Parliament and of the Council of 17 April 2019 on the accessibility requirements for products and services (Text with EEA relevance)]  [39:  Most Member States missed the 2022 transposition deadline. Currently, there are open infringement proceedings against 10 Member States.] 

The Act is a significant step in the journey of making the EU fully accessible for persons with disabilities, however, it falls short of being the horizontal act announced, as it essentially concerns the digital world. It fails to address accessibility of transport vehicles and infrastructure, especially in urban transport.[footnoteRef:40] The built environment was included only as a voluntary clause for Member States, and other essential products and services such as household appliances are not covered at all.[footnoteRef:41] This means that persons with disabilities still face significant barriers to accessing the built environment, products and services on daily basis. The Act allows derogations in terms of application deadlines for several provisions, allowing the single European emergency number ’112’ to remain inaccessible until 2027 and in certain cases self-service terminals until 2045. [40:  The Act covers specific products and services, mainly in the digital domain, such as: computer and operating systems, ATMs, ticketing and check-in machines, smartphones, TV equipment related to digital television services, telephony services and related equipment, access to audio-visual media services such as television broadcast and related consumer equipment, services related to air, bus, rail and waterborne passenger transport, banking services, e-books, e-commerce.]  [41:  In certain cases, such as in relation to the built environment, the EU undertakes soft measures, like the promotion of the development and application of a European standard on accessibility and usability of the built environment. Due to their voluntary nature and the lack of binding obligations in the Accessibility Act, such initiatives are, however, not sufficient to ensure a harmonised approach to accessibility for persons with disabilities regarding the built environment throughout the EU.] 

In September 2022, the Commission requested the revision and development of harmonised European standards (Mandate 587) which will help providers and procurers of services and products to meet the legal requirements of the Act. The standards should be ready between 2025 and 2027. Harmonised standards will be essential to ensure that persons with disabilities benefit from accessible services and products and they should be fully involved in their development. However, organisations of persons with disabilities and other consumer organisations[footnoteRef:42] have raised concerns about the inclusiveness, accessibility, and transparency of the European Standardisation system.[footnoteRef:43] This hinders equal participation of organisations of persons with disabilities in the development of standards that will affect their daily access to essential services and products. In 2023, the Commission started an evaluation of Regulation 1025/2012 on Standardisation to see if the legal framework is still fit for purpose. [42:  Such as ANEC.]  [43:  See EDF Position Paper on European Commission’s draft Standardisation Request for the European Accessibility Act] 

The Web Accessibility Directive was adopted in 2016 and it covers all public sector websites and mobile applications as from June 2021. The European Commission published an evaluation in 2022. Despite certain progress, the evaluation proved that Member States do not comply with all the provisions of the law, and the feedback and enforcement mechanism of the Directive have limited impact. Additionally, the Directive excludes extranets and intranets, and allow EU countries to exclude websites and mobile apps of schools, kindergartens or nurseries. The fact that intranets and extranets are excluded, and that the Directive does not cover the authoring tools to manage a website, potentially exclude persons with disabilities from working effectively in the public sector.
The Public Procurement Directive does include provisions requiring accessibility to be taken into consideration in drafting technical specification, as well as to be considered as an award and selection criteria. However, these provisions are not systematically used by public procurers and citizens do not have any remedial mechanism to challenge the purchasing decisions of public authorities when they result in products, services or infrastructure that are not accessible to them.
In recent years, the EU has adopted important legislation to regulate digital platforms and services such as internet access providers, cloud services, online marketplaces, app stores, social media (Digital Services Act and Digital Markets Act), and artificial intelligence (AI Act). While accessibility was not present in the original proposals, the active advocacy of disability and digital rights organisations managed to include some requirements in the Digital Markets Act and the AI Act (only for high-risk AI systems). However, the Digital Services Act only considers accessibility as a voluntary good practice. This legal gap means that certain digital service providers not covered by the European Accessibility Act will overlook accessibility for persons with disabilities.
The general objectives for digitalisation set by the EU, under the Digital Decade – targets for 2030, do not sufficiently address accessibility for persons with disabilities. For example, only accessibility of public online services is mentioned, leaving out private services. Accessibility is also not mentioned in relation to digital skill-building and development of ICT expertise in the EU. This may particularly impact people with disabilities who are not trained on digital technology, including women and older persons with disabilities.
Traditionally, accessibility measures have focused on physical and sensory access, leaving out people with intellectual disabilities. This is specially the case when it comes to information, usability of spaces and access to services (especially digital). The European Accessibility Act could have addressed some of these issues but if falls short when it comes to the accessibility of information. While it obliges the information of products and services covered to be presented in an ‘understandable way’, it does not refer to the term plain and simple language. This lack of specific accessibility requirements as for accessibility of information can lead to divergent understandings and interpretations. Therefore, it is important to develop standards to support the fulfilling of this general requirement. The standard should be co-produced with organisations of persons with intellectual disabilities.
We call for:
· Adoption of specific legislation to address accessibility of the built environment, transport infrastructure and vehicles, as well as home appliances. Such legislation should be based on the requirements of the European Accessibility Act (Directive 2019/882) and consider, not only physical and sensorial access, but also cognitive access for persons with intellectual and cognitive disabilities as well as autistic people.
· Revision of Regulation 1025/2012 on standardisation to ensure the meaningful participation of persons with disabilities in standardisation processes. Such revision should ensure equal voting rights, accessibility and financial measures to ensure a balanced representation of civil society vis-à-vis industry.
· Mainstreaming accessibility in all new digital legislation to ensure that persons with disabilities enjoy the same benefits from digitalisation and legal protection of their right of equal access to digital technologies. When doing so, legislation should always refer to the accessibility requirements set out in the Annexes of the European Accessibility Act (Directive 2019/882).
[bookmark: _Toc187242326][bookmark: _Toc188456952]Article 10: Right to life
Persons with disabilities, in particular women, persons with intellectual, cognitive or psychosocial disabilities and autistic people, are at high risk of human rights abuse, including violations of the right to life. When placed against their will in institutions, they may be subject to forced treatment, violence, unhygienic conditions, use of physical constraints, lack of food and water, and appropriate health care, all of which put their life in danger. Segregating persons with disabilities in residential institutions leaves them isolated and exposed to all kinds of risks, including death.[footnoteRef:44] [44:  See also the murder of 4 people with disabilities in an institution in Germany in 2021.] 

There are multiple examples of persons with disabilities dying due to neglect and human rights violations after being institutionalised in the recent years:
· In August 2018, a 45-year-old woman with intellectual disabilities died due to neglect in an institution in Hungary.[footnoteRef:45] [45:  The European Court of Human Rights condemned Hungary for fatal neglect of persons with disabilities in institutions in a judgment of adopted in October 2024. Validity reported that EU funding was sent to this institution.] 

· In January 2020, 8 persons with disabilities died during a fire in a residential institution in Czechia.
· In December 2021, 4 persons with disabilities died in a fire in a residential institution in Slovakia.
· In September 2024, a 15 year-old boy with multiple disabilities died in a rehabilitation centre in Croatia.
Such segregation and isolation, in combination with ineffective disaster risk reduction and emergency preparedness plans,[footnoteRef:46] also expose persons with disabilities to increased risk of death during natural disasters. In July 2021, 12 persons with disabilities living in an institution in Germany lost their lives because they were not evacuated on time during flooding after heavy rainfall [46:  More information under Article 11.] 

In times of humanitarian emergencies, such as the pandemic of COVID-19, healthcare professionals in some countries were not able to provide the same level of care to everyone, due to lack of equipment and underfunding of the healthcare sector. COVID-19 testing, outpatient and inpatient services were often inaccessible and ICU triage protocols in many European countries (directly or indirectly) resulted in discriminatory exclusions of persons with disabilities from lifesaving treatments.[footnoteRef:47] This led to people in institutional settings facing the highest rates of infection and mortality from COVID-19. In Slovenia, for instance, 81% of the COVID-19 deaths were among care home residents.[footnoteRef:48] That situation also particularly affected older persons, with a significant number of older persons with disabilities, such as those with dementia, being impacted by the COVID-19 pandemic.[footnoteRef:49]  [47:  Autism-Europe (December 2020). Impact of COVID-19 on autistic people and their families across Europe]  [48:  Comas-Herrera, A., Zalakaín, J., Litwin, C., T. Hsu, A., Lane, N. and Fernández, J. L. (May 2020). Mortality associated with COVID-19 outbreaks in care homes: early international evidence]  [49:  Alzheimer Europe (2020). Wellbeing of people with dementia and carers during the COVID-19 pandemic] 

In response to some of these challenges, the European Centre for Disease Prevention and Control (ECDC) issued a “Guidance on the provision of support for medically and socially vulnerable populations” including persons with disabilities, detailing recommendations to promote equity and human rights.[footnoteRef:50] Recommendations included ensuring legal protection for all populations at risk of discrimination and ensuring that health services critical to populations at risk of discrimination are not deprioritised on a discriminatory basis, where resources are limited due to public health crisis. It is unclear what the EU has done to support the implementation and further development of these recommendations to protect against indirect[footnoteRef:51] and direct threats to the right to life of persons with disabilities in ongoing and future health crisis and emergencies. In the meantime, Member States have continued to implement practices and policies that discriminate, directly or indirectly, against persons with disabilities when it comes to their right to life on an equal basis with others.[footnoteRef:52] It is also unclear how the new Commissioner for Equality, Preparedness and Crisis Management will mainstream the rights of persons with disabilities in her portfolio, including in the development and implementation of an EU Preparedness Union Strategy and a potential EU Preparedness Law. [50:  European Centre for Disease Prevention and Control (3 July 2020). Guidance on the provision of support for medically and socially vulnerable populations in EU/EEA countries and the United Kingdom during the COVID-19 pandemic. Stockholm.]  [51:  Indirect threats to the right to life may include comorbidities as an assessment criterion for the prediction of survival in triage procedures.]  [52:  Degener, T. (2024). The Human Rights Model of Disability in Times of Triage. In: Scandinavian Journal of Disability Research 26(1). p437-449. DOI: https://doi. org/10.16993/sjdr.1088] 

In addition, persons with disabilities face heightened challenges during armed conflicts, particularly in accessing critical medical care, assistive devices, essential medicines, food and water. The said difficulties are evident in conflicts and humanitarian emergencies, such as those in Ukraine[footnoteRef:53] and Gaza.[footnoteRef:54] In Gaza, it is estimated that more than 15% of the displaced population consists of persons with disabilities. Of the 36 hospitals in the region, raided by Israeli forces, only 4 remained undamaged or operational (at the time this report was written). Among the 79,562 people injured, at least 5,000 were individuals with disabilities.[footnoteRef:55] The EU has not taken concrete and effective actions to sufficiently protect the lives of persons with disabilities in its response to these armed conflicts and regarding the provision of humanitarian aids. [53:  See EDF’s webpage on Ukraine: https://www.edf-feph.org/ukraine/]  [54:  See EDF’s webpage on Gaza: https://www.edf-feph.org/edfs-work-in-the-middle-east/]  [55:  https://www.breakingthesilenceongaza.org/disability-data-in-gaza] 

We call for:
· Research into deaths occurring in residential institutions, particularly those which received EU funds, and initiation of investigations with effective sanctions for perpetrators (both state and non-state actors).
· Ensuring that medical guidelines for healthcare professionals are non-discriminatory towards persons with disabilities, safeguarding their right to life on an equal basis with others, including during public health emergencies.
· Inclusion of persons with disabilities and their rights in protocols and decision-making related to humanitarian emergencies, pandemics and natural disasters, to foster disability-inclusive responses by EU countries and prevent the death of persons with disabilities.
[bookmark: _Toc187242327][bookmark: _Toc188456953]Article 11: Situations of risk and humanitarian emergencies
Work of the Directorate-General for European Civil Protection and Humanitarian Aid Operations (DG ECHO)
In 2019, DG ECHO published a Guidance Note on The Inclusion of Persons with Disabilities in EU-funded Humanitarian Aid Operations. This is a positive achievement. However, as of 2024, at the time of preparing this report, there is still no clear information on how this Guidance Note is being implemented. Additionally, there is no reference to how the EU plans to align its practical humanitarian guidance with the IASC Guidelines on Inclusion of Persons with Disabilities in Humanitarian Action (2019).
The most recent version of DG ECHO partners’ reporting guidelines (the ‘Single Form’, updated in May 2021) advises prioritising the involvement of persons with disabilities (among other ‘diverse groups’) in project implementation. It also encourages the use of the Washington Group Short Set of questions for data disaggregation and mentions disability mainstreaming at various stages of the programme cycle. However, these requirements are not binding, meaning ECHO partners are under no obligation to ensure they reach all persons with disabilities in affected populations. Furthermore, there is no obligation for EU partners to have indicators that count the number of persons with disabilities reached or to involve OPDs in planning and monitoring. For these efforts to be effective, such indicators must be explicit and unambiguous, ensuring that disability inclusion is not only acknowledged but reported accurately.
We remind the EU that the mortality rate of persons with disabilities in humanitarian crises is two to four times higher than for persons without disabilities.[footnoteRef:56] This underlines the urgent need to address the lack of disability-specific data, particularly regarding recent global events where the EU is actively involved, such as the war in Ukraine and the war and humanitarian crisis in Gaza and Lebanon. [56:  From Disability Information Resources (DINF): https://www.dinf.ne.jp/doc/english/twg/escap_121031/fujii.html] 

Lastly, there is also no routine training for ECHO partners on disability inclusion, whether as standalone disability-specific modules or included into ongoing mainstream training.
Disaster Risk Reduction (DRR)
The EU developed an Action Plan on the Sendai Framework Implementation in 2016. While this action plan does include persons with disabilities among ‘stakeholders to work with’, it falls short in adhering to the disability-inclusive aspects of the Sendai framework or the European Forum for DRR roadmap 2021-2030. Specifically, the action plan makes no mention of key elements such as the accessibility of early warning systems and risk information, the empowerment and leadership of persons with disabilities (particularly women with disabilities), universal design in critical infrastructure, and the disaggregation of data by disability. 
Since 2016, EDF has been unable to obtain any updates regarding improvements to this action plan in the field of disability inclusion. There is also no evidence of implementation efforts that involve persons with disabilities, either as end-users or through the participation of their representative organisations.
Furthermore, the EU midterm review of the Sendai Framework (2023) entirely omits references to persons with disabilities, representing a missed opportunity to address their rights in disaster risk reduction strategies.
In 2023, the EU adopted the Union Resilience Goals to enhance disaster resilience in civil protection. While these goals outline ways to better prepare European countries for natural hazards such as earthquakes, floods, and wildfires, they include only minimal references to persons with disabilities. Additionally, OPDs were consulted only late in the drafting process, limiting their input on these important measures.
Climate action
Although the EU Disability Rights Strategy (Section 5.6) acknowledges the impact of climate change on persons with disabilities and emphasises the need for a fully inclusive green transition, there is no explicit mention of this within the context of EU external action in Section 6 of the European Disability Rights Strategy. Similarly, the EU Strategy on Adapting to Climate Change (2021) highlights the disproportionate impact on persons with disabilities, but it does not address their participation through representative organisations, nor is there evidence of practical implementation ensuring that EU adaptation policies are disability-inclusive.
Overall, the “Green revolution” has largely bypassed persons with disabilities, including women and girls with disabilities, and young persons with disabilities. Many of them express a desire to engage, yet they lack the means to take action. Furthermore, a significant number remain unaware or poorly informed about these critical issues.
Currently, the EU does not provide adequate support for persons with disabilities to play an active role as stakeholders in global, regional, and national climate negotiations. There is a need to ensure disability inclusion in the negotiations and outcomes of COP conferences, as well as in Parties’ commitments. For example, the EU Nationally Determined Contributions make no mention of persons with disabilities and fail to include concrete measures for their inclusion.
Migration
Refugees and asylum seekers with disabilities continue to face many challenges upon arrival at the EU border, particularly due to a lack of reasonable accommodation and support during reception processes.
The New Pact on Migration and Asylum was adopted by the European Parliament on 10 April 2024. However, the Pact does not sufficiently address the EU's and Member States’ obligations under the CRPD. Despite ongoing criticism from EDF and other human rights organisations, and despite opportunities to strengthen the rights of refugees and asylum seekers with disabilities through the Recast Directives,[footnoteRef:57] the EU has only made minor adjustments to the Pact. [57:  The EU's Common European Asylum System consists of five pieces of legislation; the Asylum Procedures Directive, the Reception Conditions Directive, the Qualification Directive, the EURODAC Regulation and the Dublin Regulation. These laws set out common standards for asylum decision making and reception conditions, and are part of the new Pact on Migration and Asylum.] 

Persons with disabilities are subject to assessments of their 'special reception needs,' yet the process for identifying these needs remains largely unclear, particularly for persons with invisible disabilities. Moreover, the language of the Directives continues to stereotype persons with disabilities as 'vulnerable,' which contradicts a rights-based approach to disability. For example, Article 25 of the recast Reception Conditions Directive suggests that an individual assessment should be conducted by a medical practitioner or psychologist. The Directives leave too much room for interpretation, placing the responsibility on each Member State to ensure that their migration legislation aligns with the CRPD, and that refugees and asylum seekers with disabilities receive adequate support through reasonable accommodation, accessibility measures and disability-specific medical care.
Crisis communication
To ensure access for persons with disabilities to the single European emergency number ‘112’, the EU has adopted the revised European Electronic Communications Code. However, the Code only sets a general obligation for EU governments to ensure the accessibility of emergency communications and refers to the European Accessibility Act to achieve this in practice. Designated call centres for handling and answering emergency communications will only be able to ensure accessible communications for persons with disabilities, including deaf, hard of hearing, deafblind persons, and persons with speech disabilities, once they comply with the accessibility requirements set in the European Accessibility Act. Given that the Act allows EU governments to delay the application of provisions related to 112 until 2027, the EU will largely fail to meet its obligation to ensure protection of persons with disabilities in emergency situations until then.[footnoteRef:58] [58:  The European Commission’s 2022 Report on the implementation of the single European emergency number '112' highlighted the following: End-users with disabilities do not benefit from fully equivalent means of access to emergency services, especially when roaming. When these end-users are not able to place a call to ‘112’, they have to rely on nationally fragmented solutions. This state of affairs is in contrast with the availability of the harmonised single European emergency number ‘112’ for other end-users and represents a significant void in the accessibility of emergency services.] 

The European Audiovisual Media Services Directive[footnoteRef:59] also sets obligations to ensure accessible emergency information, including public communications and announcements in natural disaster situations which is made available to the public through audiovisual media services. It does not specify, however, how this should be ensured, what should be minimum accessibility requirements, nor foresees timelines to put measures in place. [59:  More information about the Directive under Article 21.] 

We call for:
· [bookmark: _Hlk176786985]Developing a Disability Action Plan within EU External Action, similar to the Youth Action Plan, to provide a comprehensive framework for European institutions and Member States to approach disability-inclusive international cooperation and humanitarian aid.
· Ensuring that persons with disabilities and their representative organisations are meaningfully involved in climate negotiations at all levels. This should be done by supporting the official recognition of a Disability Constituency within the UNFCCC, in line with the CRPD, and by including specific and concrete measures for disability inclusion in climate policies, such as in the upcoming EU Nationally Determined Contributions (NDCs).
· Align the Pact on Migration and Asylum with CRPD obligations by adopting a rights-based approach to disability, clearly defining how 'special reception needs' will be identified – particularly for persons with invisible disabilities – and ensuring that refugees and asylum seekers with disabilities are granted reasonable accommodations, accessibility, and disability-specific medical care.
[bookmark: _Article_12:_Equal][bookmark: _Toc187242328][bookmark: _Toc188456954]Article 12: Equal recognition before the law
Legal capacity can still be restricted across the EU. Persons with disabilities whose legal capacity has been denied or limited are unable to enjoy and exercise an array of rights that come from EU law, such as the right to decide where to live, to get married, to sign employment or commercial contracts, to make financial transactions, to get a fair trial or to vote and stand as candidates in European and national elections.[footnoteRef:60] [60:  More information on the restriction linked to legal capacity to the right to vote and to stand for elections is available under Article 29.] 

