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DOC-BOARD-24-03-02
Policy updates
                     Document for information and discussion 
Purpose of this item
The purpose of this document is to give an overview of the current, upcoming and most important policy and advocacy campaigns of EDF. This includes ongoing legislative procedures at EU level, and key campaigns of the European disability movement. 
Questions for the Board 
· Do you agree with the below list of campaigns as well as EDF’s approach to them?

· Is there any other important policy development EDF should be following?

· How can EDF support you in getting involved in the below list of policy activities?
European Disability Rights Strategy 2021-2030

EDF keeps on following closely the implementation of the European Strategy for the Rights of Persons with Disabilities 2021-2030. The monitoring framework to follow the fulfilment of the actions is particularly useful for checking on progress and which actions are complete, ongoing or postponed. 

Our focus is now on what will happen in the second half of the Strategy, post-2024. There are as of yet no concrete plans for further actions and flagship initiatives. EDF is therefore making it a priority in 2024 to ensure the Commission commits to meaningful actions for the second half of the Strategy’s lifespan. 

See Board document DOC-BOARD-24-03-17.

At the time of writing this document, the European Commission has not yet sent the work programme of the Disability Platform for 2024. As every year, EDF coordinated the civil society organisations thematic priorities that will be discussed in the three Platform meetings foreseen for 2024.
Contact: Alejandro and Haydn. 
Disability Card

See Board document DOC-BOARD-24-03-03. 

AccessibleEU centre

The AccessibleEU centre succeeded in fulfilling its objectives for last year, including launching its website and Community of Practice (also on LinkedIn). The centre led by ONCE Foundation and other partners are building the library of resources and organising events at European and national level. You can already access documents summarising EU accessibility legislation, ICT, built environment, transport, and standards.
Last November, ONCE Foundation delivered a first info session for EDF members on the goals of the centre, and ways to cooperate with disability organisations. The next info session is planned for June 4th, and it will be about collaboration at national level. 

As highlights, in 2024 the centre will support disability organisations in accessing and participating in European accessibility standards. It will also produce a study on accessibility and Artificial Intelligence.
See EDF role in the centre.

Contact: Alejandro and Roberta.
Employment Package

The EU Disability Employment package consists of six objectives. EDF is involved in the elaboration of all deliverables through our involvement in the Disability Platform sub-group dedicated to the package. The actions of the employment package are:

1. Strengthening capacities of employment and integration services: The Commission has already delivered its Practitioner toolkit on strengthening Public Employment Services to improve the labour market outcomes of persons with disabilities and run its webinar on improving labour market outcomes.

2. Promoting hiring perspectives through affirmative action and combatting stereotypes: EDF gave input to the Catalogue of Positive Actions created for this theme.
3. Ensuring reasonable accommodation at work: EDF has reviewed a draft of the toolkit on reasonable accommodation prepared by the Commission. EDF presented its recommendations and feedback. This action is still awaiting completion.
4. Retaining persons with disabilities in employment - preventing disabilities associated with chronic diseases: Deliverables planned for release towards the end of 2023. This action is still awaiting completion.
5. Securing vocational rehabilitation schemes in case of sickness or accidents: Deliverables planned for release towards the end of 2023. This action is still awaiting completion.
6. Exploring quality jobs in sheltered employment and pathways to the open labour market: EDF met on two occasions with the German consultancy in charge of conducting research on this, to explain our concerns with sheltered workshops and the need to reflect this in the research. Deliverable planned for release towards the end of 2023. This action is still awaiting completion.
Contact: Haydn.
Guidance on independent living and Inclusion in the Community

The European Commission’s work on the EU Guidance on Independent Living and Inclusion in the Community is still ongoing. While we do not yet have an exact date for the document’s foreseen release, we know that the aim of the Commission is to have it released this year before the end of the current Commission’s mandate, after the EU elections. 

EDF has given input to this work through a position paper adopted by the European Expert Group on the Transition from Institutional to Community-based Care, and through participation in the Disability Platform. We are also attempting to further clarify EDF’s own position on de-institutionalisation through a new position paper - See Board document DOC-BOARD-24-03-06.

Contact: Haydn.
EU budget
The current EU Multiannual Financial Framework runs until 2027. The Commission is now in the process evaluating the success of its current EU funding strands through open consultations. So far EDF has contributed to the review of the European Social Fund Plus Erasmus+, the Citizens, Equality Rights and Values Programme (where EDF gets its core funding), the Neighbourhood, Development and International Cooperation Instrument, and the EU Solidarity Corps. Further evaluations will follow for the other funding strands. 

The Commission will also start making proposals for what the different funds will look like as of 2028. The proposals for regulations will most likely be released by the Commission in 2025 before going through the legislative process with the involvement of the Parliament and the Council.

Contact: Haydn.
Equality and non-discrimination

Horizontal equal treatment directive 

The proposal for a Horizontal Equal Treatment Directive has been blocked in the Council since 2008. The Belgian presidency has put it as a priority and aims to find an agreement by the EPSCO Council meeting in May 2024. The two countries formerly blocking the adoption (Poland and Germany) have indicated they are changing their position to accept adoption. 

The directive would prohibit discrimination on the grounds of disability (as well as religion or belief, age and sexual orientation) in access to social protection (social security, social assistance, social housing and healthcare), education, and access to and supply to good and services (including housing). It defines and recognises denial of reasonable accommodation as a form of discrimination against persons with disabilities. However, the article on accessibility is still removed from the Directive.

The Directive would set minimum requirements for all Member States. Member States may introduce or maintain more favourable protection against discrimination. 
Board members were informed in February and can contact their equality and social ministries about the file. We are monitoring the developments in the Council.

As this is a Council Directive, the European Parliament is only asked to adopt an opinion. There will be no negotiation with MEPs. 

Contact: Marine. 

Standards for equality bodies

In December 2022, the European Commission proposed two directives on standards for equality bodies. They have two different legal bases: one is a Council Directive and the other is Council and European Parliament Directive. 
The two proposals align with our position paper. The text refers to the CRPD and both directives put specific obligations on the Member States to ensure accessibility and reasonable accommodation for persons with disabilities. EDF proposed amendments in April 2023. 

The European Parliament and Council Directive was agreed on in December 2023 – the formal approval by the Parliament is foreseen for April 2024. 
The Council is finalising its position to adopt the Council Directive (for which the Parliament only gives an opinion). 
Contact: Marine. 

Protection of adults 

In May, the European Commission published a proposal for a Regulation and Council Decision regulating the cross-border ‘protection’ of adults. This proposal is very concerning because it recognises deprivation of legal capacity regimes and placement in institutions across the Union. It was criticised by two UN experts and the CRPD Committee sent a letter to the EU institutions. We published our amendments and received a legal opinion to advocate for major changes in the proposal. 
The Council started the negotiations in July in the Working Party on Civil Matters. Together with Mental Health Europe we reached out to permanent representations. We also shared with EDF member a template to send to their ministry. Several EU Member States raised the issue of compliance with the CRPD in the Council discussion. 

The European Parliament will only start working on its position after the election. 

We will have a campaign page on the proposal on EDF website.   

Contact: Marine. 

Women and girls with disabilities

Directive combating gender-based violence

The proposed Directive on combating violence against women and domestic violence was agreed on 6th of February 2024. It now needs to be formally approved in in the Council and vote in plenary of the European Parliament (procedural step) in April. 

Unfortunately, the final text does not includes the ban for forced sterilisation and criminalisation of rape. The positive points in the directive for women and girls with disabilities are: 
· the creation of aggravating circumstances when the crime is committed against a woman or girl with disabilities

· guidelines for authorities acting in criminal proceedings including on how to treat victims in a disability-sensitive manner

· accessibility of victims’ services and support for women and girls with disabilities, including personal assistance

· targeted preventive measures and information presented in formats accessible for persons with disabilities
We will analyse the final text, prepare a toolkit for transposition and continue the campaign to ban forced sterilisation, focusing on specific EU Member States. 