In 2024, EDF published a report on legal capacity the findings of which show that no EU country fully protects persons with disabilities from losing their right to make decisions. 12 EU Member States allow full deprivation of legal capacity[footnoteRef:61] and 9 permit partial removal.[footnoteRef:62] Only 6 EU Member States have nearly abolished any type of deprivation of legal capacity but still allow exceptions.[footnoteRef:63] The report also finds that even in countries that reformed their legal system, judges may still apply the old concept of deprivation of legal capacity, instead of supported decision-making systems. This is also partly due to the lack of clear policies allowing supported decision-making in practice, like adequate funding for supported decision-making offers and training of judges, families and service providers. [61:  Bulgaria, Croatia, Cyprus, Denmark, Estonia, France, Greece, Hungary, Italy, Luxembourg, the Netherlands and Poland.]  [62:  Belgium, Finland, Latvia, Lithuania, Malta, Romania, Slovakia, Slovenia and Sweden.]  [63:  Austria, Czechia, Germany, Ireland, Portugal and Spain.] 

Despite the now well-evidenced breaches of the right to make decision of persons with disabilities, the EU has not taken measures to foster research, data collection and exchange of good practices on supported decision-making, in consultation with representative organisations of persons with disabilities, as requested by the CRPD Committee in its 2015 Concluding observations to the EU.
Instead, the Commission is supporting the ratification of the 2000 Hague Convention on the international protection of vulnerable adults[footnoteRef:64] and proposed the adoption of a Regulation governing the cross-border protection of adults that does not comply with the CRPD. Instead of using this opportunity to focus on autonomy and supported decision-making, the proposed regulation mirrors the text of the 2000 Hague Convention, focusing in its scope on substituted decision-making[footnoteRef:65] mechanisms (such as guardianship) and allowing placement in institutions.[footnoteRef:66] The proposal was presented by the Commission in 2023, and it is now being negotiated in the Parliament and the Council of the EU. The text has been criticised by the UN Special Rapporteur on persons with disabilities and the Independent Expert on the enjoyment of all human rights by older persons.[footnoteRef:67] [64:  Through the Proposal for a Council decision authorising Member States to become or remain parties, in the interest of the European Union, to the Convention of 13 January 2000 on the International Protection of Adults.]  [65:  Article 2 of the proposed regulation.]  [66:  Article 21 of the proposed regulation.]  [67:  For updated information about this issue, see EDF campaign page ‘Protection of Adults Across Borders’. https://www.edf-feph.org/protection-of-adults-across-borders/] 

We call for:
· Redrafting the proposed Regulation on the protection of adults in cross-border situation, to focus on autonomy and supported-decision making.
· Adoption of recommendations and guidelines for Member States on moving from systems focused on substitute decision-making to ones focused on supported decision-making, and facilitation of exchange between Member States on ensuring the respect of choice and autonomy of persons with disabilities and older people.
[bookmark: _Toc187242329][bookmark: _Toc188456955]Article 13: Access to justice
Criminal matters
The EU guarantees the rights of victims of crimes and people suspected or accused of crimes under several directives.[footnoteRef:68] This framework specifically considers the rights of victims with disabilities in access to justice, including accessibility of premises, communication and information.[footnoteRef:69] However, the existing directives are often not fully transposed and implemented by Member States. [68:  Of particular relevance for persons with disabilities are: Directive 2012/29/EU of the European Parliament and of the Council of 25 October 2012 establishing minimum standards on the rights, support and protection of victims of crime (Victims’ Rights Directive); Directive 2012/13/EU of the European Parliament and of the Council of 22 May 2012 on the right to information in criminal proceedings; Directive 2010/64/EU of the European Parliament and of the Council of 20 October 2010 on the right to interpretation and translation in criminal proceedings.]  [69:  For instance, the Victims’ Rights Directive specifies that “Member States should ensure that victims with disabilities are able to benefit fully from the rights set out in the Directive, on an equal basis with others, including by facilitating the accessibility to premises where criminal proceedings are conducted and access to information.” The Directive on procedural safeguards for children who are suspects or accused persons in criminal proceedings makes specific references to children with disabilities, including children with intellectual disabilities, accessible language and the right to education of all children deprived of their liberty.] 

Despite the existing legislation, many victims with disabilities and people with disabilities suspected or accused of crimes (including children), are not granted their rights. Even when measures are available, they are often not accessible to victims, suspects and accused with disabilities due to inaccessibility or the lack of provision of accommodation. Often women and girls with disabilities, especially women with intellectual, cognitive or psychosocial disabilities, are not believed when they report violence. Persons on the autism spectrum, and with intellectual, cognitive, or psychosocial disabilities, and more particularly, victims who have had their legal capacity removed, are often denied participation in criminal proceedings.
In addition, inaccessible victim support services are a significant barrier for many victims with disabilities. Mechanisms for reporting abuse and bullying do not take into consideration the needs of women and children with disabilities since their testimonies are either discredited or they require the ability to use certain forms of communication and to have access to them.[footnoteRef:70] [70:  EDF (2011). Manifesto on the rights of women and girls with disabilities] 

The rights of victims with disabilities and children with disabilities in the criminal justice system are included in the Strategy on victims’ rights 2020-2025 and the EU Strategy on the rights of the child 2022-2027. The Victims’ Rights Strategy included the creation of a Victims’ Rights Platform of which EDF is a member. It is, however, not clear whether the Platform will continue to exist after 2025 and whether the Commission will adopt a new strategy.
In 2023, the Commission proposed a revision of the Victims’ Rights Directive, which includes a specific provision on the rights of victims with disabilities, requiring Member States to provide accessibility and reasonable accommodation in victims’ rights services and access to justice.[footnoteRef:71] The proposed revised text is currently negotiated by the Parliament and the Council. [71:  See new Article 26(c) of the proposal.] 

In its reply to the LOIPR, the Commission mentions the Together for Rights Campaign that aims to fight against stereotypes. However, the campaign does not have a specific angle on access to justice.
Civil and commercial matters
In 2003, the EU adopted a directive to establish common rules on legal aid available in cross-border disputes[footnoteRef:72] applicable to civil and commercial proceedings. While the costs covered by the legal aid include interpretation, translation of documents and travel costs, it is not clear whether it also covers the specific needs of persons with disabilities facing cross-border disputes, including sign language interpretation, translation of documents in easy-to-read or braille, and travel costs of a personal assistant. [72:  Council Directive 2002/8/EC of 27 January 2003 to improve access to justice in cross-border disputes by establishing minimum common rules relating to legal aid for such disputes] 

Digitalisation of justice 
In 2020, the Commission launched a package on digitalisation of justice in the EU, including regarding cross-border judicial cooperation. The Communication on Digitalisation of justice in the EU announced that further proposals could “ensure that any electronic access points established for use by the general public cater for persons with disabilities” and that IT tools should be accessible to users with disabilities.
In 2023, the EU adopted the Regulation on the digitalisation of judicial cooperation and access to justice in cross-border civil, commercial and criminal matters, which includes a requirement to ensure that hearings through video-conferencing and other distance communication technologies are accessible to persons with disabilities.
EU Justice Scoreboard
Launched in 2013, the EU Justice Scoreboard is a tool used by the Commission to monitor justice reforms in Member States. The Scoreboard used to provide limited information on effective access by persons with disabilities.[footnoteRef:73] The 2022 Scoreboard included, for the first time, more comprehensive indicators on specific arrangements in place to support persons with disabilities. The 2024 Scoreboard provided information on specific arrangements for supporting the participation of persons with disabilities as professionals in the justice system. EDF welcomed these positive steps and continues to recommend that the Commission includes “CRPD compliant justice indicators” in its future Scoreboard. [73:  The information available on persons with disabilities in the 2020 and 2021 Justice Scoreboard only focused on deaf, hard of hearing, partly sighted and blind people. It included “online information for visually or hearing impaired,” training in communication for judges on “communication with visually/hearing impaired,” and survey conducted among court users or legal professional on “needs and satisfaction of visually/hearing impaired.”] 

[bookmark: _Hlk35995741]We call for:
· Measures to monitor the implementation of the EU legislation related to access to justice, including by way of a study on access to justice by persons with disabilities in the EU, and sanction for Member States who incorrectly transposed the EU directives.
· Measures to ensure persons with disabilities benefit from the digitalisation of justice on an equal basis with others.
· Strengthening of the EU Justice Scoreboard by consistently gathering information on justice and persons with disabilities.
[bookmark: _Article_14:_Liberty][bookmark: Article_14][bookmark: _Toc187242330][bookmark: _Toc188456956]Article 14: Liberty and security of the person
Involuntary treatment and placement
Many persons with disabilities living in the EU continue to be involuntarily detained and treated in psychiatric hospitals and other institutions based on actual or perceived disability.[footnoteRef:74] [74:  This concerns people with different types of disabilities. For example, the European Deafblind Union reports that deafblind people are sometimes still detained in psychiatric institutions because of communication barriers. According to the Inclusion Indicators 2023, which informs on the state of play of the inclusion of people with intellectual disabilities in Europe, it is estimated that 39,000 persons with intellectual disabilities are placed in psychiatric hospitals. See: https://www.inclusion.eu/inclusion-indicators-report-2023%3A-union-of-equality%3F-here%E2%80%99s-the-reality.] 

The EU is considered as “the Council of Europe’s most important institutional partner at both political and technical levels”[footnoteRef:75] and the relationship between the two organisations is based on a Memorandum of Understanding. All EU Member States are members of the Council of Europe. Accordingly, the EU fails to take a public and coherent position against the Council of Europe’s draft additional protocol concerning the “protection of human rights and dignity of persons with mental disorder with regard to involuntary placement and involuntary treatment”.[footnoteRef:76] [75:  https://pjp-eu.coe.int/fr/web/south-programme2/themes.html]  [76:  EDF raised several times the issue of the draft additional protocol to the Oviedo Convention in letters sent to the EU Commissioner on Equality and the Commission for Health, as well as the Council of the EU’s Working Party on Human Rights (COHOM) and Working Party on the OSCE and Council of Europe. EDF also met with the Delegation of the EU to the Council of Europe. On 25 October 2021, 10 members of the European Parliament sent a letter to the Committee of Bioethics of the Council of Europe on the topic.] 

A lack of data on how often coercive practices are used, what types are involved, and the factors that influence them, as well as differences in how they are monitored across Member States, makes it hard to understand the current situation of involuntary treatment and placement. This, in turn, prevents creating policies based on evidence to protect the human rights of people with disabilities and support Member States in following the Council of Europe’s recommendations on respecting autonomy in mental healthcare.
EU-funded research and projects continue to focus on using the least restrictive measures and reducing, rather than eliminating, involuntary treatment and placement in mental healthcare.[footnoteRef:77],[footnoteRef:78] This contrasts with the EU’s reply to the LOIPR, where they stated support for initiatives that align with the Convention. [77:  Raboch, J., Kališová, L., Nawka, A., Kitzlerová, E., Onchev, G., Karastergiou, A. Kallert, T. W. (2010). Use of Coercive Measures During Involuntary Hospitalization: Findings From Ten European Countries. In: Psychiatric Services, 61(10). p1012-1017. https://doi.org/10.1176/ps.2010.61.10.1012]  [78:  See the European Funded COST action: Fostering and Strengthening Approaches to Reducing Coercion in European Mental Health Services (FOSTREN).] 

Pre-trial detention and convicted persons
Detainees with disabilities continue to face many violations of their rights in EU Member States. Such violations are described in the 2017 European Parliament resolution on prison systems and conditions and the 2018 report of the Council of Europe on Detainees with disabilities in Europe. They range from the non-recognition of their disability, to lack of access to treatment, failure to provide assistance and support and even ill-treatment and torture. There is also a disproportionate number of autistic people and persons with intellectual and psychosocial disabilities in prison.[footnoteRef:79] [79:  For example, in France, “nearly a quarter of detainees are said to have psychotic disorders”. See Parliamentary Assembly of the Council of Europe (2018). Detainees with disabilities in Europe, 3.3.] 

So far, there is no binding EU rule on detention. In 2022, the Commission adopted its Recommendation on procedural rights of suspects and accused people subject to pre-trial detention and on material detention conditions. The document refers to the CRPD and the necessity to address the rights and needs of persons with disabilities in detention, with specific mentions in the sections on nutrition and contact with the outside world. It also includes a specific section regarding “special measures to persons with disabilities or serious medical conditions”, covering access to health services including mental health. It is not clear how the Commission has been monitoring the implementation of the Recommendation by Member States since its adoption.
Detention based on migratory status
The recast Reception Conditions Directive[footnoteRef:80] requires Member States to prioritise the health, particularly the mental health, of detained applicants with special reception needs. If detaining these individuals would seriously harm their physical or mental health, they should not be detained. If they are detained, Member States must regularly monitor their condition and provide timely and appropriate support, considering their specific needs and health situation (Article 13). The preamble of the Directive also clarifies that detention should be a measure of last resort and should only occur after all non-custodial alternatives to detention have been thoroughly examined. [80:  Directive (EU) 2024/1346 of the European Parliament and of the Council of 14 May 2024 laying down standards for the reception of applicants for international protection (recast)] 

However, in practice, migrants and asylum-seekers, including those with disabilities, continue to be detained throughout Europe. Often, they are held under conditions that do not consider the necessary support and reasonable accommodations they require, as they may not be identified as persons with disabilities upon their arrival in Europe. They encounter inaccessible services (including assistance programmes) and facilities, lack of access to medical care and assistive technologies, and are denied other disability-related services, such as sign language interpretation and supported decision-making.[footnoteRef:81] Furthermore, the migration decision-making process is often not accessible to all persons with disabilities, and information and communication are frequently not provided in accessible formats. [81:  EDF took part in October 2016 in a mission of the European Economic and Social Committee (EESC) to Greece to investigate the situation of refugees and asylum seekers with disabilities. EDF also contributed to the Human Rights Watch Report ‘Greece: Refugees with Disabilities Overlooked, Underserved – Identify People with Disabilities; Ensure Access to Services’.] 

We call for:
· Guidelines for Member States on monitoring involuntary psychiatric treatment and placement, informed by WHO Mental Health Atlas criteria and emerging research[footnoteRef:82] [footnoteRef:83], to help create policies aimed at reducing and eventually ending coercion in mental healthcare. [82:  Savage, M. K., Lepping, P., Newton-Howes, G. et al. (2024). Comparison of coercive practices in worldwide mental healthcare: overcoming difficulties resulting from variations in monitoring strategies. In: BJPsych Open, 2024, 10(1):e26. DOI:10.1192/bjo.2023.613]  [83:  Lickiewicz, J., Efkemann, S. A., Husum, T. L., Lantta, T., Pingani, L., Whittington, R. (2024). Expert opinions on improving coercion data collection across Europe: a concept mapping study. In: Front Psychiatry, 2024 May 29;15:1403094. DOI: 10.3389/fpsyt.2024.1403094. Erratum in: Front Psychiatry. 2024 Aug 27;15:1464977. DOI: 10.3389/fpsyt.2024.1464977. PMID: 38868490; PMCID: PMC11167108.] 

· Guidelines and practices for Member States to implement the recast Reception Conditions Directive’s requirement to use detention strictly as a measure of last resort for persons with disabilities. Member States must exhaust all non-custodial alternatives, such as community-based housing or supervised residence, before resorting to detention.
[bookmark: _Toc36001155][bookmark: _Toc187242331][bookmark: _Toc188456957]Article 15: Freedom from torture or cruel, inhuman, or degrading treatment or punishment
The EU prohibits trade in certain goods that could be used for capital punishment, torture or other cruel, inhuman or degrading treatment or punishment.[footnoteRef:84] In 2019, guidelines were adopted by the Council of the EU to outline actions related to third countries on torture and other forms of ill-treatment. These guidelines call for special protection and attention to the vulnerable situation of persons with disabilities, amongst other groups, in all EU actions aimed at preventing torture and ill-treatment. However, no specific details are provided regarding the unique needs and rights of persons with disabilities, particularly those living in closed settings. Furthermore, similar guidelines to prevent torture and ill-treatment within the EU are absent, leaving a significant gap in protection. [84:  Regulation (EU) 2019/125 of 16 January 2019 concerning trade in certain goods, which could be used for capital punishment, torture or other cruel, inhuman, or degrading treatment or punishment. It is legally binding and directly applicable in all EU Member States.] 

The situation of persons with disabilities in conflict-affected regions, including Palestine and Ukraine, requires urgent attention. Reports indicate that individuals with disabilities often face heightened risks of torture and ill-treatment in conflict situations, including inadequate access to healthcare, rehabilitation, and protection from violence. The EU’s actions and policies towards third countries should explicitly address these issues, ensuring that the rights of persons with disabilities are prioritised.
We call for:
· Measures to ensure that the rights of all persons with disabilities are included in the EU’s actions to prevent torture and other forms of ill-treatment both inside and outside the EU.
· Establishing effective monitoring and reporting mechanisms to track and assess the treatment of persons with disabilities in conflict situations, ensuring accountability for violations of their rights.
[bookmark: _Article_16:_Freedom][bookmark: See_article_16][bookmark: _Toc36001156][bookmark: _Toc187242332][bookmark: _Toc188456958]Article 16: Freedom from exploitation, violence and abuse
[bookmark: _Hlk93654498]Persons with disabilities living in the EU continue to be victims of violence and abuses, especially children and women with disabilities,[footnoteRef:85] persons with intellectual or cognitive disabilities, autistic people, older persons with disabilities and persons with disabilities living in closed settings, such as institutions and psychiatric facilities. Persons with disabilities who are part of other marginalised groups (e.g. racialised people and LGBTI people with disabilities) also face high risk and occurrence of violence. [85:  See EDF (2021). Position paper on violence against women and girls with disabilities in the EU] 

For example:
· 50% of persons with disabilities reported having experience of harassment, compared with 37% of persons without disabilities (over a 5-year period)[footnoteRef:86]; [86:  FRA (2021). Fundamental Rights Survey: Crime, Safety and Victims’ Rights.p22.] 

· 17% of persons with disabilities have experienced physical violence, compared with 8% of persons without disabilities[footnoteRef:87]; [87:  Ibid, page 18.] 

· Women with disabilities are two to five times more likely to face violence than other women, and 34 % of women with a health problem or a disability have experienced physical or sexual violence by a partner in their lifetime[footnoteRef:88]; [88:  See European Parliament resolution on the situation of women with disabilities (2018/2685(RSP))] 

· A third of the respondents with disabilities of an EU LGBTI survey indicated that they had been physically or sexually attacked (38.66% compared to 24.34% of all LGBTI respondents). Intersex people with disabilities and trans women with disabilities were 10 times more likely to be exposed to an attack than all LGBTI respondents.[footnoteRef:89] [89:  See Diving into the FRA LGBTI II Survey Data: Persons with Disabilities Briefing] 

The Commission adopted a series of laws and policies to combat violence, trafficking, harmful practices and to protect the integrity of the persons and the rights of victims (including the Strategy on Victims’ Rights,[footnoteRef:90] the Strategy toward the eradication of trafficking in human beings 2021-2025, and the Strategy on a more effective fight against child sexual abuse). [90:  More information under Article 13 on access to justice.] 