Contact: Marine.
Harmful practices against women 

The Commission aims to adopt Recommendations on prevention of harmful practices, including issues such as forced sterilisation, forced pregnancy, female genital mutilation and forced marriage. We participated in a consultation meeting over the summer and continue to be in contact with the European Commission on this initiative. Last information we have learned is that the Commission has postponed the publication till end of 2024, so the decision to publish it will fall under the new European Commission after the elections. 
Contact: Marine. 

Political participation

Unfortunately, Member States do not seem to have political will to progress on the new EU electoral law, proposed by the European Parliament.  The Spanish Presidency of the EU tried to move this file forward, including by publishing a declaration on the right to vote of persons with disabilities, endorsed by 24 EU countries, the European Economic and Social Committee and EDF. However, it is more likely that a pending reform from 2018 will be agreed earlier than this last and more ambitious proposal.
There has been more progress concerning the Mobile EU citizens Directives. These are setting the common rules for mobile EU citizens to vote in the European Parliament elections, and in the municipal elections. EDF disseminated a position paper containing proposals for amendments to both Directives. The Belgian Presidency has finalised a compromise text (not available) for the European Parliament elections Directive, which will most likely adopted during the first half of 2024, whereas the municipal elections Directive will be agreed under the Hungarian Presidency of the EU.
More positively, the European Commission released the Guide on good electoral practices for persons with disabilities, which contains many of the examples highlighted in EDF 6th Human Rights Report, and other good practices put in place by Member States. You can read EDF summary of the guide, as well as access the guide in accessible format in all EU languages.
Complementary to the guide, the Commission also published two Recommendations regarding inclusive and resilient elections, and participation of citizens and civil society organisations in policy-making. The non binding Recommendations, although positive, fell short from EDF demands. Read EDF summary. 
Contact: Alejandro.

Social Policies

Directive on corporate sustainability due diligence 

The Due Diligence Directive serves a similar function to the Corporate Sustainability Reporting Directive, but focuses specifically on rules for companies to respect human rights and environment in global value chains.

While the Commission proposal includes reference to the need for companies to respect the provisions of the CRPD in their global value chains, the Council, in its position, is pushing to delete this. EDF is working with the rapporteurs in the European Parliament to ensure that, in the trilogue negotiations between the Parliament, Council and Commission, the reference to the CRPD is retained. 

EDF was already successful in getting this included in the Parliament’s position. Despite this, the Council’s position has been to remove the reference to the CRPD as well as to a number of other human rights conventions and treaties. This was unfortunately accepted by the Parliament. EDF openly contested this decision and contacted the negotiators in the Parliament and Council.
The final agreement and vote on this file has been postponed for a number of weeks, with the main opposition to the directive coming from the German federal government. EDF is continuing to follow this and see whether the reference to the CRPD will indeed be reinstated before the directive is adopted.  

Contact: Haydn.

European Semester process

In December last year, as every year, EDF sent advocacy documents to the Commission’s EU Semester desk officers working on a number of EU Member States. The Member States we selected for the 2024 EU Semester process were the ones that showed particularly worrying data in the areas of employment, poverty and social exclusion, and housing among persons with disabilities. The Member States we focused on were Belgium, Bulgaria, Croatia, Estonia, Greece, Hungary, Ireland, and Romania. 

In May 2024 the Country Reports and Country-Specific Recommendations from the Commission to the Member States will be launched. At that stage we will analyse how much of our input was included in the policy recommendations.
Contact: Haydn.

Accessibility

European Accessibility Act


By February 2024, there were still 4 EU countries which have not notified the European Commission about the transposition of the European Accessibility Act (Bulgaria, Cyprus, Netherlands and Poland). You can see the list of countries in Eur-lex website. 