In 2023, the EU ratified the Council of Europe’s Convention on preventing and combatting violence against women and domestic violence (Istanbul Convention).[footnoteRef:91] However, the scope of the ratification is limited to the institutions and the public administration of the Union, as well as matters related to judicial cooperation in criminal matters, asylum and non-refoulement. It is not clear what specific actions the EU will develop to implement the Convention. Civil society organisations, including representative organisations of persons with disabilities, have not been informed or consulted since the ratification of the Convention. [91:  It is also ratified by the European Union and 21 EU Member States. Bulgaria, Czechia, Hungary, Latvia, Lithuania, and Slovakia have not ratified the Istanbul Convention.] 

In 2024, the EU adopted its first ever law on combating violence against women and domestic violence, and revised its Anti-Trafficking Directive. The two directives provide specific support for victims with disabilities and mandate disability training for professionals. The Directive on combating violence against women also requires Member States to recognise the disability of the victim as an aggravating circumstance. In addition, the Commission published a proposal to revise its Directive on combating child sexual abuse, which includes a specific provision related to children with disabilities, and a similar provision on aggravating circumstances. Those mean positive development.
However, the Directive on combating violence against women remains quite limited in its scope. It mostly focuses on cyber-violence and harassment, female genital mutilation, and forced marriage. The EU failed to criminalise rape, forced sterilisation and sexual harassment, as well as other forms of gender-based violence.
The EU has not adopted any action to combat forced sterilisation and abortion so far. The EU Recommendation on the prevention of harmful practices (referred to in the reply to the LOIPR) has not been adopted at the time of this report.
So far, there is no EU data on violence against persons/women with disabilities. It is unclear to which extent the European Institute for Gender Equality included the disability perspective in its EU survey on gender-based violence against women and other forms of inter-personal violence, as the results are not yet published at the time this report is written. There is also a lack of data concerning violence against children with disabilities (as highlighted in a FRA report from 2015)[footnoteRef:92] and specific measures to protect them from violence. [92:  From page 50 of the FRA report ‘Violence against children with disabilities: legislation, policies and programmes in the EU’: “The EU has acknowledged that official and comparable data on children with disabilities’ enjoyment of their rights in EU Member States is lacking. (….) Despite the CRPD’s obligations, a significant gap in knowledge about the prevalence and extent of violence against children with disabilities remains. Some countries have established mechanisms for collecting data on violence against persons with disabilities, but do not disaggregate according to age; others have mechanisms for collecting data on violence against children in general, but do not collect information on whether or not the children have disabilities.”] 

We call for:
· Swift implementation of the Istanbul Convention by the EU, and monitoring of the implementation of the Directive on combating violence against women and the Anti-trafficking Directive, with attention to the rights and needs of persons with disabilities, especially women and girls with disabilities, and in consultation with representative organisations of persons with disabilities.
· Research and collecting information on violence against persons with disabilities, including against children as well as women with disabilities (through the European Institute for Gender Equality), and those living in closed settings such as institutions, psychiatric hospitals, and detention centres.
[bookmark: _Toc187242333][bookmark: _Toc188456959][bookmark: _Hlk93422254]Article 17: Protecting the integrity of the person
The EU has competence to carry out research and technological activities to define and implement programmes. The EU has shared competence on common safety concerns in public health matters and supporting competence in health protection.
Research
The ethics self-assessment and ethics review for research funded by the EU under the Horizon Europe research and innovation programme, the Digital Europe Programme and the European Defence Fund do not de facto require that persons with disabilities involved are enabled to give their informed consent and do not provide consent forms in accessible and easy-to-read formats. Despite explicit guidance on participants receiving project-specific informed consent forms and detailed information sheets that they can fully understand, the EU offers no guidance on the formats necessary to ensure and record informed consent for persons with intellectual disabilities and deaf persons. The EU’s reply to the LOIPR attempts to side-step this concern by stating that it “does not have and/or promote a particular type of informed consent form.” However, easy-to-read and sign language video versions of informed consent forms and project information may simply reflect potential variations in structure, type and consent requirements across Member States. 
The Guidance on how to complete the ethics self-assessment also directly refers to “persons unable to give informed consent.” While it requires candidates to indicate “informed consent procedures,” it also makes exceptions for informed consent if national laws provide for an exception, for instance due to public interest. It also explicitly allows for substituted decision-making procedures.[footnoteRef:93] [footnoteRef:94] [93:  See page 9 of the guidelines: “For children (or other persons unable to give informed consent, e.g. certain elderly populations, persons judged as lacking mental capacity), the consent must be obtained from the parents/legally authorised representative and it must be ensured that they have sufficient information to enable them to provide this on behalf and in the best interests of the children.” For medical activities or other activities involving humans requiring informed consent, the guidelines require to follow the procedures for informed consent that are described in the Declaration of Helsinki and the Oviedo Bioethics Convention. The two Conventions do not comply with the CRPD as their provision on informed consent are based on substituted decision making.]  [94:  The problem also lies in the fact that some persons with disabilities, without the adequate support, are unable to give informed consent. For example, due to the lack of government funded interpreting hours, some of the deafblind, deaf, or hard of hearing persons have substituted interpreting (e.g. family members, friends,) which can be problematic since some of them are probably not competent to interpret the official situations and/or some of them may even work in their own interest, and not represent the interest of the person with a disability.] 

The European Committee for Standardisation (CEN) has developed draft CEN Workshop Agreement (CWA) 17933, a good practice guide for obtaining consent for personal health information[footnoteRef:95], through funding from the European Union’s Horizon 2020 research and innovation programme. The EU should clarify if this is the basis of the future guidance note on informed consent in the domain of artificial intelligence. [95:  See CEN/WS DHI prCWA 17933:2023: Digital health innovations – Good practice guide for obtaining consent for the use of personal health information for research and innovations.] 

While it does suggest that innovations and initiatives “recognise the importance of investing in appropriate means to engage with those persons [with disabilities] and to obtain consent lawfully,” it stops short of providing examples of best practice including supported decision-making models. It asserts that the CRPD and accompaniment in decision-making should be harmonised at the EU level; however, it recognises substituted decision-making, through legally designated representatives for persons deprived of legal capacity.
The final draft should have a clearer emphasis and guidance on employing supported decision-making models and should avoid stigmatising language such as “vulnerable” and “fragile” adults, instead referring to persons with disabilities as appropriate.
Involuntary treatment and placement 
As explained under Article 14, autistic people and persons with intellectual, cognitive and psychosocial disabilities living in the EU, continue to experience involuntary treatment and placement. Research has shown that these experiences are ‘overwhelmingly negative’ and cause trauma and fear. To EDF’s knowledge, the Commission has not engaged with organisations of persons with disabilities and did not take any actions to decrease the use of coercive practices in psychiatry in the EU. On the contrary, the EU continues to fund research and projects that focus on the reduction rather than elimination of coercive practices.
Forced sterilisation, contraception and abortion
Many women with disabilities are still denied the right to reproductive freedom under the pretext of their wellbeing. Forced sterilisation, abortion and contraception, are just some clear examples of denial of rights that many women, adolescents, and children with disabilities suffer (including intersex and trans children and adolescents), without giving their consent or fully understanding the intentions. [footnoteRef:96] Those abuses particularly affect members of ethnic minorities such as Roma women[footnoteRef:97] and women under guardianships and/or living in institutions.  [96:  The CRPD Committee raised concerns over the fact that several EU Member States still authorise forced sterilisation and/or abortion in their legislation, including Croatia, Czechia, Germany, Lithuania, Slovakia, and Spain.]  [97:  See European Parliament resolution on the situation of women with disabilities (2018/2685(RSP))] 

EDF found that at least 12 EU Member States still authorise in their law the sterilisation of persons with disabilities without their direct, prior informed consent,[footnoteRef:98] especially persons deprived of their legal capacity.[footnoteRef:99] An investigation from Euronews released in 2023 also denounced cases of forced sterilisation and forced contraception in various EU Member States.[footnoteRef:100] Yet, as explained under Article 16, the EU has not adopted any measures to combat forced sterilisation, forced abortion and forced contraception. [98:  Bulgaria, Croatia, Cyprus, Czechia, Denmark, Estonia, Finland, Hungary, Latvia, Lithuania, Portugal and Slovakia.]  [99:  See EDF report and campaign on ending forced sterilisation in the EU]  [100:  https://www.euronews.com/tag/forced-sterilisations-of-women-with-disabilities] 

We call for:
· Steps to ensure that research funded by the EU does not allow substituted decision making and to explicitly prohibit this practice in its ethics guidelines. The EU should adopt integrated and explicit guidance on consent formats needed to ensure informed consent of persons with disabilities, including deaf persons and persons with intellectual disabilities.
· Banning forced sterilisation, contraception and abortion of persons with disabilities, and adoption of measures to end these harmful practices and provide support and remedies to the victims.
[bookmark: _Article_18:_Liberty][bookmark: Article_18][bookmark: _Toc187242334][bookmark: _Toc188456960]Article 18: Liberty of movement and nationality
The EU provides citizens with the freedom to move in countries other than their own to work and study.[footnoteRef:101] [101:  Article 3(2) of the Treaty on European Union (TEU) and Articles 4(2)(a), 20, 26 and 45-48 of the Treaty on the Functioning of the European Union (TFEU)] 

Today, 17 million EU citizens live and work abroad in another EU country.[footnoteRef:102] This mobility, however, is extremely limited for persons with disabilities. The fragmentation of disability assessment systems has led to a fractured understanding of what disability is, how different “levels” of disability are measured, and who qualifies for social protection and social assistance allowances. The inconsistent types of assessment, qualifications for allowances and administrative processes inherently deprive persons with disabilities of their rights to freedom of movement. [102:  https://ec.europa.eu/social/main.jsp?catId=25&langId=en] 

It makes getting support in another EU Member State extremely difficult, if not impossible, and at the very least will require the person to undergo a lengthy and strenuous process to get the support they require. Although the type of services and support on offer vary between Member States, not least because the barriers in the different countries and localities cannot be easily compared, a mutual recognition of disability assessment between the EU Member States would allow persons with disabilities to access support available in their new country of residence, on the same level as other persons with similar requirements where they live.
A first step towards better freedom of movement was achieved with the adoption of a Directive on the European Disability Card and the European Parking Card. Once implemented, it will grant persons with disabilities the same access to special conditions or preferential treatment as nationals with disabilities when they are visiting another EU Member State. However, it will still leave each Member State to define the eligibility criteria and their own definition of disability status.[footnoteRef:103] While we highly appreciate the efforts of the EU, and recognise that the Disability Card as well as the European Parking Card are a great achievement for persons with disabilities in the EU, more is needed to really grant freedom of movement to persons with disabilities. This includes the above-mentioned need to tackle the recognition of disability assessment procedures and portability of social security benefits, for example. [103:  Autism Europe is concerned that the lack of access to diagnostic assessments for invisible disabilities such as Autism is an added barrier to freedom of movement. Many autistic individuals will not benefit from these Directives due to this. See for example: https://www.cambridge.org/core/journals/european-psychiatry/article/autism-care-pathway-in-europe/690284360FD32641CABFC623949128FD] 

Since the Disability Card is only focussing on “short stays” and excludes any social security or social protection related benefits, persons with disabilities still cannot transfer their disability allowance from their Member State of origin when they move to a different Member State – temporarily or permanently. In practice, this creates barriers for persons with disabilities who hold the citizenship of one of the 27 EU Member States to exercise their right to live and work throughout the EU.
Even when they move to a different Member State permanently, they often have difficulties in getting their disability status recognised and face additional bureaucratic burdens, including requirements by certain Member States to have been a resident there for a certain number of years before being entitled to support. This situation is also true for families of persons with disabilities who are equally facing barriers concerning the support they and their relatives receive. On top of this, persons with disabilities who are then returning to their Member State of origin, sometimes have to have their disability re-assessed again, with all the above-mentioned problems and risks.[footnoteRef:104] Such periods of uncertainty should be minimised or fully avoided. [104:  Testimonials available in Freedom Guide 2011: https://www.edf-feph.org/publications/edf-freedom-guide-2011/] 

We call for:
· The proposal and adoption of an EU Directive on freedom of movement of persons with disabilities that outlines the shared responsibility of Member States for disability support towards EU citizens moving for long stays or permanently from one Member State to another. This law should improve coordination between, or even harmonise, the disability assessment procedures in the different EU Member States to allow for mutual recognition of disability status between EU Member States and/or ensure that persons with disabilities can access essential services and support when moving abroad within the EU.
[bookmark: _Toc187242335][bookmark: _Toc188456961]Article 19: Living independently and being included in the community
Around 1.5 million persons with disabilities in the EU still live in institutional settings[footnoteRef:105], although the exact number remains unknown.[footnoteRef:106] In many cases, they live far away from their family and place of origin. A recent study by Eurofound also shows that the number of persons with disabilities in institutional care has grown in 13 EU Member States over the past decade, with the greatest increases in France, Poland, Malta and Portugal. [105:  https://deinstitutionalisationdotcom.files.wordpress.com/2017/07/guidelines-final-english.pdf]  [106:  The EU’s data collection and statistics agency Eurostat, together with national statistics offices, do not keep regular EU-wide data on people living in institutions. They are missing from data collection surveys such as the EU Statistics on Income and Living Conditions (EU SILC) as these apply only to people living in household settings. As such, there is a gap in our knowledge of precisely how many persons with disabilities are still institutionalised and where in the EU the situation is improving and getting worse.
] 

While it is theoretically forbidden for EU funds to be invested in institutional care settings, there have been numerous complaints of EU money being used to refurbish existing institutions or to replace them with other alternatives that reproduce institutional settings. We see such structures being supported with EU funds, denying persons with disabilities their choice on how to live. The persistence of EU funding going towards institutional care settings was criticised in the February 2023 report by the UN Special Rapporteur on the Rights of Persons with Disabilities on his visit to the European Union. Alleged human rights abuses in a social care institution for persons with disabilities, which had received funding from the European Structural and Investment Funds, were also the basis of a complaint to, and eventual decision by the European Ombudsman in 2019.
To guide Member States’ efforts of deinstitutionalisation and to strengthen the monitoring of the use of the European Structural and Investment Funds with the meaningful engagement of representative organisations of persons with disabilities, the EU developed a guide for Member States, as part of the last Multiannual Financial Framework, on the involvement of partners such as NGOs in the governance process for the use of funds. Known as the European Code of Conduct on Partnership, it is legally binding and requires Member States to be transparent in the selection of partners, provide sufficient information to partners and give them sufficient time to make their voice heard in the consultation process, ensure that partners are involved in all stages of the process, from planning to evaluation, support capacity-building of partners and create platforms for mutual learning and exchange of good practice. In\ 2021, this Code of Conduct was reinforced to allow the possibility to allocate an appropriate percentage of resources coming from the Funds, for the administrative capacity building of social partners and civil society organisations.
As of 2021, the EU has new Regulations to guide the use of EU funds that benefit persons with disabilities, such as the European Social Fund Plus (which invests in social inclusion of marginalised groups) and the Regional Development Fund (which helps develop infrastructure and services) and the Common Provisions Regulation (which outlines rules for the use of the two funds mentioned above and a number of others). These regulations are valid until the end of 2027 when they will be replaced by new funding regulations which are currently being developed for the 2028-2034 period. The guiding Regulations refer to the need for Member States to have a strategy for the implementation of the CRPD to make use of these funds, and to prioritise investment in the transition from institutional to community-based care and services. However, the implementation of the Regulation is still not guaranteed, and we risk seeing continued misuse of funds, particularly when it comes to investment in institutions. Most commonly we see funds being used to refurbish existing institutions under the guise of investments for improving energy efficiency. In other cases, we see entirely new institutions being built using EU funds because of the lack of understanding by National Managing Authorities of what institutions are, and what types of community-based services they should be investing in.
Despite the partnership principle, organisations of persons with disabilities are insufficiently consulted for the elaboration, monitoring and evaluation of EU Funds programmes. Consequently, operational programmes (programmes defining priorities for EU Funds from the Cohesion Policy) often overlook issues faced by people with disabilities, particularly regarding social inclusion of people with disabilities. The EU should ensure a meaningful participation of organisations of persons with disabilities as partner in processes involving EU funds and ensure the accessibility of the process.
More worrying, still, is that the EU created another funding mechanism in the wake of the COVID-19 crisis called the “Recovery and Resilience Facility”. It is a €723.8 billion fund that was aimed to boost recovery from the pandemic. The speed at which the Recovery and Resilience Facility was adopted and the Member States’ plans for spending it were developed resulted in insufficient or non-existent consultation of disability organisations. Furthermore, this money did not need to adhere to the same strict rules as other EU funding, making the risk that it could be invested in institutional care for persons with disabilities even greater.
As part of the EU Strategy on the Rights of Persons with Disabilities 2021-2030, the European Commission developed a Guidance on Independent Living and Inclusion in the Community, for the Member States. It was released in November 2024 and aims, very specifically, to guide how EU funds are used in the EU, and beyond. It is a non-binding guidance but should clarify what is and is not a community-based service, and resolve conflicts around whether an EU-funded project should be halted or not. The disability movement is urging for this guidance to be referenced in the legal texts governing the use of EU funds for the 2028-2034 period, and for adherence with it to be a prerequisite for receiving EU funds.
The European Commission has also financially supported the activity of the European Expert Group on the Transition from Institutional to Community-Based Care, which, as part of its operations, has created a checklist for the national authorities in each Member State on how to ensure EU funds do not go towards financing or maintaining institutional care. This is, however, not an official EU document and carries no legal obligation.
Upon her re-election in July 2024, Commission President Ursula Von Der Leyen committed to increasing the EU’s focus on providing affordable housing.[footnoteRef:107] No mention was made, however, of the accessibility of this affordable housing for persons with disabilities and older people. This is an issue that is becoming increasingly pressing for persons with disabilities in the EU. Housing costs overburden 11.1% of persons with disabilities in the EU. This has increased from 8.5% in 2021 and remains far above the rate of 8.3% for persons without disabilities.[footnoteRef:108] [107:  https://commission.europa.eu/document/download/e6cd4328-673c-4e7a-8683-f63ffb2cf648_en?filename=Political%20Guidelines%202024-2029_EN.pdf]  [108:  https://ec.europa.eu/eurostat/databrowser/view/hlth_dhc060/default/table?lang=en&category=dsb.dsb_ilc.dsb_ilchc] 

In terms of shortcomings in the EU’s approach, closing institutions is an essential part of the transition from institutions to independent living and inclusion in the community. Without a comprehensive EU strategy around this transition, the EU fails to ensure a movement away from institutions and hinders the deployment of community-based and family-based support as well as a clear plan for the development of inclusive housing and neighbourhoods. This lack of EU strategy also leads to inconsistent or inexistent national strategies across the EU, which undermines the full implementation of the CRPD in the European Union.
We call for:
· Making investment in accessible and affordable housing a priority in the EU’s next multiannual Financial Framework, with a particular focus on ensuring accessibility for persons with disabilities and older people.
· Setting up an EU strategy on the transition from institutions to independent living and inclusion in the community.
· The EU to ensure detailed and regular data collection, disaggregated by type of disability[footnoteRef:109], on people living in institutions across the EU. This data should be used to monitor progress in the transition from institutions to community-based living and accompany them with time-bound objectives for the number of people supported in leaving institutions. [109:  According to a 2022 report from Autism-Europe, "The adoption of service quality criteria addressing the beneficiary’s outcomes in terms of inclusion, participation and choice is vital for autistic people. It is all the more important due to their major difficulties to report dissatisfaction and to express their preferences and choice. Established quality principles and criteria for social services are not legally binding and not broadly implemented across EU countries."] 