The Commission launched infringement procedures against the countries that did not transpose the Act by its deadline and those that did not make a complete transposition. In parallel, the Commission is carrying a completeness and conformity check to verify that the notified national measures fulfil the requirements of the Act. 

EDF secretariat has been supporting EDF members through peer-support meetings, and from what we know, most countries have taken a minimalistic approach as for the Accessibility Act at national level. After the meeting in 6th December 2023, the next Accessibility Act peer-exchange meeting among EDF members is foreseen for the end of 2024. 
In parallel, the European Standard Organizations have started to work on the European Mandate 587 to develop and update six standards to support the implementation of the Act. In this regard, EDF and ANEC (consumer organisation in standardisation) have created a Project Team to coordinate our actions regarding the Accessibility Act standards. Please contact EDF secretariat should you wish to get involved. 
Contact: Daniel, Roberta, Marie and Alejandro.

Web Accessibility Directive 

Our Web Accessibility Initiative Communities of Practice (WAI-CooP) project is finished. The project has developed a useful tool of Frequently Asked Questions about the Web Accessibility Directive, which EDF will keep available. The project also developed list of courses and tools to evaluate digital accessibility.

Contact: Alejandro and Daniel.
Standarisation Regulation

In 2023, the European Commission launched a call for evidence to evaluate the implementation of Regulation 1025/2012 which sets the framework for the development of standards in the European Union, including the participation of civil society organisations. EDF provided input to the call for evidence, bringing attention to the existing shortcomings and calling for the Revision of Regulation of 1025/2012. The public consulation about the Regulation is expected for the first quarter of 2024.
Contact: Alejandro.

Green Deal

Energy Performance of Buildings Directive


In 2021, the Commission published a legislative proposal to revise the Energy Performance of Buildings Directive. The co-legislators finally reached a provisional agreement last December but the final text has not officially been adopted yet. 

EDF proposed the inclusion of accessibility in the assessment of energy performance of buildings, and we were successful. In the provisional agreement, the references were retained in several places: when renovating buildings for energy efficiency, it should not have a detrimental effect on accessibility; “deep renovation” may also address accessibility for persons with disabilities; and recharging points for electric vehicles should, where technically possible, also be accessible. Most importantly, Member States will have the obligation to address accessibility for persons with disabilities for new buildings, as well as for existing buildings that are undergoing major renovations. The Directive also sets training which could include guidance on accessibility, and includes accessibility in the template for national buildings renovation plans.
We are now waiting for the Parliament to adopt the final text in Plenary.
Contact: Marie.

Digital Transition

Artificial Intelligence Act
Last December, after a record-breaking 36 hours of negotiations, the EU institutions reached a provisional agreement on the Artificial Intelligence Act (AI Act). The final negotiating text was published at the end of January 2024. The agreement includes the EDF's call for mandatory accessibility requirements for high-risk AI systems, one of our key demands of our position regarding the AI Act. 
However, the agreement also has shortcomings and gaps in protecting human rights from the harms of AI, as our coalition partner EDRi highlighted in a cautious statement. Along with our partners, we are developing a thorough analysis of this law.
The provisional agreement has been approved by the Council and the Parliament’s responsible committees.  The final vote in plenary is expected to take place in April 2024.

As a side note, EDF has contracted an animation studio, who is producing a short explainer video on how AI affects the rights of persons with disabilities. 

Contact: Kave.
Digital Euro


The legislative proposal for the creation of a Digital Europe was presented on June 28th, 2023. The goal of this proposal is to establish a legal framework that would allow the creation of a digital Europe, a mean of payment that would complement euro bank notes, coins and digital private options (like credit cards or mobile apps).  
From a disability perspective, the Commission proposal includes an obligation to make the digital euro accessible to persons with disabilities according to the requirements of the European Accessibility Act. EDF will monitor the negotiations to ensure that this provision is maintained. 