[bookmark: _Toc187242336][bookmark: _Toc188456962]Article 20: Personal mobility
Due to mobility barriers in all travel modes (rail, air, bus and waterborne transport), persons with disabilities cannot travel independently and spontaneously. These barriers include the lack of accessibility in vehicles and infrastructure as well as the need to pre-notify intention to travel 24 to 48h in advance in order to receive appropriate assistance.
In addition, even though passenger rights regulations[footnoteRef:110] guarantee passengers with disabilities’ right to transport, they also still allow denial of such right due to ‘safety considerations’ (which are not always based on clear and transparent rules), and inaccessible vehicles and transport infrastructures. [110:  Overview of EDF’s feedback on the regulations: https://www.edf-feph.org/content/uploads/2022/01/EDF-Feedback-to-Call-for-Evidence-for-an-Impact-Assessment-of-EU-Passenger-Rights-Regulations.pdf] 

Despite some exceptions (e.g. rail sector) there are very few accessibility obligations in place for the accessibility of vehicles. Besides, while Regulation 2024/1670 on the Trans-European Networks (TEN-T) includes accessibility for persons with disabilities as one of the main objectives of European Transport Infrastructure, it fails to clarify how this objective can be put in practice. There is no reference to the European Accessibility Act, no mention of accessibility in the remit of monitoring and governance mechanisms and no mandatory consultation with accessibility experts and organisations representing persons with disabilities.
In all transport modes, while passengers receive some kind of compensation for delay, cancellation or denied boarding, persons with disabilities are not entitled to compensation when assistance does not show up, information is not accessible or when they are denied boarding.
Air travel
While broken or lost mobility equipment is fully compensated in rail, bus or waterborne transport under EU law, this is not the case for air transport, which is regulated by the Montreal Convention and limits liability to around 1,500 EUR.
Besides, air transport is the only transport mode in which an accompanying person required by the carrier for safety reasons has to pay for the extra ticket (in rail, bus and waterborne transport this person travels free of charge). The Commission addressed this gap in the 2023 Passenger Rights Regulation proposal, however, there is a danger that this provision is removed in the negotiation process due to the pressure of certain Member States.
While persons with disabilities and reduced mobility have a right to travel with their assistance dog in the cabin free of charge, there have been many challenges to put it in practice. The lack of an EU-definition on assistance dog and the coexistence of different national practices have been used as an excuse to implement restrictive (and inconsistent) approaches by airlines, leading to cases of denial of boarding.
Rail travel
There are also remaining issues with the Rail Accessibility Regulation (TSI-PRM).[footnoteRef:111] While this Regulation is very progressive and rail is the only transport mode actually covered by accessibility legislation for both stations and rolling stock, it still allows in some cases that inaccessible trains are manufactured and sold, not allowing independent and spontaneous access. There are, for example, exemptions for double-deck trains and for restaurant cars, and the platform-train interface which causes many of the problems for independent boarding is not addressed in the Regulation. Work to update this regulation has just started at the European Railway Agency, which should come up with a proposal between 2026 and 2028. [111:  Regulation 1300/2014 on Technical Specifications for the Interoperability of the Union’s Rail System for Persons with Disabilities (“TSI-PRM”)] 

Waterborne travel
Accessibility requirements for boats are seriously limited. For example, Directive 2009/45/EC on safety rules and standards for passenger ships lacks provisions on basic accessibility features such as accessible communication and boarding, as well as circulation on board of the vessel. Regulation 1177/2010[footnoteRef:112] does not cover excursion or sightseeing boats and, similar to Regulation 1107/2006[footnoteRef:113] (on air travel), it leaves a “loophole” regarding the right to travel if a person with a disability cannot comply with “applicable safety requirements.” [112:  Regulation (EU) No 1177/2010 of the European Parliament and of the Council of 24 November 2010 concerning the rights of passengers when travelling by sea and inland waterway and amending Regulation (EC) No 2006/2004 Text with EEA relevance]  [113:  Regulation (EC) No 1107/2006 of the European Parliament and of the Council of 5 July 2006 concerning the rights of disabled persons and persons with reduced mobility when travelling by air] 

Bus and coach travel
Despite the existence of Regulation 181/2011 on bus and coach passenger rights, there are different shortcomings. Some key rights of persons with reduced mobility are excluded for services where the distance is shorter than 250 km and there is an inconsistent designation of terminals where assistance is provided.
As pointed out by the 2021 European Commission Study on Regulation 181/2011, while there may be over one million bus stops in the EU, only 250 are designated to provide assistance. It is still shocking to see that some countries have only designated one terminal (Austria, Belgium, Denmark, Latvia, Luxembourg, the Netherlands and Slovenia) and that some big Member States have designated a low number of them (Germany and Spain). Regarding training of staff, the study does not provide further information as to when and how often it is delivered, the content and when it should be renewed. There is also no information about the involvement of persons with disabilities and organisations representing them in the design and delivery of such training.
Besides, accessibility requirements for buses are not comprehensive enough. The UNECE Regulation 107 on Uniform provisions concerning the approval of category M2 or M3 vehicles with regard to their general construction establishes accessibility requirements for certain type of buses[footnoteRef:114]; however, important gaps exist. Among others, there are very few requirements for disabilities other than physical disabilities[footnoteRef:115] and no requirements at all for infrastructure, including bus stops and terminals. [114:  Class I buses with capacity of 22 passengers or more (M2 or M3).]  [115:  No obligations regarding visual, tactile or audio information, which clearly excludes visually impaired and hearing-impaired passengers.] 

Public transport
There are also gaps in the EU legislation regarding public transport, for example in urban transport. No EU-level legislation exists for the accessibility of metros, trams, buses, or trolley buses.[footnoteRef:116] The lack of standardisation and harmonisation of accessibility standards leads to repeating the same mistakes over and over again, as each city or municipality starts more or less from scratch. Additionally, many transport providers do not allow mobility equipment such as e-scooters or even larger electric wheelchairs on buses or trains. This remains an obstacle to the personal mobility of many persons with disabilities. [116:  The regulations and rules are uneven among the Member States, which makes it difficult for persons with disabilities to plan their travels and places to go to, impacting their freedom of movement within the EU.] 

We call for:
· Revision of passenger rights regulations for all transport modes to eliminate pre-notification time to request assistance, to prohibit denial of boarding on the basis of disability (including for lack of accessibility and general safety considerations) and to provide swift and fair compensation when the transport operators deny boarding for persons with disabilities.
· For air travel, the revision should also establish full liability of airlines and airports regarding damaged and lost mobility equipment and avoid situations of denial of boarding.
· Ensuring that the upcoming TSI-PRM revision leads to strong accessibility requirements for train stations and rolling stock. Among others, such revision process should guarantee level access, fully independent boarding, and remove the exceptions that still exist for double-decker trains and restaurant cars.
[bookmark: _Toc187242337][bookmark: _Toc188456963][bookmark: _Hlk29832363]Articles 21: Freedom of expression and opinion, and access to information
Despite some legislative progress in the past years,[footnoteRef:117] in the majority of the EU countries the lack of equal access to information and communication is a barrier to the full participation of persons with disabilities in all aspects of life. The lack of accessibility, adapted formats and means of communication (including in national sign languages), and the lack of suitable assistive and accessible technologies still hinder the freedom of expression and access to information of persons with disabilities. [117:  Such as the transposition and implementation of the Web Directive, the Accessibility Act, the Marrakesh Directive, the Audiovisual Media Services Directive and the Electronic Communications Code.] 

The EU has made a step forward towards strengthening the legal obligation of Member States to ensure accessibility of televised broadcasts and on-demand audiovisual services through the revised Audiovisual Media Services Directive, which was adopted in November 2018. Nevertheless, the Directive is quite vague and does not prescribe any timelines, or qualitative and quantitative targets to reach this goal. The ambiguity of the EU legal text resulted in persons with disabilities having different levels of access to information provided to the general public by TV broadcasters (e.g. news or emergency warnings[footnoteRef:118]). The Directive also does not ensure accessibility of video-sharing (e.g. YouTube, Dailymotion) and social media (e.g. Facebook, X – ex-Twitter) platforms, even though it recognises the increasing public importance of these platforms as channels to share information, entertain, educate, and shape and influence public opinion. It also does not ensure that audiovisual sections of news websites are accessible for persons with disabilities. All these create barriers both to the right to information and freedom of expression. [118:  See under Article 11.] 

Although all EU Member States have officially recognised their national sign languages, access to information, communication, and knowledge in these languages is still not guaranteed across the EU. Despite being fully-fledged languages in their own right, national sign languages are not considered part of the EU’s multilingualism, and the EU does not ensure access to essential resources through them.[footnoteRef:119] [119:  See EUD’s Position Paper "National Sign Languages as EU Official Languages".] 

Access to information, communication and freedom of expression is further hindered by the lack of uniform approach to the availability, quality, and affordability of assistive technologies across the EU. In the absence of an EU legal framework, provision of assistive technologies to persons with disabilities remains under Member State regulations. Different certification schemes and provision models at national level create fragmentation in the Union market, difficulties to the assistive technology industry and, more importantly, fail to ensure equal level of access and choice to these technologies by persons with disabilities. This causes, for example, that the same product has different prices across EU countries, and that persons with disabilities cannot access a specific assistive technology sold in another EU country. Additionally, persons with disabilities must go through lengthy and complex administrative processes, sometimes very medical-oriented, to access these technologies; and in some cases, certain national delivery models discriminate against certain persons with disabilities, based on their age or work status.[footnoteRef:120] [120:  For more information see EDF position on assistive technologies in the EU.] 

We call for:
· Revision of the Audiovisual Media Services Directive to set clear and harmonised EU-wide criteria for audiovisual accessibility. Such criteria should include quantitative and qualitative targets with clear timelines, stating what percentage of audiovisual content should be made accessible and for what type of access service (as a minimum, sign language, audio description, spoken subtitles and subtitling for the deaf and hard of hearing). These targets should be based on the situation of media accessibility in each Member State.
· Requesting European Standards for access services, including icons, which respect existing practices but can be used by countries in which there is no quality guidance.
· Introduction of legislation to guarantee the availability and affordability of assistive technologies for persons with disabilities in the EU single market.
[bookmark: _Toc187242338][bookmark: _Toc188456964]Article 22: Respect for privacy
[bookmark: _Hlk530908335]In a world where the use of emerging technologies is drastically increasing, there are concerns that an unregulated use of artificial intelligence and automated decision-making creates new risks of discrimination for persons with disabilities, but also a significant risk to their right to privacy.[footnoteRef:121] Many people are not well informed about how using online services or connected devices is affecting their privacy. In the EU, citizens have better rights now in relation to the protection of their personal data, thanks to the implementation of the EU General Data Protection Regulation (GDPR), but only few people have practical knowledge of these rights and how to exercise them. [121:  European Disability Forum’s 'Plug and Pray' report on emerging technology highlighted some of the concerns raised by persons with disabilities.] 

Questions have been raised about detection of assistive technologies. For example, some accessibility experts raised concerns about screen reader or browser detection.[footnoteRef:122] Use of assistive technology or digital footprint can reveal disability status by proxy, and information about one’s disability is sensitive personal data. Lack of understanding about the implications of processing and sharing data, including highly sensitive personal data (e.g. health, disability, and biometrics) is common. Informed consent to collect data on user behaviour is required, but in practice consent is not always sought.[footnoteRef:123] There is another worrying trend that service providers restrict the use of assistive technology features, if full access to data is not granted. For example, hearing aids or cochlear implants apps features may be limited, if a user has not granted permission for data collection. [122:  See: https://www.joedolson.com/2014/03/detecting-assistive-technology/]  [123:  The European Federation of Hard of Hearing People told EDF that hearing care professionals often activate data logging in hearing aids and cochlear implants without specific consent from their patients.] 

In relation to the EU, e-health policy and connected EU initiatives, it is very important to ensure that the views of persons with disabilities are taken into account. Unfortunately, this was not the case in the drafting and adoption of the Regulation on the European Health Data Space, which exposes personal health data to unnecessary security and privacy risks. It does that by mandating primary collection and data sharing between healthcare providers and data controllers, by allowing Member States to override patients’ request to opt-out of secondary data sharing for purposes of “public interest” and “public tasks,” and by allowing broad access and use purposes to health data for secondary use. This widespread collection, storage and transfer of data poses significant cybersecurity risks for persons with disabilities and especially rare diseases, at a time when data breaches – whether accidental or caused by foreign adversaries – are occurring almost daily. Persons with disabilities must have the right to access and control what happens to their health data, including the right to opt-out of primary and secondary use. This also implies the development of accessible interfaces and software that comply with existing digital accessibility standards.[footnoteRef:124] [124:  Privacy and data protection related to health status and disability are an especially sensitive area for persons with disabilities. A person’s disability can be detected by their use of assistive technology (e.g. screen reader) when accessing a website. Revelation of one’s disability or health status against their will is not only a violation of their right to privacy but can also lead to discrimination, for example from potential employers or service providers. It can also lead to ‘algorithmic discrimination’ when artificial intelligence-based advertisement systems, for example, could avoid or target persons with disabilities.] 

The GDPR does not sufficiently protect all persons with disabilities, as not all persons with disabilities will be able to refuse consent for processing their data. This is the case for many persons with intellectual and psychosocial disabilities due to substituted decision-making. The EU AI Act does not address this gap in the GDPR, which in practice means that AI systems can process data without the explicit consent of the person, as the right to object has been taken away due to guardianship.[footnoteRef:125] [125:  See EDF (2021). Position Paper on Regulating Artificial Intelligence in the EU] 

Even if the legal right to object to data processing by AI systems is guaranteed on paper, there are practical difficulties for individuals to exercise this right. It will be more difficult to know how to object to data collection or who to contact in case of a data breach by a machine. Additionally, many online services are made available to consumers only when they agree to the terms and conditions of the service, including data gathering. This is not a meaningful way of allowing persons to exercise control of their data.
The Regulation also allows certain uses of AI, which are particularly intrusive against privacy and risk potential harm to persons with disabilities. These are remote biometric identification, biometric categorisation, and emotion recognition by AI systems by public authorities (e.g. law enforcement) as well as private entities and companies.
We call for:
· Measures to ensure that users with disabilities are properly informed about how to protect their privacy, including their right to opt out of both primary and secondary access to their health data, and how to mitigate risks associated with the use of emerging technologies.
· Concrete safeguards to ensure that the privacy and data of all persons with disabilities, including individuals with intellectual, cognitive and psychosocial disabilities, as well as those under substituted decision-making arrangements such as guardianship, are protected when their data is processed by AI systems.
· Adoption of specific actions to prevent potentially harmful data collection by emerging technologies providers.
[bookmark: _Toc187242339][bookmark: _Toc188456965]Article 23: Respect for home and the family
After years of negotiation, the Work-Life Balance Directive was passed by the European Parliament in April 2019 and entered into force on 1 August 2019. Progress was made in several areas, such as paternity leave and recognition of family diversity. For persons with disabilities and their families, the results were more mixed. Informal carers will have a minimum of 5 days leave per year but the level of remuneration for this paid leave will be at the discretion of national governments. The concern remains that national governments set very low remuneration levels, resulting in carers’ leave becoming unaffordable, as well as not raising the threshold of leave above the required minimum. This is a missed opportunity to harmonise levels of welfare across the EU and could leave many families with members who have a disability, under-protected.
The European Semester process in recent years has referred to the issue of respect for home and the family. In 2024, the issue was raised in the country reports of a number of Member States, including Poland, Italy and Lithuania. However, these mentions were typically to explain activities that were already underway in these countries, and no Member State was given a clear recommendation by the European Commission to improve the support made available to families and informal carers. In general, none of the issues raised in the European Semester process regarding persons with disabilities were carried through to the Country-Specific Recommendations.[footnoteRef:126] [126:  This is the part of the semester that has a direct influence on national policy reform and the way EU funds are used in the Member States.] 

Support to families is, however, foreseen as part of the EU’s Child Guarantee for Vulnerable Children. Under this Guarantee, the EU and the Member States commit to financial support to families and towards investing in the services they use, to bring the most vulnerable children in the EU out of poverty. See under Article 6.
As the EU outlines in its reply to the LOIPR, in 2022 the European Commission released the EU Care Strategy. The strategy acknowledges the roles of families and the right to family life. It also puts an emphasis on boosting the sector of service provision for persons with disabilities in order to better support persons with disabilities and their families in the future. Unfortunately, the strategy does not contain binding measures but rather takes a soft approach.
We call for:
· Prioritising the funding of support services for persons with disabilities and their families in the use of EU funding, particularly the European Social Fund Plus, the Recovery and Resilience Facility and funds used beyond the European Union’s borders.
· Greater focus on support for persons with disabilities, their families and informal carers, particularly women, in the next European Semester cycle.
[bookmark: _Toc187242340][bookmark: _Toc188456966]Article 24: Education
Segregated education of children with disabilities remains widespread in many EU Member States. This is particularly the case in lower secondary school where 2% of all learners in the EU are not in mainstream education, particularly for learners with disabilities who are too often placed in special schools.[footnoteRef:127][footnoteRef:128] Belgium, Denmark, Estonia, Germany, Latvia and the Netherlands all have rates of enrolment in segregated schools far above the EU average.[footnoteRef:129] There is also a distinct lack of education aimed at learners without disabilities that would enable them to better include their peers with disabilities, such as how to create accessible documents and digital content, or how to communicate using the national sign language(s) and education to braille. [127:  https://www.european-agency.org/resources/publications/EASIE-2020-2021-cross-country-report]  [128:  According to the Inclusion Indicators 2023 report, informing about the state of play on the right to education for people with intellectual disabilities in Europe, 700,000children with intellectual disabilities are still in segregated schools and 20,000 are getting no education at all. See: https://www.inclusion.eu/inclusion-indicators-report-2023%3A-union-of-equality%3F-here%E2%80%99s-the-reality]  [129:  https://www.european-agency.org/resources/publications/EASIE-2020-2021-cross-country-report] 

Within its limited area of competence in this field, the EU uses the strategic investment of EU funds to influence and promote inclusive education. As the EU points out in its reply to the LOIPR, it uses funds from the EU Social Fund Plus and the Regional Development Fund to support inclusive education and to develop more inclusive learning infrastructures. Since the COVID-19 pandemic, the new Recovery and Resilience Facility has also been used to invest in education. Pressure is also exerted in the form of recommendations emerging from the European Semester process. However, these attempts focus primarily on the link between education and employment. The EU also has the ability to support Member States in the reforms in inclusive education through its Technical Support Instrument, although to date, it has rarely been used for this purpose.
The EU also adopted the Digital Education Action Plan (2021-2027). This is an EU policy initiative to support the sustainable and effective adaptation of the education and training systems of EU Member States to the digital age. The European Commission’s communication on the Action Plan stresses the importance of making sure that digital education is made accessible to all learners with disabilities. But exactly how this will be achieved, and how it will include adult learners taking part in life-long learning schemes, remains unclear.
Exchange programme
The Erasmus+ Programme is the EU programme for education, culture, youth and sport. It is the most successful exchange activity for students and learners in the EU. Despite its success in the 2014-2017 period, only 0.17% of those who took part in education exchanges were persons with disabilities and only 2.5% who took part in Erasmus+-funded youth activities had disabilities.[footnoteRef:130] The programme provides grants dedicated to persons with disabilities. Unfortunately, in many cases students and learners with disabilities are forced to do a shorter exchange or have to go to another place than requested by them, because the funding provided is not sufficient to cover disability related costs (such as sign language interpretation and personal assistance) or the university selected is not accessible. While there has been some progress with the new Erasmus+ Programme,[footnoteRef:131] information about the programme is not available in accessible formats and the websites and platforms used are not compliant with accessibility standards. Another major barrier for students with disabilities is the impossibility to transfer the services they received in their home university to the host country. The introduction of virtual mobility components in the programme can have positive effects; however, it also slows down the actions taken by national agencies to solve issues of costs and accessibility. [130:  No data is publicly available after this period.]  [131:  For example, the possibility to request grants for prefinancing and the obligation to all Member States to develop their own Inclusion and Diversity strategies.] 