Contact: Daniel.

Audiovisual Media Services Directive (AVMSD)


By the end of 2022, Member States were obliged to report to the European Commission on the implementation of accessibility provisions of the Audiovisual Media Services Directive. Although with a bit of delay, the Commission published  a report on the implementation of the AVMSD in January 2024. 

Last year, the Council of Europe also published a report on the implementation of  the AVMSD accessibility provisions by Member States.

Contact: Daniel.

Transport

Passengers’ Rights
 

See Board document DOC-BOARD-24-03-04.
Contact: Daniel. 
Interpretative guidelines on Regulation 1107/2006

The European Commission is planning to update the 2012 interpretative guidelines on regulation 1107/2006 on the rights of persons with disabilities when traveling by air. This non-binding document provides clarifications and guidance to airports and air carriers on how to comply with the main provisions of the regulation. The responsible unit in the Commission shared the draft document with the main stakeholders, including EDF, at the end of 2023. After consulting EDF Transport Expert Group and the EDF Board, the secretariat sent written comments on February 2024. The Commission plans to publish the Guidelines in the first semester of 2024. 
Contact: Daniel
Trans-European Networks


The European Commission launched the revision of the Trans European Transport Network (TEN-T Regulation) in December 2021. The new proposal has strengthened accessibility and disability provisions in the TEN-T regulation, and we see our feedback during the consultations and discussion during the Rail conference of 2021 have had a positive influence on the proposal. In 2022, we sent our position paper on TEN-T  as well as more detailed proposed amendments to the European Parliament and the Council. 

Last December, the Parliament and the Council reached a political agreement on the text, which should be adopted during the Belgian presidency. Although the original wording on accessibility has been maintained during the negotiations, EDF proposed amendments are unfortunately not reflected in the agreement.    

Contact: Daniel.

Health
European Health Data Space (EHDS) Regulation

The European Health Data Space (EHDS) is a legislative proposal that aims to create a common domain where electronic health records can be accessed by patients, exchanged among providers and accessed for secondary use including health research. The European Parliament and Council have adopted their positions and entered into negotiations last December. 
In April 2023, EDF expressed concerns about the secondary use of sensitive health data without consent, privacy and data protection, co-signing an open letter to EU legislators urging MEPs and ministers to uphold the rights of patients in the European health data space. In light of the Council position and ongoing negotiations, EDF recently signed another joint statement to Member States, penned by European Digital Rights (EDRi). The letter was in line with previous statements and addressed data and privacy concerns as well as the right to opt-out of secondary use of medical data.
The Belgian presidency has expressed the desire to reach a provisional agreement under its leadership, although issues in negotiations suggest it may take longer. 
Contact: Markaya.
Proposed Council recommendation on vaccine-preventable cancers

In line with Europe’s Beating Cancer Plan, the European Commission adopted a proposal for a Council recommendation on vaccine-preventable cancers. It aims to guide and support Member States in working to address cancer risks associated with Hepatitis B (HBV) and Human papillomavirus (HPV) infections. 
In February 2023, EDF participated to the Commissions public consultation asking for the proposal to introduce accessible vaccination campaigns and programmes, explicitly targeting persons with disabilities, with training to support healthcare professionals and people working with persons with disabilities. EDF also advocated for the inclusion of policies and guidelines on vaccination to guarantee the free and informed consent of all persons. The published proposal makes specific mention of the need to address structural barriers to HPV vaccination for persons with disabilities but does not include our other demands. 
EDF will continue to monitor the proposals development through the Council’s Working Party on Public Health. The Belgian presidency expects to close this file during its term. 

Contact: Markaya.
International Cooperation

Ukraine Facility Regulation


The European Commission has launched the Proposal for a Regulation establishing the Ukraine Facility to support short-term recovery needs and the reconstruction and modernisation of Ukraine. The proposal reinforces the EU’s commitment to Ukraine’s reconstruction and to reforms that will foster Ukraine’s EU accession path. 
EDF has shared its position with key demands and proposed amendments with the lead negotiators of the Ukraine Facility within the European Parliament and the Council of the EU.