Use of artificial intelligence
The EU Regulation on artificial intelligence (AI) allows the use of AI for decision making in education, such as determining admissions, allocating students to educational pathways, assessing learning outcomes and detecting cheating within educational institutions. These applications are categorised as high-risk in the regulation.[footnoteRef:132] While EDF recognises that it is better to regulate these use cases as high-risk, we think AI should be prohibited from being employed for such purposes altogether. [132:  See Annex III 3 of the AI Act. ] 

The increasing reliance on AI-driven decision-making in education has the potential to exacerbate discrimination, particularly against persons with disabilities. These technologies could perpetuate and amplify biases on a large scale, leading to systemic exclusion and reduced participation of persons with disabilities in education. The societal consequences of such exclusion go beyond individual discrimination and undermine broader efforts toward inclusion and equality.
Moreover, allowing AI to be used in this context could conflict with Council Directive 2000/78/EC, which mandates equal treatment in employment and occupation, including in vocational training. The Directive specifically aims to protect persons with disabilities from discrimination, and the use of AI in educational decision-making risks contravening these legal protections by reinforcing discriminatory practices.
We call for:
· Increasing the financial support offered to persons with disabilities taking part in Erasmus+ programmes to ensure their disability-related costs are fully covered.
· Better advertisement of the potential of the Technical Support Instrument to Member States and encouraging them to use it for education reforms and the reduction of segregated schools.
· Promotion of the teaching of national sign languages, education to braille and digital accessibility in national curricula across the EU.
[bookmark: _Toc187242341][bookmark: _Toc188456967]Articles 25-26: Health, habilitation and rehabilitation
Persons with disabilities face a myriad of barriers in accessing healthcare,[footnoteRef:133] resulting in poorer health outcomes, higher unmet medical needs and higher mortality compared to persons without disabilities. Lack of availability, accessibility and affordability of rehabilitation and habilitation services, including across the lifespan,[footnoteRef:134] further restricts inclusion and participation of persons with disabilities in various other areas and may contribute to worse health outcomes, and particularly worse mental health outcomes.[footnoteRef:135] [footnoteRef:136] [133:  For example, many people with intellectual disabilities face barriers to access healthcare. The deprivation of legal capacity and lack of accessible information undermine their right to take informed decisions regarding medical treatments and access information on social protection. According to the Inclusion Indicators 2023, 24 out of 29 European countries do not have easy-to-read information on healthcare available. See: https://www.inclusion.eu/indicators]  [134:  For example, in the case of childhood-onset disabilities such as cerebral palsy, rehabilitation and habilitation services may only be available to children or to children in special schools or institutions, leaving older children and adults without essential services.]  [135:  van Bergen, A. P. L., Wolf, J. R. L. M., Badou, M., de Wilde-Schutten, K., IJzelenberg, W., Schreurs, H., Carlier, B., Hoff, S. J. M., van Hemert, A. M. (2019). The association between social exclusion or inclusion and health in EU and OECD countries: a systematic review. In: Eur J Public Health, 2019 Jun 1;29(3). p575-582. DOI: 10.1093/eurpub/cky143. PMID: 30084924; PMCID: PMC6532832]  [136:  TGEU TransHealth Map 2024 also reveals that persons with disabilities, including deaf and neurodivergent people, have to wait longer or are excluded from accessing certain types of trans-specific healthcare in many EU Member States.] 

According to the Gender Equality Index 2023, on average in the EU, only 19% of women with disabilities and 22% of men with disabilities perceived themselves as being in good or very good health, compared with 84% of women without disabilities and 86% of men without disabilities.[footnoteRef:137] At least 9% of women with disabilities and 8% of men with disabilities reported unmet needs for medical examination, compared with 4% of women and men without disabilities. Besides this, there is only limited or even no data on access to healthcare services by persons with disabilities, let alone data on access to different healthcare services (e.g. rehabilitation, sexual and reproductive healthcare, mental healthcare) by persons with diverse disabilities (e.g. autism, cerebral palsy, deaf persons, etc.). [137:  We note a decrease when comparing to the Gender Equality Index 2020, where 20.2% of women with disabilities and 22.8% of men with disabilities perceived themselves as in good or very good health, compared with 83.8% of women without disabilities and 85.5% of men without disabilities.] 

Accessing adapted healthcare is even more difficult for persons with disabilities moving or travelling to another Member State. This prevents many people with disabilities from being able to enjoy freedom of movement and to seek work or living opportunities in another EU Member State. Disability based discrimination in access to healthcare is not prohibited under EU law (see Article 5).[footnoteRef:138] [138:  Just over half of the Member States prohibit disability discrimination and require providing reasonable accommodation in the field of healthcare. A quarter of Member States only prohibit disability discrimination, but do not provide reasonable accommodation obligation, in the field of healthcare, while nearly a quarter do not have any requirement in this respect. One Member State does not prohibit disability discrimination in the field of healthcare but requires the provision of reasonable accommodation.] 

The mission letter to the Commissioner-designate for Health and Animal Welfare, Olivér Várhelyi has a strong focus on competitiveness and fostering regulatory environments favourable to pharmaceutical and other industry sectors. It failed to prioritise health equity, making no mention of equal access to healthcare across priority areas.[footnoteRef:139] The EU should make clear how the new Commissioner and his office will prioritise health equity for persons with disabilities. [139:  See the Mission Letter to Olivér Várhelyi, Commissioner-designate for Health and Animal Welfare, from Ursula von der Leyen, President of the European Commission.] 

EU Health Funding
The EU4Health Programme is the main financial instrument to support EU health policies and was mentioned as such in the EU’s reply to the LOIPR when detailing the actions it supports. However, in early 2024, the EU decided to reallocate 1 billion euros, nearly a third of the overall EU4Health budget, to various other priorities. With such deep cuts, it is unclear how the EU will carry out planned actions and how actions aimed at reducing health inequities for persons with disabilities will be prioritised. There has also been a lack of transparency around the decision-making process, lacking consultation or involvement of organisations of persons with disabilities.
The study on access to healthcare for persons with disabilities was funded by the EU4Health 2022 Programme. It will culminate in a set of guidelines to Member States on increasing access and overcoming barriers. The EU should ensure adequate resources to support Member States in guideline implementation and earmark future EU funds for related research and developments.
European Health Union
In reaction to the COVID-19 pandemic, the European Commission took the initiative to build a European Health Union, in which all EU countries prepare and respond together to health crises, medical supplies are available, affordable and innovative, and countries work together to improve prevention, treatment and aftercare for diseases such as cancer.[footnoteRef:140] The plan identified persons with disabilities as a target population among vulnerable groups and committed to ensuring access to essential social support services and information. However, an evaluation of the state of preparedness did not mention any progress on these commitments or the benefits to persons with disabilities from its flagship initiatives.[footnoteRef:141] [140:  EDF sent recommendations on the European Health Union Package presented in 2021, focusing on: involvement of representative organisations of persons with disabilities, right to life, equality and non-discrimination, preparedness and response, accessibility, data collection and EU external actions.]  [141:  European Commission (2022). State of Health preparedness report] 

Among its flagship initiatives, the Commission launched a Beating Cancer Plan to prevent cancer and to ensure that cancer patients, survivors, their families and carers can enjoy a high quality of life. The Plan includes actions and flagship initiatives covering the entire disease pathway. While the Plan did not foresee targeted measures for persons with disabilities, it has responded to input from EDF regarding a number of consultation and feedback opportunities[footnoteRef:142].  [142:  The European Cancer Inequalities Registry now includes disability as an inequality dimension for analysis; the Council Recommendation on vaccine-preventable cancers includes specific reference to persons with disabilities and the barriers faced in access and uptake.] 

The EU should also make clear how it will support Member States in the implementation of the Council Recommendation on vaccine-preventable cancers, including through the involvement of organisations of persons with disabilities, to ensure it achieves its inclusive aims. Similarly, for remaining activities, the EU must continue to ensure disability inclusion. If accessibility with regard to prevention, detection, diagnosis, and treatment is not ensured, persons with disabilities will be excluded from this initiative. Women with disabilities are particularly affected when it comes to breast and uterine cancer prevention, because of this lack of accessibility to medical and radiology equipment and facilities.
Under the European Health Union, the EU also launched a comprehensive approach to mental health. It recognises various mental health determinants for persons with disabilities and collects initiatives including the Commission guidance on independent living and inclusion. However, Mental Health Europe notes that the approach does not constitute any new initiatives or funding, but rather a reorganisation under this new umbrella. Similarly, it makes reference to reintegration into society after recovery, suggesting continued support for institutional or segregated mental healthcare services.[footnoteRef:143] The EU should ensure continued focus on the mental health determinants of persons with disabilities as well as access to mental healthcare services in ongoing and future activities. [143:  See MHE’s analysis of the communication: https://www.mentalhealtheurope.org/library/briefing-on-recent-eu-policy-developments-on-mental-he] 

Habilitation and Rehabilitation
Despite the lack of availability and accessibility of disability-specific habilitation and rehabilitation services, efforts towards improved access and innovation at the EU level remain minimal. A recent analysis of EU laws and policies on disability highlights the absence of dedicated strategies or funding mechanisms specifically aimed at developing, implementing, or overseeing rehabilitation services.[footnoteRef:144] Similarly, rehabilitation and habilitation services are excluded from the scope of coverage in situations of cross-border healthcare. [144:  European Commission (2023). Annotated review of European Union law and policy with reference to disability.] 

There are various instruments addressing social inclusion, independent living, education, employment, and personal mobility may incorporate elements of non-health-related rehabilitation. The EU should ensure that rehabilitation services are identified as an investment priority in existing programmes and future regulations, such as the EU cohesion funding.
The World Health Organisation is a leading actor driving change in the field of rehabilitation. It is unclear what commitments, if any, the EU has made to its Rehabilitation 2023 initiative,[footnoteRef:145] which aims to strengthen health systems and rehabilitation services. [145:  See the World Health Organisation’s Rehabilitation 2030 initiative: https://www.who.int/initiatives/rehabilitation-2030] 

Cross-border healthcare 
Directive 2011/24/EU on patients’ rights in cross-border health care (Patient Mobility Directive) guarantees the right to all patients to seek healthcare in another EU Member State. In 2021, the European Commission launched an evaluation of the Directive with an external evaluation published in 2022.[footnoteRef:146] [146:  European Commission (2022). Study supporting the evaluation of the Directive 011/24/EU to ensure patients’ rights in the EU in cross-border healthcare Final Report] 




Patients with disabilities continue to face barriers in accessing cross-border healthcare. In particular, the National Contact Points (NCP) in charge of providing information on access to cross-border healthcare do not systematically provide accessible and targeted information to patients with disabilities. For example, on the National Contact Points’ websites no information is provided on reasonable adjustments of healthcare facilities and services, neither on sexual nor reproductive healthcare services. Few websites provide information on physical accessibility of healthcare facilities[footnoteRef:147] and only 10 out of the 30 NCP websites were found to be accessible for people with sensory disabilities[footnoteRef:148]. [147:  More detailed information on the Directive is available in the EDF report on access to cross-border healthcare by patients with disabilities in the EU.]  [148:  European Commission (2022). Study supporting the evaluation of the Directive 011/24/EU to ensure patients’ rights in the EU in cross-border healthcare Final Report] 

The Directive also does not include specific mandatory provisions to address the needs of individuals with limited mobility, such as elderly people or those with disabilities.
In addition, EU law on cross-border healthcare includes an optional provision on the reimbursement of additional disability-related costs. Whether disability-related costs (e.g. increased transport costs and costs incurred by personal assistants) are reimbursed has an obvious impact on the capacity of patients with disabilities to exercise their right to planned cross-border healthcare, yet only a few Member States disclose whether these costs will be reimbursed. A previous report shows that no additional costs were reimbursed in 76% of a small sample.[footnoteRef:149] Even for treatments not subject to prior authorisation, reimbursement took an average of 56 days in 2019, resulting in a greater financial burden for persons with disabilities, who generally have greater utilisation rates, higher unmet medical needs and lower material wealth than persons without disabilities. Financial barriers were noted as a key barrier in accessing healthcare across borders.[footnoteRef:150] [149:  IF (2016). Impact of cross-border healthcare on persons with disabilities and chronic conditions. p3, p15.]  [150:  European Commission (2022). Study supporting the evaluation of the Directive 2011/24/EU to ensure patients’ rights in the EU in cross-border healthcare Final Report] 

We call for:
· Restoring and ensuring future funding to the EU4Health programme to implement future activities aimed at addressing health inequities for persons with disabilities.
· A revision of the Patient Mobility Directive for equal access to healthcare for patients with disabilities in cross-border situations, expanding the scope of coverage to include rehabilitation services.
· Supporting Member States through financial discharging and through exchange of good practices on the implementation of guidelines to increase access and overcome barriers in access to healthcare for persons with disabilities, as well as through the adoption of an EU action plan on access to affordable and accessible rehabilitation across the lifespan for persons with diverse disabilities, in line with the World Health Organisation’s Rehabilitation 2030 agenda.
[bookmark: _Toc187242342][bookmark: _Toc188456968]Article 27: Work and employment
[bookmark: _Hlk83665549]Across the EU, persons with disabilities are far less likely to be employed than persons without disabilities. Eurostat reports that only 50.6% of men and 45.9% of women with disabilities are employed, often in part-time or low-paid jobs. For those with higher support needs, employment drops to 28.6%.[footnoteRef:151] These figures conceal poor working conditions and job insecurity. The figures are even lower when looking at full-time employment, with solely 20% of women with disabilities and 29% of men with disabilities working full-time.[footnoteRef:152] Among the most affected are persons with psychosocial, intellectual and cognitive disabilities, although persons with all kinds of disabilities, particularly those with high support needs, face significant barriers.[footnoteRef:153] The European Commission now publishes data annually on the disability employment gap (the difference in percentage points between the employment rates of persons with and without disabilities) in all Member States, to track whether barriers for persons with disabilities are increasing or decreasing. [151:  https://ec.europa.eu/eurostat/databrowser/view/lfsa_egaidl/default/table?lang=en&category=dsb.dsb_lab]  [152:  Gender Equality Index 2023, Work]  [153:  According to the Inclusion Indicators 2023 report, informing about the state of play of the inclusion of people with intellectual disabilities in Europe, this number drops to 10%. See: https://www.inclusion.eu/indicators] 

The main barriers faced by persons with disabilities include the incompatibility of disability allowances with working (irreversible loss of allowances and being worse off in work due to the extra living costs incurred for persons with disabilities), an absence of reasonable accommodation in the workplace and discrimination from employers on the perceived abilities of workers with disabilities.
The EU has taken a number of measures to support the employment of persons with disabilities.[footnoteRef:154] Since 2000 the EU has an Employment Equality Directive which outlaws discrimination on the grounds of disability and enshrines the right to reasonable accommodation at work.[footnoteRef:155] Since the provision of reasonable accommodation was shown to be unevenly put into practice across the Member States, in 2024 the European Commission released its guidelines on reasonable accommodation in the workplace. However, the guidelines are not legally binding. [154:  For example, the EU has invested directly in projects to assist in the integration of persons with disabilities into the labour market, notably using the EU Social Fund. The EU also facilitates, by means of an EU Regulation, the use of State Aid in the Member States to support inclusive employment, subsidise wages and provide reasonable accommodation. The General Block Exemption Regulation (EU) No 651/2014 declares this category of aid compatible with the internal market in application of Articles 107 and 108 of the Treaty on the Functioning of the EU. Finally, the Employment Equality Directive (Council Directive 2000/78/EC) establishes a general framework for equal treatment in employment, vocational guidance, and training.]  [155:  https://ec.europa.eu/social/main.jsp?catId=166&langId=en] 

Member States are also encouraged to make use of EU funds to promote the employment of groups who are regularly excluded from the labour market, particularly through the use of the European Social Fund Plus. The Regulation on the use of these funds states that 25% of the money should be used by Member States to foster social inclusion, which in part requires assisting groups such as persons with disabilities on their way into the open labour market. However, the extent to which this is done, and indeed the European Commission’s ability to track how the money is being used, appears to be insufficient.
Pay transparency
Salary disparities remain and many persons with disabilities stay unemployed or face in-work poverty. Women with disabilities are even more at risk as they face both a gender and disability pay gap. According to the Gender Equality Index 2023, the average of the mean monthly earning in purchasing power standard[footnoteRef:156] of women with disabilities is 1.885 compared with 2.334 for men with disabilities, 2.045 for women without disabilities and 2.658 for men without disabilities.  [156:  The mean monthly earning, besides earnings from paid work, includes pensions, investments, benefits, and any other source of income. It is expressed in the purchasing power standard (PPS), which is an artificial currency that accounts for differences in price levels between Member States.] 