 At the beginning of February 2024, the Council and the European Parliament have reached a compromise of the provisional agreement on setting up the Ukraine Facility.

The result of the negotiations aligns with our demands, especially by: 
· Requiring the implementation of the Facility to be in line with the UN Convention on the Rights of Persons with Disabilities (CRPD) and ensuring relevant stakeholder involvement in decision-making process as well as accessibility in its investments and technical assistance;  
· Ensuring and strengthening the respect for the rights of persons belonging to all minorities, including the rights of persons with disabilities; 

· Ensuring the right of meaningful participation in the recovery, reconstruction and modernisation of Ukraine of civil society, for example, by ensuring their involvement in policy shaping and decision-making processes, and ensuring consultation and participation of civil society organisations;  

· Requiring information and communication to be provided in accessible format; 

Unfortunately, the text is missing an explicit prohibition for using EU funding to build, renovate or rebuild segregating residential institutions. It also misses an explicit reference to support the transition from residential institutions to community-based living for children, adults and older persons with disabilities.  
Contact: Giulia.
Western Balkans Facility


We are currently advocating to the European Parliament and to the Council on the Proposal for a Regulation on establishing the Reform and Growth Facility for the Western Balkans. EDF has shared its position paper and proposed amendments with the lead negotiators of the Western Balkans Facility within the European Parliament and the Council of the EU.

Contact: Giulia.

EU Talent Pool

We provided input to the public consultation of the European Commission regarding the proposed Regulation establishing an EU Talent Pool in March 2023. In February 2024, we had two meetings with MEPs on the draft Parliament’s position regarding the proposed Regulation and shared our proposed amendments for the EU Talent Pool. The negotiations and the adoption of the Regulation is however postponed until the new European Parliament will be in place.
Contact: An Sofie.

EU Action Plan on Human Rights and Democracy: Human Rights Dialogues


See Board document DOC-BOARD-24-03-15.
Contact: Erika. 

Council of Europe – withdrawal of the draft additional protocol to the Oviedo Convention (on involuntary treatment and placement in psychiatry)

In 2022 the Committee of Ministers temporarily suspended the adoption of the draft additional protocol to the Oviedo Convention regarding involuntary treatment and placement in psychiatry. The Committee of Bioethics was tasked to prepare draft recommendations on voluntary treatment. We are involved in this work and participated in all meetings organised by the Committee, together with ENUSP, MHE, EASPD and Inclusion Europe – the last meeting was on 15th of November 2023. The last draft recommendations received in September included our proposals. The document rightly focuses on autonomy in mental health care. We sent additional written feedback on a revised draft in February and will attend the next meeting of the Committee of Bioethics schedule the week of the 10th of June 2024. Some States have expressed the possibility to withdraw the work on the draft additional protocol, once the recommendations are adopted. This is still our main demand. 
Contact: Markaya.
Contacts at EDF Secretariat:


· Alejandro Moledo: alejandro.moledo@edf-feph.org
· Marie Denninghaus: marie.denninghaus@edf-feph.org 

· Marine Uldry: marine.uldry@edf-feph.org
· Haydn Hammersley: haydn.hammersley@edf-feph.org 

· Daniel Casas: daniel.casas@edf-feph.org 

· Kave Noori: Kave.Noori@edf-feph.org 

· Markaya Henderson: markaya.henderson@edf-feph.org 

· Roberta Lulli: roberta.lulli@edf-feph.org 

· Samaneh Shabani: Shabani@edf-feph.org 

· Marion Steff: marion.steff@edf-feph.org
· Giulia Traversi: giulia.traversi@edf-feph.org
· Erika Hudson: Erika.hudson@edf-feph.org 

· An-Sofie Leenknecht: ansofie.leenknecht@edf-feph.org      
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