In 2023 the EU adopted a Directive on pay transparency to combat the gender pay gap. The Directive obliges employers to provide information on pay in accessible formats for persons with disabilities. However, there is no obligation for companies to collect data and statistics disaggregated by disability.
Adequate Minimum Wage
In 2022, the EU adopted a Directive on adequate minimum wage. Persons with disabilities are all too often paid below national or sectoral minimum wage thresholds. This is particularly problematic in certain sheltered workshop settings where workers are not given the legal status of employees and therefore do not have the same rights regarding wages, social protection, paid sick leave etc.
The rules will apply to all EU workers who have an employment contract or employment relationship, including those with disabilities. While the rules also apply to workers in sheltered employment, the wording is unclear. The recital references the CRPD and the requirement to provide “equal remuneration for work of equal value”, and this principle includes minimum wage requirements and sheltered employment. However, the final wording is too ambiguous. As such, workers in sheltered employment who do not have a legal employment contract might find themselves exempt from the wage protection offered by the Directive.
Risk of algorithmic discrimination in employment
The EU Artificial Intelligence (AI) Regulation allows the use of AI for recruitment, selection, promotion, and termination decisions in employment.[footnoteRef:157] The use of AI-based recruitment tools have already proved to be discriminatory towards persons with disabilities, and members of other marginalised groups.[footnoteRef:158] In this sense, persons with disabilities can be subject to intersectional discrimination even if it is not based on their disability.[footnoteRef:159] Allowing the use of AI for job recruitment purposes, risks amplifying already disproportionately high unemployment (and poverty) rates for persons with disabilities in the EU and jeopardises the aim of Directive 2000/78/EC to protect persons with disabilities, among others, from discrimination in employment. [157:  See Annex III 3 of the EU AI Act]  [158:  HireVue, an AI-powered video-interviewing system used by large firms such as Goldman Sachs and Unilever, was found to massively discriminate against many persons with disabilities who have ‘out-of-the-norm’ facial expressions and voice. Among others, this affected deaf, blind, and deafblind persons, as well as those with speech impairments and people who survived a stroke. AI systems are widely deployed in the US to use personality characteristics as a signal of job success for specific kinds of roles, even though studies have shown they have no correlation with job performance. These tests tend to disproportionately screen out people with disabilities, specifically persons with psychosocial disabilities. AI-based application screening tools often negatively score gaps in candidates’ employment. This can result in a lower score for a candidate with a disability who might have taken a break from work due to health reasons. Gaps in employment is a proxy that also tends to discriminate against women (connected to having children), which means women with disabilities are at even greater risk of being discriminated than women and than persons with disabilities. Persons with disabilities who have intersecting identities, for example trans* persons with disabilities, are also subject to a higher discrimination risk even if not on the ground of disability, as seen in the case of Uber suspending trans* drivers’ accounts. The Uber security feature required drivers to take a selfie to verify their identity. If the photo did not match to other photos on file, it was flagged, and the driver’s account was suspended. This type of security software can also discriminate against a person who acquired a scar due to a burn, for example, or has undergone a facial reconstruction surgery.]  [159:  See EDF (2021). Position Paper on Regulating Artificial Intelligence in the EU] 

Given that job candidates will often not even be aware that they were subject to discriminatory algorithmic assessment, enforcing the Directive will become extremely difficult.
Reporting on corporate sustainability
In June 2023, the EU agreed on a new set of non-financial reporting requirements for businesses operating in the EU. This came thanks to the Corporate Sustainability Reporting Directive approved in 2022. The reporting standards are applicable for the reporting year 2024 and onwards, or as of 2026 for Small and Medium Enterprises.
The reporting requirements mean businesses will need to reveal a number of ways in which they include persons with disabilities, including the number of employees with disabilities, and how many of them occupy managerial roles. It remains unclear who will be able to access this reporting and whether it will be made public or not.
Migration
The EU Talent Pool Regulation was proposed by the European Commission in November 2023 and is currently negotiated in the Council of the EU and the European Parliament. The Regulation aims at establishing a platform for hiring workers in third countries. The EU has taken several measures to support the employment of persons with disabilities living in the EU. However, the proposed Regulation establishing an EU Talent Pool does not refer to these measures, nor does it ensure that the Talent Pool Platform is accessible and inclusive of job seekers and workers with disabilities. The Regulation does not require the online platform to be accessible to persons with disabilities.
The Action Plan on Integration and Inclusion of migrants and people of migrant background was adopted by the European Commission in 2020. It runs from 2021 to 2027 and proposes concrete actions to support Member States and other relevant stakeholders in overcoming integration-related challenges for migrants and EU citizens with a migrant background. We participated in consultations prior to its adoption. The action plan mentions the integration of migrants with disabilities in relation to education, employment and access to healthcare services. However, we have no information about how this is put into practice.
We call for:
· Creation of a more direct link between EU funding and support for the employment of persons with disabilities in the open labour market. Consider creating an EU-funded Disability Employment and Skills Guarantee, similar to the EU Youth Guarantee focused on assisting young people into employment, but tailored specifically to persons with disabilities looking for work.
· Further guidance from the Commission for the Member States on 1) the Minimum Wage Directive to avoid ambiguity about its application in cases of sheltered workshops where persons with disabilities do not have employment contracts and to ensure that these workers are not exempt from their right to a fair living wage, and 2) reforms to social security systems that allow more flexibility to let persons with disabilities retain disability allowance and access to services when working.
· Promotion of gender equality and diversity when recruiting workers from outside the EU via the EU Talent Pool. This means recruiting and employing workers with disabilities that are particularly prone to exclusion from the labour market. It also means ensuring the EU Talent Pool platform is accessible to persons with disabilities in line with EU accessibility legislation.
[bookmark: _Toc187242343][bookmark: _Toc188456969]Article 28: Adequate standard of living and social protection
EU data reveals that being a person with a disability in the EU significantly increases the risk of experiencing poverty and social exclusion. EU figures suggest that 28.8% of all persons with disabilities currently live at risk of poverty and social exclusion.[footnoteRef:160] Persons with disabilities are shown to face a higher risk of poverty and social exclusion than the general population in all 27 Member States and even more so women with disabilities. [160:  Eurostat ‘Persons at risk of poverty or social exclusion by level of disability (activity limitation), sex and age’] 

13 EU Member States have seen increases in the risk of poverty and social exclusion among persons with disabilities in the past five years. These Member States are Austria, Croatia, Cyprus, Denmark, France, Greece, Hungary, Luxembourg, Malta, the Netherlands, Slovakia, Slovenia and Sweden.[footnoteRef:161] [161:  Ibid.] 

Not only are persons with disabilities poorer, but they also face extra costs from living in a society that is not adapted to them: disability-related costs are estimated at 23,012 EUR per year in Sweden or 14,550 EUR per year in Belgium, for example.[footnoteRef:162] The rise in the cost of housing, in particular, has been putting increased strain on the budgets of persons with disabilities. The current housing crisis is compounded by the lack of affordable and accessible housing. Housing expenses accounted for 30.2% of the disposable income for the average person with a disability in the EU in 2023, compared with 27.4% in 2018.[footnoteRef:163][footnoteRef:164] [162:  Antón, J. I., Braña, F. J. and Muñoz de Bustillo, R. (2016). An analysis of the cost of disability across Europe using the standard of living approach. In: SERIEs, 7. p281-306. https://doi.org/10.1007/s13209-016-0146-5]  [163:  Eurostat ‘Share of housing cost in disposable income by level of disability (activity limitation), sex and age’]  [164:  Also see; Eurostat ‘Housing cost overburden rate by level of disability (activity limitation), sex and age’] 

The cost of food also poses a considerable burden, especially due to inflation. 13.8% of persons with disabilities in the EU are unable to afford a meal with meat, chicken, fish (or vegetarian equivalent) every second day (an increase from 11.9% in 2018).[footnoteRef:165] [165:  Eurostat ‘Inability to afford a meal with meat, chicken, fish (or vegetarian equivalent) every second day by level of disability (activity limitation), sex and age’] 

While the European Union treaties do not allow it to legislate on issues of social protection, it can guide the Member States in improving or harmonising their practices. In 2022, the European Commission funded a study into the way social protection for persons with disabilities differs across the countries of the European Union and elsewhere in Europe, to highlight where gaps exist and where good practices exist.
On the horizon, with the start of a new mandate of the European Commission, are the promises of a new EU anti-poverty strategy and a European Affordable Housing Plan. Only time will tell if these actions take into account the acute dangers faced by persons with disabilities regarding poverty and social exclusion, and a severe lack of affordable and accessible housing. These were outlined on 18 July 2024 by President Von der Leyen in her statement to the Parliament on her political priorities for 2024-2029[footnoteRef:166] and are under the responsibility of the Executive Vice-President for People, Skills and Preparedness[footnoteRef:167] and the Commissioner for Energy and Housing.[footnoteRef:168] [166:  https://multimedia.europarl.europa.eu/en/video/statement-by-european-commission-president-ursula-von-der-leyen-candidate-for-a-second-mandate-2024-2029-speech-by-ursula-von-der-leyen_I258785]  [167:  https://commission.europa.eu/document/27ac73de-6b5c-430d-8504-a76b634d5f2d_en]  [168:  https://commission.europa.eu/document/1c203799-0137-482e-bd18-4f6813535986_en] 

We call for:
· Prioritising funding of accessible and affordable housing using the EU Regional Development Fund (ERDF). Supporting the provision of affordable and accessible housing must become a priority when the EU funding regulations are revised for the 2028-2034 funding period.
· Increasing the budget attributed to the EU Social Fund in the next EU budget (as of 2028) in order to provide more funding to the social integration and material wellbeing of people belonging to marginalised communities.
· Conducting detailed study into the extra cost of living for persons with disabilities. The study should take into account the extra cost of living faced by persons with different kinds of disabilities, as well as how it varies in different parts of the EU.
[bookmark: Part_1_Article_29][bookmark: _Toc187242344][bookmark: _Toc188456970]Article 29: Participation in political and public life
The EU Treaty and the EU Charter on Fundamental Rights recognise the right of persons with disabilities to be free from discrimination in exercising their citizenship rights, including the right to vote and stand for elections. Still, persons with disabilities face a series of legal and practical barriers that prevent them from exercising their right to participation in political and public life on an equal basis with others.
According to the European Economic and Social Committee, approximately 400,000 persons with disabilities are deprived of their right to vote in the EU. The EU’s Fundamental Rights Agency recently published a report confirming that only 14 Member States uphold the right to vote to all persons with disabilities regardless of legal capacity status. However, as the EDF Human Rights Report on political participation points out, in each of the 27 EU countries, there are rules or organisational arrangements that deprive some voters with disabilities of the possibility of participating in European Parliament elections on an equal basis with others.
Additionally, only 10 EU countries guarantee the right of all persons with disabilities to stand as candidates in the European Parliament elections.[footnoteRef:169] As a matter of fact, among the 720 Members of the European Parliament, only three members have a visible or publicly acknowledged disability. EDF is not aware of any national nor EU scheme supporting candidates with disabilities standing for office. [169:  Austria, Croatia, Denmark, Germany, Italy, Luxembourg, the Netherlands, Slovenia, Spain and Sweden.] 

In May 2022, the European Parliament adopted a resolution proposing a new EU Electoral Law to amend the existing rules from 1976. This proposal includes the right to vote regardless of legal capacity status, as well as different provisions regarding accessibility, ensuring voting independently and in secret and free choice of assistance. This proposal is still under discussion by the EU Member States in the Council, and according to media reports, it does not seem that EU countries will agree on it anytime soon (see Articles 4 and 7).
Whereas the European Commission was not involved in the proposal for a new EU Electoral Law, the Commission did propose two Directives setting provisions for mobile EU citizens. This is because, under EU Treaties, EU citizens residing in another Member State have the right to vote in elections to the European Parliament and municipal elections of their country of residence. In the proposed Directives the European Commission did not ensure the prevalence of the right to vote in situations in which a person with a disability moves from one country where they have the right to vote to another which does not uphold this right, and vice versa.
More positively, the European Commission published in 2023 a Guide of good electoral practices in Member States addressing the participation of citizens with disabilities in the electoral process. However, and most worrying for the disability movement, soon after the publication of the Guide, the Commission published Recommendations to Member States regarding inclusive and resilient elections. One of the recommendations calls EU countries to remove “the blanket removal of electoral rights of persons with intellectual and psycho-social disabilities without individual assessment and possibility of judicial review”, thus legitimising that certain people with disabilities, including those with dementia, can be deprived of their right to vote in some cases.
We call for:
· The adoption of a new EU Electoral Law and a revision of the mobile EU citizens Directive to guarantee the right to vote and stand as candidate of persons with disabilities in European Parliament and municipal elections across EU countries.
· A new set of recommendations by the European Commission to EU Member States concerning the political rights of persons with disabilities which state clearly that no person with a disability can be denied the right to vote and the right to stand as candidate.
· The EU institutions to carry out consultations and democratic exercises which are inclusive and accessible to persons with disabilities in all their diversity.
[bookmark: _Toc187242345][bookmark: _Toc36001168][bookmark: _Toc188456971]Article 30: Participation in cultural life, recreation, leisure and sport
[bookmark: _Hlk184305233]On 1 October 2018, the EU ratified the Marrakesh Treaty[footnoteRef:170], which grants certain copyright exemptions to create accessible versions of print material like books or magazines. Unfortunately, the EU Directive incorporating the Marrakech Treaty includes a provision allowing Member States to make the not-for-profit entities that produce accessible format copies pay a compensation to the rights holders (copyright or related). It undermines the aim of the Marrakesh Treaty and is unfair to ask not-for-profit authorised entities to compensate rights-holders when they are remedying the publishers’ failure to provide accessible format copies in sufficient numbers in the first place.[footnoteRef:171] [170:  Marrakesh Treaty to Facilitate Access to Published Works for Persons Who Are Blind, Visually Impaired, or Otherwise Print Disabled (2013)]  [171:  Besides, Article 3(3) of the Directive already limits the use of the copyright exemption to “certain special cases which do not conflict with a normal exploitation of the work or other subject matter and do not unreasonably prejudice the legitimate interests of the rightsholder.”] 

In the absence of EU legislation on accessibility of the built environment,[footnoteRef:172] persons with disabilities continue to face barriers when accessing cultural performance venues, sites of historical significance as well as tourist, recreational, leisure and sports facilities. These access barriers prevent persons with disabilities from developing and using their creative, artistic, and intellectual potential for the benefit of society as a whole, and from participating in sports activities not only as spectators but also as players. [172:  As noted under Article 9, the European Accessibility Act does not ensure accessibility of the built environment, because transposing the relevant built environment requirements (Annex III) are voluntary for Member States. Only if those are transposed in national legislation will they need to be complied with. However, there is little motivation from most Member States to go beyond what the Act requires them, and even if some Member States do it (and others do not) this will create a fragmented picture for accessibility of the built environment for persons with disabilities.] 

Travelling and tourism can also be a challenge for persons with disabilities, as finding the information about services, online reservation, orientation in unfamiliar surroundings, checking luggage on a plane, and booking accessible accommodations often prove difficult, costly and time consuming. While the European Disability Card[footnoteRef:173] will ensure equal treatment for persons with disabilities who are visiting another Member States to benefit from the same special conditions or preferential treatment like a national with disabilities, it will not directly address the issue of lack of accessibility. The positive side effects are expected to be better visibility of tourists with disabilities, which will hopefully also lead to increased awareness about the need for accessibility. [173:  See under Article 18 in the report.] 

The EU also has several initiatives related to culture, such as the European Capital of Culture or the EU Prize for Contemporary Architecture (Mies van der Rohe Awards). Those initiatives currently do not mainstream the inclusion of persons with disabilities.[footnoteRef:174] In addition, fundings available under the Creative Europe programme missed the opportunity to mainstream disability and monitor the impact of EU-funded cultural projects on persons with disabilities. [174:  Unlike the New European Bauhaus Prizes.] 

[bookmark: _Hlk184305271]We call for:
· [bookmark: _Hlk183016079]A revision of the EU Directive implementing the Marrakesh Treaty, to delete Article 3(6) which allows Member States to provide in their legislation for compensation schemes for rights-holders.
· Expansion of the scope of the Marrakesh Treaty to new types of work. This could include copyright exceptions for inaccessible audiovisual content, as copyright often prevents audiovisual media service providers from making accessible non-proprietary content.
· A non-discriminative and inclusive approach to the accessibility of culture, leisure and sports by making accessibility a condition to the distribution of funding via the relevant programmes (i.e. Creative Europe, ERASMUS+).
[bookmark: _Toc187242346][bookmark: _Toc188456972]Article 31: Statistics and data collection 
Eurostat is the statistical office of the EU. Among its key objectives we see that of “providing statistics on key areas of social policy where the citizens are the centre of the interest” (Objective 3.2.1).[footnoteRef:175]I a Disability is identified as an area within this objective and Eurostat has moved away from the medical approach (disability is not addressed within the health section anymore). All data must be disaggregated by gender. In January 2024 Eurostat improved the availability and ease of finding comparable EU data on persons with disabilities. It launched a new thematic page on disability and a Disability Database, an easy-to-find webpage with all comparable EU data on persons with disabilities. It covers data in areas such as disability prevalence, income and living conditions, social protection, access to the labour market, access to education and training, access to health and care services, access to information and communication technologies, violence against women with disabilities, leisure and social participation, health status and determinants and overall experience of life. [175:  The programme is governed by Regulation No. 99/2013 of the Parliament and the Council of 15 January 2013 on the European statistical programme 2013-17. It has been extended to 2020 by Regulation (EU) 2017/1951 of the European Parliament and of the Council of 25 October 2017.] 

However, this data falls short of disaggregating by type of disability, something that would be afforded by data collection techniques such as the Washington Group Short Set of questions. It also misses from its scope persons with disabilities living in institutions, as it only reaches people living in households, which does not include residential and institutional care. Therefore, we almost entirely lack adequate data on persons with disabilities living in institutions.
An important issue faced concerning the data collected by Eurostat is that they are based on the statistics produced at national level and that Member States do not agree on a common approach to disability.
In 2023, the Fundamental Rights Agency of the EU issued human rights indicators on implementing the CRPD. They are aimed at national monitoring frameworks to fulfil their monitoring responsibility set out in Article 33. However, they are not used per se by the EU itself for its own monitoring.
There has been no major event or campaign aiming to disseminate the available data and understanding of the living situation of persons with disabilities, except for the publications by the European Disability Expertise tender, funded by the European Commission, which in 2022 gave an overview of the impact of COVID-19 on persons with disabilities in each of the EU Member States and in the EU as a whole.
Data on women and girls with disabilities 
Certain data and statistics about women and girls with disabilities are also missing. The European Institute for Gender Equality (EIGE) started to disaggregate some of the data of its Gender Equality Index by disability. Unfortunately, some important areas are not covered, notably in relation to power (decision-making positions across the political, economic and social spheres). In addition, there is very limited analysis of the situation of women and girls with disabilities in EU partner countries. Inclusive and intersectional data are not being collected by the EU’s external action services and the EU delegations.
Data in international relations and disaster risk reduction
The latest version of the DG ECHO partners’ reporting guidelines encourages the use of the Washington Group Short Set of questions for data disaggregation. However, this is not obligatory, and no reporting indicator measures the extent of its implementation. Similarly, risk assessments or disaster loss data collected within the EU by the EU Disaster Risk Management Knowledge Centre or the EU Joint Research Centre are not routinely disaggregated by disability. In 2016, during the development of the Sendai Framework Indicators, the EU Joint Research Centre position expressed the view that disaggregating data by disability was not a reasonable aim given the available resources.
Other EU bodies also fail to disaggregate data by disability. For example, the European Centre for Disease Prevention and Control,[footnoteRef:176] responsible for monitoring the COVID-19 pandemic in the EU, did not provide statistics on persons with disabilities, though data was disaggregated by age and gender. [176:  Agency of the European Union aimed at strengthening Europe’s defences against infectious diseases] 

We call for:
· Using the Washington Group Short Set of questions to enable data collection by type of disability in key areas, together with national data-collection offices.
· Frequent data collection on people living in institutions in the EU.
[bookmark: _Toc187242347][bookmark: _Toc188456973]Article 32: International cooperation
Persons with disabilities represent 16% of the global population, with 80% living in low- and middle-income countries.
The European Commission’s strategy for development cooperation is called Global Gateway. Launched in 2021, Global Gateway focuses on investments in five sectors: digital, climate and energy, transport, health, and education and research. The Commission describes the Global Gateway as an “EU plan for major investment in infrastructure development around the world.”[footnoteRef:177] Civil Society has noted that Global Gateway has failed to adequately prioritise inequalities. [177:  Global Gateway has faced several criticisms since its inception. Notably, the initiative has been criticised for acting as an alternative to China’s Belt and Road in order to serve EU geopolitical interests and the European private sector at the expense of EU commitments on sustainable development.] 

Within Global Gateway, the EU follows several key policies that shape its international cooperation activities. In 2021, the EU introduced the Neighbourhood, Development and International Cooperation Instrument – Global Europe (NDICI-GE), which consolidated several former external financing instruments. This new framework is designed to support the countries most in need. The NDICI-GE also requires the EU to adopt a human rights-based approach (HRBA) in its international cooperation, with principles that include equality and non-discrimination. Originally published in 2014, the HRBA Toolbox was revised in 2021 to further enhance its focus on inclusivity. Notably, the 2014 version made only two references to ‘disabilities’. In contrast, the 2021 revision includes numerous references to the rights of persons with disabilities and the importance of disability inclusion throughout its text. An important step forward within EU international cooperation.
In 2024, the Commission also adopted the Enlargement Package 2024, providing a detailed assessment of the state of play and the progress made by Albania, Bosnia and Herzegovina, Kosovo, Montenegro, North Macedonia, Serbia, Georgia, the Republic of Moldova, Ukraine and Türkiye, on their respective paths towards EU accession. The country reports provide details on the situation of persons with disabilities and the progress/reforms countries need to put in place, in order to adhere to the EU acquis, which includes the CRPD. Monitoring this early process, it is therefore of extreme importance to ensure that the EU accession is disability inclusive.
In 2023, the Commission also published the Guidance note – Leaving no one behind – Disability inclusion in EU external action, which aims to support EU external cooperation staff and partners in integrating the rights of persons with disabilities across the work, including in policy, programming and implementation of actions. This note is aligned with the HRBA and its toolbox by having a more in-depth look at the rights of persons with disabilities.
Meanwhile, the EU’s work towards implementing the CRPD globally is specifically guided by several external action policy documents, including the 2017 European Consensus on Development, the EU Action Plan on Human Rights and Democracy 2020-2027, and the EU Human Rights Guidelines on Non-Discrimination in External Action. In addition, Section 6 of the EU Strategy for the Rights of Persons with Disabilities 2021-2030 addresses the EU’s external actions in this area.
While the EU is the largest donor in the field of international cooperation and has taken important steps to ensure disability inclusive development over the years such as the guidance note on disability inclusion and mainstreaming disability more into its aid projects, it has not yet undertaken all appropriate measures to enhance EU disability-inclusive development policies and programmes.
For example, there is no Disability Action Plan in EU External Action similar to the EU Action Plan on Gender Equality and Women’s Empowerment in External Action or to the Human Rights and Democracy Action Plan in EU global actions. This creates incoherence in policies and programmes established with European funds and more barriers for persons with disabilities in the world to be part of EU policies and programmes. Any Disability Action Plan should be in line with the CRPD-compliant implementation of the 2030 Agenda for Development and Sustainable Development Goals, the Agenda for Humanity, the Sendai Framework, and the Paris Agreement on Climate Change. The perspectives and voices of persons with disabilities, in particular of women and girls with disabilities, are not systematically included in EU global or external action policies today.
When examining Section 6 of the EU Disability Rights Strategy, which is the closest to any deliberate actions towards inclusive international cooperation, we find it incomplete and inconsistent, presenting a fragmented and overly narrow vision of the EU's role to support persons with disabilities in its international cooperation. It lacks clear specifics and a concrete timeline for action. While there are positive initiatives, they appear disjointed and insufficiently coordinated. Furthermore, many of the Strategy’s proposals reiterate existing efforts, failing to acknowledge that without fresh ambition and additional resources, these measures are unlikely to yield significantly better outcomes.
The Strategy confirms the twin-track approach, by which the EU will aim at combining targeted actions on disability as well as disability mainstreaming in EU external action. However, in 2022, the majority (62%) of the Commission’s Official Development Assistance (EC ODA) projects still did not aim to be disability-inclusive. This goes against the CRPD requirement that international cooperation must consistently be inclusive of, and accessible to, persons with disabilities. Disability inclusion is very rarely the main objective of EC ODA projects. Only four EC ODA projects had disability inclusion as their principal objective in 2022. This amounts to just 0.3% of the European Commission’s total 1343 ODA projects.
Additionally, funding opportunities are often too complex for smaller organisations, including OPDs, to access. In many cases, Delegation staff serving as disability focal points are overburdened, making it difficult for them to prioritise disability inclusion.
We call for:
· Development and implementation of an EU Disability Action Plan for External Action, to promote the rights of persons with disabilities and ensure that all EU international cooperation and humanitarian aid programmes are fully compliant with the CRPD, and funding is allocated.
· Increasing the Official Development Assistance programmes that prioritise disability inclusion as their principal objective, in alignment with the OECD DAC Disability Marker, to ensure a more targeted, budgeted and impactful approach to advancing the rights of persons with disabilities.
· Support and promotion of the Global Disability Summit mechanisms by continuing to make, implement, and monitor strong commitments related to inclusive development, safeguarding the rights of persons with disabilities across the globe.
[bookmark: _Toc187242348][bookmark: _Toc188456974]Article 33: Implementation and monitoring
The EU has not designated CRPD focal points/coordinators in all institutions, bodies and agencies.
As highlighted under Articles 1 to 4, the implementation of the CRPD falls under the mandate of the EU Commissioner for Equality, Preparedness and Crisis Management. In December 2024, the new Commission decided to move the Unit on Disability and Inclusion in the Directorate-General (DG) on Employment to the DG on Justice. This had been a call from EDF to ensure coordination on disability rights by this DG which also works in other areas of equality and marginalised groups.
However, a CRPD unit fully dedicated to the implementation of the Convention is still missing from the EU’s approach. While the EU Disability Rights Strategy does pay attention to mainstreaming, without strengthened human and financial resources within the Commission, or the establishment of a strong and influential CRPD focal point higher in the hierarchy of the Commission, it cannot be comprehensively achieved.
In addition, the EU has not yet established an inter-institutional mechanism for the coordination of the implementation of the Convention between the Commission, the Parliament and the Council, and all relevant EU agencies and bodies. The Council is totally lacking any kind of internal coordination mechanism for the implementation of the CRPD. Organisations of persons with disabilities are completely excluded from the decision-making procedure at the level of the Council which means monitoring is very difficult.
The Disability Rights Strategy established a Disability Platform to foster its implementation. The Platform was until now chaired by the Commission services in DG Employment, supported by the Disability unit as its secretariat, and its members are the CRPD focal points of the Member States and civil society organisations at European level. The Platform adopts an annual work programme after consulting with all members and consult its members on the flagship initiatives of the Strategy. However, for most of the actions of the Disability Rights Strategy the Platform members only get informative updates, and there is no coordination with the Council of the EU (a person from the Parliament secretariat attends as observer), thus the coordination with other EU institutions is also not present at this level.
The Disability Rights Strategy established disability coordinators within the different departments of the Commission. While this is a positive development, there is a lack of transparency on who the coordinators are, what their role is, and the extent of their work and cooperation among them.
Since 2016, the CRPD Independent Monitoring Framework is composed of the European Parliament (Petitions committee receiving complaints from citizens, but also the legislative active Employment and Social Affairs committee and the Civil Liberties committee), the Fundamental Rights Agency of the European Union (FRA), the European Ombudsman and the European Disability Forum. The Commission had announced as part of the Disability Rights Strategy that it would study the functioning of the Framework. However, this is lacking behind, as the work was not yet started at the time of submission of this report.
We call for:
· Creation of a new Directorate-General for Equality and Fundamental Rights in the Commission (DG EQUAL) under the leadership of a Commissioner for Equality; a Disability Committee in the European Parliament and an Equality Configuration in the Council including a CRPD focal point.
· [bookmark: _Toc36001172]Creation of a CRPD Unit, designation of focal points / coordinators in all institutions, bodies, and agencies and establishment of an inter-institutional mechanism for the coordination of the implementation of the Convention between the Commission, the Parliament and the Council.
· Review of the membership and functioning of the monitoring framework.
[bookmark: _Toc187242349][bookmark: _Toc188456975]
Part 2: European Union institutions’ compliance with the Convention (as public administrations)
[bookmark: _Toc187242350][bookmark: _Toc188456976]Articles 1 and 2: purpose and definitions
The EU Staff Regulations[footnoteRef:178] include a definition[footnoteRef:179] of disability and reasonable accommodation, as well as a concept of positive action[footnoteRef:180] that comply with the CRPD. However, that definition of disability has not been transposed into other EU internal instruments, such as the Joint Sickness Insurance Scheme (JSIS) (see Article 25). [178:  See Regulation (EEC, Euratom, ECSC) No 259/68 of the Council, as amended by Regulation (EU, Euratom) No 1023/2013 of the European Parliament and of the Council. (http://data.europa.eu/eli/reg/1968/259(2)/oj)]  [179:  See Article 1d(4) of the Staff Regulations.]  [180:  The implementation of positive actions for persons with disabilities still requires improvement. Only inequalities relating de facto to women are explicitly mentioned in the Staff Regulations. According to the Commission, this does not prevent positive measures relating to persons with disabilities but neither does it require such measures: “Although not expressly required by the Staff Regulations, some institutions have also adopted implementing rules on the following matters dealt with in Title I of the Staff Regulations: equal opportunities, disability, measures of a social nature, health and safety standards and transfer.” (COM/2021/258 final)] 

Although the definition of a person with a disability complies with the CRPD, the EU system continues to rely on medical evaluations. There is a medical examination and an evaluation by the institution to assess if the person is physically and mentally “fit” to perform their duties.[footnoteRef:181] It includes an Invalidity Committee formed exclusively of doctors which evaluates professional invalidity.[footnoteRef:182] [181:  See Article 7 of Annex II in the 'Staff Regulations of Officials of the European Union' part of the Staff Regulations. A change of language is also necessary both to ensure proper compliance of the staff regulations with the CRPD and to foster a culture of genuine inclusion. Ableism is predominant which can trivialise the disadvantages experienced by persons with disabilities.]  [182:  See Articles 16, 32, 33, 99, 100, 101 and 102 (among others) in the 'Conditions of Employment of Other Servants' Union' part of the Staff Regulations] 

We call for:
· Timebound measures to ensure that all internal instruments, policies, and practices of the EU institutions are systematically reviewed in close consultation with and actively involving the Disability Support Groups in EU institutions and revised to include the human rights approach to disability as laid down in Article 2 of the CRPD, and as included in the Staff Regulations.
[bookmark: _Toc187242351][bookmark: _Toc188456977]Article 4: General obligations
The EU institutions do not have a comprehensive and cross-institutional strategy on how to implement the CRPD internally for their staff and visitors.
The Disability Rights Strategy includes some actions to “lead by example” inside the EU institutions. These proposed actions concern:
· the adoption of a new human resources strategy that will include actions to promote diversity and inclusion of persons with disabilities in the European Commission;[footnoteRef:183] [183:  See Section 8.1 of the Strategy – but no further information is available as to what it should look like in practice. The European Parliament, for example, has not yet provided a new human resources policy.] 

· actions to improve accessibility of communication and buildings (a caveat being the “urban planning requirements of the host countries”);[footnoteRef:184] [184:  See Section 8.2 of the strategy] 

· support for the implementation of the Action Plan Educational Support and Inclusive Education of the European schools;[footnoteRef:185] [185:  See Section 5.3 of the strategy] 

· a call on all EU institutions and bodies, agencies, and delegations to designate disability coordinators for their institutions and for their disability strategies.
The Disability Support Groups in the European Commission, the Council of the European Union and the European Parliament bring together staff concerned with disability: either staff with disabilities or staff who are carers of persons with disabilities. These groups are not appropriately consulted or involved in a systematic way in the development of internal instruments and policies to implement the CRPD. Their views are also not systematically taken into account.[footnoteRef:186] There is a lack of adherence to the policy of “Nothing About Us Without Us” as regards persons with disability. Moreover, these support groups are not allocated the time nor resources they need, they are run on a voluntary basis and lack the necessary time, and they are overloaded with requests for advice and support which the responsible EU institutions’ services also find difficulties in coping with. [186:  An example of lack of consultation is provided by the 2020 adoption of the ‘Autism Spectrum Disorder: Summary Sheet’ by the Inter-Institutional Medical Council of the EU institutions in relation to the reimbursement of expenses for “therapy and Autism spectrum disorders”. The Medical Council restricted the recognition of autism as a “serious illness” (such non-recognition leads to ineligibility to the corresponding ceiling of reimbursement at the same level as a serious illness) to a strictly limited number of cases of autism, i.e. the most severe cases. It was reported that this policy has had far-reaching implications for EU institutions staff carers and their dependents on the autism spectrum, primarily children. The process that led to the adoption of the Medical Council’s Opinion lacked transparency and there was no prior consultation with the staff groups representing persons with disabilities.] 

Often, staff are not aware of procedures, or no procedures exist, therefore staff turn to the Disability Support Groups only after exhaustive and extensive time trying to navigate the systems alone.
The European Parliament lacks an internal focal point designed to make decision-making more holistic and more effective, although it called for it in numerous resolutions of its own.[footnoteRef:187] [187:  See resolutions 2015/2258(INI), 2017/2127(INI) and 2019/2975(RSP), as well as the Report on the Equal Employment Directive 2020/2086(INI) of March 2021 (point 39) and the Report on the protection of persons with disabilities through petitions: lessons learnt 2020/2209(INI) of June 2021.] 

We call for:
· Adoption of a strategy to realise the CRPD within all EU institutions, bodies and agencies, including a set budget and timeline for its implementation, ensuring the close involvement and active consultation in a systematic way of the staff with disabilities and staff who are carers of persons with disabilities, and their representative organisations, in its design, implementation and evaluation.
· Promotion of an environment in which staff with disabilities and staff who are carers can join the Disability Support Groups, and participate effectively in the implementation and promotion of their rights under the CRPD.
[bookmark: Part_2_Article_5][bookmark: _Toc187242352][bookmark: _Toc188456978][bookmark: _Toc36001174]Article 5: Equality and non-discrimination
The provision of reasonable accommodation to employees with disabilities, persons seeking employment with the EU institutions through EPSO competitions or internal selection procedures, [footnoteRef:188] and those caring for persons with disabilities remains an issue. [188:  The European Ombudsman recently found “maladministration” in the European Parliament due to failure to provide reasonable accommodation in an internal selection procedure. (Decision on how the European Parliament handled a request to accommodate the needs of a candidate with disabilities in an internal selection procedure, Case 125/2023/VS.) The European Ombudsman asked that the EP should “enter into dialogue with the complainant with a view to finding an appropriate and fair solution.” The European Ombudsman also suggested that the “European Parliament should review its Code of Good Practice for the Employment of People with Disabilities and ensure it is up-to-date and in line with the UN Convention on the Rights of Persons with Disabilities and current rules and practices stemming from the Convention. The revised code should ensure that reasonable accommodation is provided at every step of selection procedures.” At the time of writing, the EP Disability Support Group has no knowledge of any commitment in the EP administration to review the code.] 

Although the denial of reasonable accommodation is discrimination,[footnoteRef:189] and the failure to provide reasonable accommodation may be considered a form of disability-based discrimination, including discrimination by association with a person with a disability (as in the case of carers), the EU institutions do not consider that a reasonable accommodation policy needs to be established for carers or parents of children with disabilities. There are different measures in place for staff who are carers, but there is no systematic approach, and they are applied to different degrees in the different institutions. This is particularly problematic for staff caring for dependents with high support needs. [189:  Judgment of the EUCJ in Case C-485/20 (ECLI:EU:C:2022:85), point 38.] 

In those institutions where requests for reasonable accommodation are made to line management, there are obvious risks to medical confidentiality and maintaining a balance of powers and interests between the two parties. Because of fragmented practices and budgeting, reasonable accommodation decisions and measures may not be portable within or between institutions.
During the COVID-19 pandemic, there was limited coordination of the necessary reasonable accommodation measures.
We call for:
· Adoption of a policy on reasonable accommodation in the workplace for all EU staff with disabilities and staff caring for persons with disabilities, including teleworking.
[bookmark: Part_2_Article_9][bookmark: _Toc187242353][bookmark: _Toc188456979]Article 9: Accessibility
The accessibility of almost every EU institutions building falls short of international and European accessibility standards. A 2003 audit-based recommendation called for all institutions to establish standards exceeding local requirements. The Commission adopted building guidelines in 2019 that offer broad exceptions for satisfying accessibility requirements.[footnoteRef:190] The Bureau of the European Parliament adopted Rules for Physical Accessibility for the European Parliament in November 2023. The far more ambitious rules aim to be the tool to implement the CRPD principles in the buildings of all Parliament workplaces in a coordinated manner and to overcome differences in accessibility legislation in all Member States through a single reference standard. [190:  Projektbüro Mobilität und Verkehr (Prof. Dr.rer.nat. habil. Wilfried Echterhoff) Studie Über Den Zugang Von Behinderten Menschen zu den Europäischen Institutionen, Abschlussbericht vom 31. August 2003. Europäisches Parlament Abteilung Gebäudeverwaltung L-2929 Luxemburg. Vergabenummer: 2002/S 193-151877.
European Commission Office for Infrastructure and Logistics in Brussels Manual of Standard Building Specifications Version 05/04/2019 v1.2: Improvements in the performance of renovated buildings (partial or major renovation, etc.) or redeveloped buildings must be appropriate, consistent and proportionate to the scope of the work, taking into account any existing legal, functional, technical and budgetary constraints and deadlines. Both the caveats and the limited scope of accessibility requirements make this fall short of the CRPD Committee’s General Comment No 2 on Article 9, Accessibility.] 

Considering the EU institutions on the whole, accessibility has been considered from design to delivery in a few cases only. Major works to refit any buildings to bring them to the level of European or international standards are the exception. The European Parliament has done more than other institutions with the early impetus coming from new accessibility legislation in France, and subsequent steps along the lines of its new building accessibility rules.
The Parliament’s Hemicycles and Committee rooms are not fully accessible for wheelchair users. Barriers to autonomous access remain when it comes to building and room entrances, stepped paths in the rooms, seats, ramps and rostrums. Pop-up constructions are required for high-level speakers in the Brussels Hemicycle. In the Strasbourg Hemicycle, accessibility to its lower sections has been improved and further plans exist. There are no tactile floor guidance systems beyond entrances for visually impaired persons.
EU offices in some EU Member States are accessible to visitors and/or staff, while others are not. Regarding information, in general, persons with disabilities have little knowledge of EU offices, their activities, and events. Consultations, events and activities organised by the EU institutions are often inaccessible to persons with disabilities.[footnoteRef:191][footnoteRef:192] This is also the case for workshops and meetings organised by different services of the European Commission and structures related to the Commission.[footnoteRef:193] [191:  For example, most of the time the agendas and working documents are not provided in easy to read and understand formats. Additionally, organisation of events does not foresee enough time for people with intellectual disabilities to participate and do not always provide sign interpretation and live captioning. Speakers in conferences or events organised by EU institutions do not use plain language when there are people with intellectual disabilities in the room.]  [192:  Contrary to the Commission’s procurement guidelines, which state that “for event organisation, the conference building should be accessible and the information should be accessible to all (e.g. sign language translator).” VADE-MECUM on Public Procurement in the Commission (updated January 2020).]  [193:  This also includes the ‘AGM’ platform used by the European Commission for expert meetings, which is inaccessible. ] 

The online presence of the EU is also not accessible.[footnoteRef:194] The European Ombudsman opened an own-initiative inquiry regarding the inaccessibility of the European Commission’s public websites, including the online tool for registering to participate in expert meetings and online platforms hosted by the Commission to facilitate policy debates. The resulting Decision of the European Ombudsman in 2018 had six recommendations for the European Commission to implement, such as the adoption of an action plan on web accessibility, compliance with the latest international web accessibility standards, mandatory training for its staff, putting ‘accessibility statements’ on its website, and improving the accessibility of the JSIS online internal web tool. The web accessibility action plan was released in 2022, but recently the Commission has restricted access to it.[footnoteRef:195] [194:  The Web Accessibility Directive applicable to EU Member States is not applicable to the EU institutions and bodies themselves.]  [195:  It used to be publicly available on the Commission’s website but has since been restricted to internal use only.] 

In 2019, Siteimprove released the report “Democracy, Digital Accessibility and the European Union”. The report identified the European Parliament’s website as the website with worst accessibility compared with all websites of national parliaments. Following the report, a taskforce was put in place at the European Parliament to improve accessibility of the website: the taskforce is supported by accessibility experts hired externally. However, no monitoring is publicly available.[footnoteRef:196] In addition, despite much progress on the European Parliament website, inaccessible documents remain the norm, and live-streamed debates are not accessible for people who are deaf or hard of hearing. [196:  On 7 November 2023, the Bureau of the European Parliament adopted a Digital Accessibility Mandate and a Roadmap for implementation to fulfil its obligations under the CRPD, including digital accessibility by design.] 

Accessibility issues are magnified when the user needs not only to access information but also to interact with the site, such as by filling in complex surveys and forms, like the ones in the Commission’s online public consultation platform “Have your Say”. This creates barriers for participation in EU policy-making both for persons with disabilities as individuals, as well as for organisations of persons with disabilities.[footnoteRef:197] Questions about participants’ requirements for access services such as live captioning or sign interpretation are not asked in event registration forms by default. Video conference platforms that are not the most accessible for persons with disabilities (e.g. “WebEx or Interactio)” and interactive tools (e.g. mural) which are not accessible for all persons with disabilities are often used. [197:  For example, the regular meetings of the Multi-Stakeholder Platform on ICT standardisation, which was set up by a Commission decision to advise on matters related to the implementation of ICT standardisation policies, do not provide access services such as captioning or sign language interpretation.] 

There are inaccessible computer applications in use inside the institutions, that make it impossible for persons with disabilities using assistive technologies such as screen reader users to access at all, or on an equal basis, certain major professions, jobs, or outsourced tasks.
We call for:
· Training on accessibility and disability-inclusive methodologies for staff working on events organisation, logistics and communications.
· Swift measures, including the adoption of publicly available physical and digital accessibility policies and implementation roadmaps, to make EU premises, working environments, events, online websites, consultation tools and processes, including the Have Your Say portal, as well as mobile apps accessible to persons with disabilities. This should include the web portals to comply with digital accessibility requirements and include easy to read and understand formats.
· Regular publication of monitoring reports regarding the state of accessibility of the EU’s websites, social media accounts and online platforms as well as clearly establishing and publishing improvement plans.
[bookmark: _Toc187242354][bookmark: _Toc188456980]Article 13: Access to justice
Contrary to the recommendation from the CRPD Committee in 2015, the Court of Justice of the European Union does not guarantee full access to justice to persons with disabilities, including those deprived of their legal capacity. Physical and procedural barriers still exist for persons with disabilities, including those who might wish to work in the Court as lawyers, clerks, etc. Persons with disabilities cannot play an active part in the EU justice system.
Staff have limited avenues to seek protection of their disability rights. In case an administrative complaint is turned down, there is no effective low-cost arbitrage mechanism. While staff can take their complaint to the Court of Justice, the high cost of legal advice, legal representation and, in case of losing their case, paying the other side’s costs, create effective barriers to seeking redress and access to justice.
A complaint can also be lodged with the European Ombudsman but there is no mechanism to enforce the Ombudsman’s suggestions or recommendations. Since the EU has not ratified the Optional Protocol to the CRPD, staff cannot lodge a complaint individually or as a group to the CRPD Committee.
We call for:
· Adoption of an action plan to ensure that the EU’s justice system is fully accessible to all persons with disabilities.
· Creation of fair and unbiased arbitrage mechanisms within the institutions, as well as enforcement mechanisms for the European Ombudsman’s recommendations, and provision of funds for affordable legal aid (advice and representation) in cases of alleged violations of disability rights.
[bookmark: _Toc36001175][bookmark: _Toc187242355][bookmark: _Toc188456981]Article 21: Freedom of expression and opinion, and access to information
The EU Web Accessibility Directive establishes rules to ensure improved accessibility of the websites and mobile applications of public bodies in the EU Member States to persons with disabilities. Although this Directive applies only to Member States, the EU institutions are encouraged to comply with its requirements. As already stated in Article 9, the EU’s websites and social media presence are not fully compliant with web accessibility guidelines. 
This lack of compliance extends to other forms of access to information. The European Parliament’s web-streams are consistently inaccessible, lacking captioning and sign language. The same happens to the vast majority of the Commission’s audiovisual materials, and the EU’s European Broadcasting Service, managed by the Commission. The same is true for the European Council’s live web-stream service. Recorded video messages are also seldomly accessible, and those that are, focus on disability-specific themes. Very few videos are audio-described.
The only notable exceptions are the flagship State of the European Union – its 2023 edition was partly accessible following pressure by disability organisations and exposure in media – and the debate of lead candidates for the European elections organised by the European Parliament, which included real-time captioning and International Sign.
The European Commission website now has also a page in easy-to-read, explaining the EU. However, efforts seem to be limited to disability-specific topics and are still far from a universal norm.
Capacity-building and training materials, public campaigns, statements, and other documents published by the European Union institutions are often not available in accessible formats. For example, at the beginning of the COVID-19 pandemic, the EU leaders made a series of public and high-level statements to Europeans about the pandemic and failed to ensure these statements were accessible to persons with disabilities with interpretation in International Sign, captioning, and easy to read and understand information. This has been rectified after advocacy from the disability community. However, in general, statements by EU Commissioners are seldom accessible to deaf and hard-of-hearing people and little information is available in easy-to-read format.
We call for:
· Increasing the amount of information available in easy-to-read, including by developing an easy-to-read repository to ensure persons find the information.
· Increased awareness raising on visible and invisible disabilities in the institutions, including by persons with disabilities themselves.
· Accessibility of multimedia materials, including live web-streams, by hiring providers to arrange audio-description, sign interpretation and captioning, including in all the EU’s official languages and on sign languages recognised by EU Member States.
[bookmark: _Toc36001176][bookmark: _Toc187242356][bookmark: _Toc188456982]Article 24: Education
Children with disabilities still face difficulties to access the European schools of the EU institutions[footnoteRef:198] because of de facto discrimination, inaccessibility, and failure to provide reasonable accommodation, as well as the lack of an alternative certification to the European Baccalaureate. The exclusion of children with disabilities was highlighted in EDF’s joint report with Human Rights Watch “Sink or Swim”: Barriers for Children with Disabilities in the European School System”, published in 2018. [198:  European Schools are intergovernmental schools, principally designed for children of staff of EU institutions. The European Schools Board of Governors is made up of representatives of the EU Member States and the European Commission.] 

In 2019, the Board of Governors of the European Schools adopted an Action Plan on Educational Support and Inclusive Education. The European Schools are currently in the process of implementing the related actions. While a number of actions led to new policy guidance in various areas of inclusive education, they have not yet resulted in a satisfactory improvement of the situation on the ground. A major problem is the lack of monitoring when it comes to effective implementation at the individual school level.
As a result, many barriers to inclusive education still persist and children with disabilities still fail to obtain the necessary accommodations for their learning and inclusion in the European Schools.
According to a report published in May 2024, during the 2022-2023 school year, out of a total of 28,945 students[footnoteRef:199] 1,849 were receiving intensive support type A[footnoteRef:200] and 2 children with special educational needs were refused admission. Due to the lack of inclusive education, some parents do not enrol their child with a disability in the European Schools. Each year, a number of students with disabilities leave the European Schools and move to another school because of their special educational needs (45 pupils in the 2022-2023 school year). The European Schools do not investigate why they left the school. As a majority of staff work and live in Brussels and the surrounding area, most pupils are re-orientated to the Belgian French-speaking school system, which fails to provide an inclusive school system compliant with the CRPD.[footnoteRef:201] As a result, staff of EU institutions may also decide to return to their Member States, thus leaving their jobs; and a number of pupils may also try to enrol in private, mainly English-speaking, schools. [199:  Schola Europea (May 2024). Statistic Report on the Educational Support and on the Integration of Pupils with Special Educational Needs into the European Schools in the Year 2022-2023]  [200:  There are two forms of intensive support. For children with disabilities only type A is relevant. Type B is a short-term support for students new to the school and having to quickly learn a foreign language.]  [201:  See UNIA report (2021).] 

There are also some key actions in the Action Plan which have not yet been implemented, notably the creation of a new educational certificate for the students with a modified curriculum (90 in the school year 2022-2023), the creation of a new category of qualified support assistants, the introduction of a maximum number of students in classes that receive intensive support type A (currently the class with the most students receiving intensive support type A has 31 such students) and to the introduction of some flexibility to the curriculum.[footnoteRef:202] In addition, the European Schools still lack qualified educational support staff. In the 2022-2023 school year, only 41.4% of support teachers were qualified to teach pupils with special educational needs and only 64.5% of support coordinators had the qualifications required to teach pupils with special educational needs.[footnoteRef:203] [202:  European Schools offer a single, highly academic curriculum leading to the European Baccalaureate. The curriculum leading to the European Baccalaureate does not offer any flexibility to adapt to the needs, potential, and learning style of children with disabilities (e.g. students with dyscalculia must pass mathematics in the Baccalaureate). All European Baccalaureate candidates must have followed the full S6 and S7 curriculum to qualify for award of the Baccalaureate diploma. A student reaching the S6 level will now receive the new Junior Laureate Certificate.]  [203:  While the European Schools adopted in 2020 some new recommendations regarding the qualifications of support teachers and support coordinators, it remains unclear how those are being applied by schools. The Secretariat General of the European Schools does not foresee a proper monitoring to ensure that in the future all support teachers and support coordinators will have a relevant special qualification in inclusive education.] 

The European Schools lack proper mechanisms through which to challenge and to appeal decisions concerning inclusive education.[footnoteRef:204] [204:  Parents of a child with disabilities can only appeal to the Complaint Board when an application for enrolment or integration is rejected by the Director of a European School. However, there is no proper mechanism to challenge and to appeal other decisions of school directors affecting the education of a child with a disability such as decision to move a child to progression, refusal of applications for reasonable accommodation (related to classroom learning situations or to exams) or of support measures (type or hours of support).] 

A report from the European Parliament[footnoteRef:205] and the European Parliament resolution on the system of European Schools asked the European Schools to implement a coherent and systematic inclusion policy across the European Schools System that results in quality inclusive education, personalised learning and a flexible curriculum; and increases the amount of educational and psychological support, provides an end-of-studies diploma and avoids exclusion due to disabilities. [205:  Report on the system of European Schools: state of play, challenges and perspectives of 1 June 2023 (2022/2149(INI)) by the Committee on Culture and Education, by rapporteur Ilana Cicurel.
The “critical” analysis and “detailed” recommendations of the report were also “fully” supported by InterParents president Helen Valentine, representing European School parents in a meeting on the report in the CULT Committee in the EP on 13 February 2024.] 

We call for:
· Adoption of decisive actions to remove the barriers preventing students with disabilities to enjoy their right to inclusive quality education in the European Schools (e.g. fully qualified educational support staff, creation of alternative certificates to the Baccalaureate, introduction of a maximum number of students with intensive support type A per class, flexibility of curriculum, transparent and effective appeal mechanism).
· Implementation of a non-rejection policy on the grounds of disability and guarantee that students with disabilities do not leave the European Schools because of insufficient inclusive quality education.
[bookmark: _Article_25:_Health][bookmark: Article_25][bookmark: Part_2_Article_25][bookmark: _Toc36001177][bookmark: _Toc187242357][bookmark: _Toc188456983]Article 25: Health
A fundamental problem with the sickness insurance for staff and family members is that there is little or no consideration of disability in relation to health in the insurance rules. The CRPD Committee had previously recommended that the EU revise its health insurance scheme for EU staff members and their relatives, the Joint Sickness Insurance Scheme (JSIS), to provide comprehensive coverage for disability-related health needs.
The strategic inquiry of the European Ombudsman on the issue concluded that the failure of the European Commission to take any effective action in response to the Committee’s recommendation amounted to maladministration. She recommended that the Commission revise the rules governing the JSIS and made several suggestions to the Commission relating to how the needs of persons with disabilities need to be covered under the JSIS, as well as on the need to train staff and properly consult with stakeholders to ensure that the JSIS reflects the needs of persons with disabilities. It was reported to EDF that these recommendations were not adequately addressed by the EU institutions.
The concept of disability of the CRPD and of the EU Staff Regulations is not used by the JSIS implementing provisions. Instead, for sickness insurance, staff with a disability or carers of a dependent with a disability are required to offer proof that the disability also satisfies the criteria for a ‘serious illness’. That is an outdated notion referring to diseases and disorders that was introduced into the Staff Regulations in 1962.
The European Commission’s limited amendment of the JSIS General Implementing Provisions as regards the use of the serious illness criteria in the case of disability was insufficient and did not resolve the underlying problem that the criteria are not suited for assessing disability-related health needs.[footnoteRef:206] The EU institutions have yet to establish a comprehensive social protection system, covering both medical and non-medical costs, for staff with disabilities and staff with dependents with disabilities, so as to implement the human rights-based approach. [206:  For example, it was reported to EDF that the JSIS does not cover the reimbursement of medication for ADHD in adult colleagues.] 

As regards improvements since the last report of the CRPD, the JSIS set up a Centre of Excellence in 2017, to deal with disability, serious illness and dependence, establishing a single-entry point for staff on health-related disability matters, with an increasing expertise on disability issues. [footnoteRef:207] However, more visibility and information need to be provided to staff regarding its existence and how it operates. [207:  The Centre of Excellence is located in Brussels. An antenna of the Centre in Luxembourg would be desirable, as well as consistent decisions in disability matters in all JSIS offices.] 

We call for:
· Adoption of the definition of disability of the CRPD in the JSIS, and establishment of a framework for the reimbursement of disability-related health costs to ensure that persons with disabilities can maintain or improve their health and wellbeing.
· Inclusion, involvement and consultation of Disability Support Groups in the rulemaking and guidance of JSIS, along the lines of the European Ombudsman’s inquiry, on a continual basis.
[bookmark: _Toc36001178][bookmark: _Toc187242358][bookmark: _Toc188456984]Article 27: Work and employment
Although the Staff Regulations include a definition of disability that complies with the CRPD, the systems in place for work and employment are not aligned with the CRPD. The systems rely too heavily on medical assessments, there are no provisions regarding access to information for employees with disabilities, and recruitment competitions do not include meaningful positive actions for persons with intellectual, cognitive or psychosocial disabilities. Requests by candidates with disabilities who take the EPSO entrance exams to work in the EU institutions are too often rejected or met with ineffective solutions that put them at a disadvantage in the selection process.
There is also a need to establish a comprehensive system for the allowances and entitlements that officials who are carers of persons with disabilities can avail of. All EU institutions follow different procedures, criteria and age thresholds, with different interpretations. This divergence in procedures and practices causes confusion and incomprehension among officials.
It is still unclear precisely how many people working in the EU institutions identify as having a disability, or what barriers or obstacles they face, which makes it difficult to monitor their success in achieving an adequate representation of staff with disabilities. Positive action schemes provide only temporary contracts with a maximum of 6 years, often split up into one-year renewable contracts, as these contracts are often not supported by the necessary budget. Quotas, as foreseen in almost all Member States public administration, do not exist nor does the EU Disability Rights Strategy envisage them. The long-term carer prospects of staff with disabilities do not seem to receive attention within the European institutions.
Carers of persons with disabilities do not receive extra leave for long-term treatment like cures or therapy. Additional support for single parents of children with disabilities is not provided for, and there are no provisions for parents with disabilities.
We call for:
· Adoption of a formal policy on reasonable accommodation and accessibility, both for the recruitment procedure by EPSO and to support the performance of job functions when the person is hired, including for staff who are carers of persons with disabilities, across all EU jobs, including outsourced and externalised work, and possibility of full telework.
· Improvement of the allowances given to staff in the EU institutions, agencies or external representations with disabilities or who offer informal care for persons with disabilities.
· Improvement of support (including financial support) to persons with disabilities who take part in the EU institutions’ traineeship programmes.
[bookmark: Part_2_Article_29][bookmark: _Toc187242359][bookmark: _Toc188456985]Article 29: Participation in political and public life
The Committee on Petitions of the European Parliament allows citizens and people residing in the EU to submit a petition on matters which come within the EU’s area of activity and directly affects them. However, the portal to submit petitions is not accessible to sign language users, persons using screen readers and people with intellectual disabilities.
Another extreme example of exclusion from public life was the flagship democratic exercise of the Conference on the Future of Europe, a joint initiative by the three main EU institutions, calling citizens to submit and discuss ideas for the future of the EU through a multilingual digital platform. Unfortunately, persons with disabilities were prevented from participating because the website did not comply with the minimum accessibility requirements adopted in EU legislation concerning Member State’s public sector websites and mobile apps. EDF commissioned an accessibility audit of the Conference platform, but the accessibility issues were not solved. Additionally, the web-streamed Conference meeting did not provide sign language interpretation, nor live subtitling, and the documents published were not available in accessible formats.
We call for:
· Concrete steps to ensure that EU citizens’ initiatives and complaint mechanisms, including the online system to submit petitions to the Committee on Petitions of the European Parliament, are fully accessible to all persons with disabilities.
[bookmark: _Toc187242360][bookmark: _Toc188456986]Article 31: Statistics and data collection
The Institutions' Data Protection Regulation (IDPR) – just like the GDPR – allows for the processing of personal data on the grounds of public interest, legal obligation, and tasks in the public interest (IDPR Article 22). Ensuring that persons with disabilities are appropriately represented in all data that is used for administrative and policy purposes, as well as complying with CRPD Article 31, are legitimate grounds. However, it was reported to EDF that none of the EU institution and bodies seek to fully comply with Article 31.
Some EU institutions and bodies provide some highly aggregated data, mainly in the form of periodic but infrequent surveys, on persons who self-identify as persons with disabilities. The Commission and the EPSO have both conducted one survey in the 2020s of such nature.[footnoteRef:208] What is not publicly available, or made use of in the policy process, is disability data created on a continuous basis by EPSO competitions, internal recruitment, administrative procedures, or collected periodically through structured interviews. [208:  Publicly available studies with disability related data include the European Commission’s Survey on diversity, inclusion and respect at the workplace (May 2022) and EPSO's Diversity Pilot Survey – Main Findings (April 2022).] 

Whereas the CRPD “entails focusing on the existence or non-existence of barriers[footnoteRef:209]”, neither the EPSO’s Pilot Survey nor the European Commission’s Diversity survey provide sufficient public and actionable information on the nature of barriers, or their consequences to persons who face them. Audits or other studies on barriers to physical, digital, or administrative accessibility are either not carried out or not made publicly available. [209:  NDA Review Paper on CRPD Article 31: Statistic and data collection (October 2020).] 

The European Parliament does not conduct any staff surveys that provide information on disability in any sense, or on perceived degree of equal treatment.
We call for:
· Collection and analysis of data on disability (disaggregated by type of disability and including carers of persons with disabilities) within the EU institutions, including statistics, research, surveys, audits, and administrative information, to identify barriers and their impact, and to formulate and implement disability policies.
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