Assessing the European Union’s Progress in Implementing the Right to Independent Living under the Convention on the Rights of Persons with Disabilities: 
Discussion Paper & Questionnaire

This discussion paper forms the first stage of a project led by the European Network on Independent Living (ENIL), in the framework of the European Coalition for Community Living (ECCL). The project will result in a shadow report to the EU’s report to the Committee on the Convention on the Rights of Persons with Disabilities. The purpose of ENIL-ECCL’s shadow report is to consider the extent to which the EU has complied with its obligations under the Convention on the Rights of Persons with Disabilities (the CRPD) to promote the right to independent living. The shadow report will therefore focus on the articles of the CRPD that are of particular relevance to this right.  This paper explains ENIL-ECCL’s proposed approach in undertaking this assessment. It first outlines how the areas to consider have been identified and how they relate to the CRPD. Secondly, it sets out a draft questionnaire, with a range of questions, concerning the current situation in Member States and specific work undertaken within these areas that are of key relevance to the promotion of independent living. 

Identifying the EU’s obligations to promote the right to independent living under the CRPD

· Independent living and the CRPD
ENIL defines independent living as the daily demonstration of human rights-based disability policies. Independent living is possible through the combination of various environmental and individual factors that allow disabled people to have control over their own lives. This includes the opportunity to make choices and decisions regarding where to live, with whom to live and how to live. Services must be accessible to all and provided on the basis of equal opportunity, allowing disabled people flexibility in their daily life. Independent living requires that the built environment and transport are accessible, that there is availability of technical aids, access to personal assistance and/or community-based services. It is necessary to point out that independent living is for all disabled persons, regardless of the level of their support needs. 
Although the right to independent living is set out in Article 19 of the CRPD, its realisation is closely connected to a number of other rights. These include the right to equality and non-discrimination (Article 5), awareness-raising (Article 8), accessibility (Article 9), equal recognition before the law (Article 12), education (Article 24), health (Article 25), habilitation and rehabilitation (Article 26), work and employment (Article 27) and adequate standard of living and social protection (Article 28). 
· Independent Living and the EU’s Disability Strategy 
Given that the CRPD is a mixed agreement, it is necessary to identify the extent to which the EU has competency in the promotion of the right to independent living. As various commentators have noted,
 the area of EU competency, in particular shared competency with Member States, is a complex issue. Furthermore, the Council of the EU regards it as an evolving concept.
 However, the European Disability Strategy 2010-2020 - A Renewed Commitment to a Barrier-Free Europe (“the EU Disability Strategy”) sets out how the EU intends to comply with its obligations under the CRPD. Accordingly, the EU Disability Strategy provides the basis for determining EU competency in the areas relevant to the promotion of independent living. The EU Strategy sets out the action it proposed to take under eight areas of action. The table below shows how these eight areas of action and areas of work identified to implement the strategy relate to the rights set out under the CRPD. 
	Area of Action 
	CRPD Articles
	
	Implementation of EU Strategy
	CRPD Articles

	1. Accessibility 
	3, 9 and 19
	
	Awareness raising 
	8 

	2. Participation
	3, 9, 12 and 19
	
	Financial support
	3, 4, 5 and 9

	3. Equality 
	3, 4, 5, 12 & 19
	
	Statistics and data collection 
	31

	4. Employment 
	27 & 19
	
	Mechanisms required by the CRPD
	33

	5. Education and training 
	24, 26 & 19
	
	
	

	6. Social protection 
	28 and 19
	
	
	

	7. Health 
	25, 26 & 19
	
	
	

	8. External action 
	11 and 32
	
	
	


As the above table shows, the first seven areas of action (accessibility, participation, equality, employment, education and training, social protection and health) are all of direct relevance to CRPD articles that underpin the right to independent living. While the eighth area – external action – will be of relevance to independent living (for example, it will be important for the EU to promote independent living in its development programmes), the questionnaire focuses on the first seven action points because the shadow report is concerned with the situation within the EU Member States. 
· The use of Structural Funds in Promoting the Right to Independent Living
Structural Funds can play a significant role in the promotion of the right to independent living. They can support the development of new services, including services that prevent institutionalisation, and the delivery of training for staff. They can also provide technical support for reforming legislative and financial frameworks to underpin and support community based services that promote independent living, so that such services can replace outmoded models of institutional care. The use of Structural Funds must comply with EU law, including the CRPD since its ratification by the EU.
 For this reason, Structural Funds should not be used to perpetuate the segregation of disabled people in institutional care by renovating or building new institutions.

Questionnaire
The draft questionnaire below has been divided into the following three parts:

· Part 1 - Disability Action Plan: Main Areas for EU Action (the questions are based on the specific EU actions identified under each of the first seven areas of action that are of relevance to independent living).  
· Part 2 - The use of Structural Funds in Promoting Independent Living. Questions focus on:

a) The use of Structural Funds in the previous financial period (2007-2013), whether the funds have been used to promote independent living, and 
b) The planning for the current financial period (2014 – 2020).
· Part 3 - Issues to be considered at the EU level (these questions are specific to actions undertaken by EU institutions, such as the European Commission rather than the extent to which the EU has promoted independent living in Member States). This part of the questionnaire will be completed by ENIL on the basis of information gained through desk top research and, where possible, comments received from representatives of relevant EU bodies, for example, the Disability Unit.
Questionnaire

Part 1: Disability Action Plan: Main Areas for EU Action
The questions below seek to establish to what extent disabled people are able to exercise their rights under CRPD that are relevant to the implementation of Article 19 and other CRPD articles connected to the right to independent living. The questions are based on specific action points from the EU Disability Strategy and the List of Actions set out in the European Commission’s Initial plan to implement the European Disability Strategy 2010-2020.
 
The purpose of these questions is to establish: 
(a) What, if any, barriers exist that prevent disabled people from exercising their rights, and 
(b) Whether there have been any improvements in disabled people’s opportunity to exercise their rights since the EU’s ratification of the CRPD on 23rd December 2010. Where improvements have been noted, respondents are asked to provide details of such positive examples. 
Please provide as much information as you can, and please refer to any relevant reports or other documents (and where possible provide internet links to such information).
	European Strategy 2010-2020: A Renewed Commitment to a Barrier-Free Europe 

	1. Accessibility

	Specific objective: “Prevent, identify and eliminate obstacles and barriers to accessibility. Key areas include the built environment, transport and information and communication including technologies and services.” (Relevant CRPD Articles: 3, 9 & 19)

	Key Actions 
	Question 

	Explore the possibility to complete the legal framework addressing rights of persons with reduced mobility by covering all relevant modes of transport
	1. How accessible is public transport in your country (such as trams, buses, underground, trains) for people with different impairments (e.g. physical, sensory, cognitive, mental health)? What are the main barriers to using public transport? Has there been any improvement since December 2010? Please provide details. (Positive examples may include initiatives like Dementia Friendly communities in the UK where bus drivers are trained to recognise people with dementia and help them appropriately, or help people with intellectual disabilities pay for their fare and get off at the right stop.) 


	Address accessibility to the Built environment
	2. How accessible are buildings in your country, both public and private? Has there been any improvement since December 2010? Please provide details.



	2. Participation

	Specific objective: “Ensure equal opportunities for persons with disabilities and their families to fully participate in all aspects of social and economic life, namely:

· to exercise all their Union citizenship rights, in particular the right to free movement and residence
· to be able to choose where and how they live

· to have full access to cultural, recreational, leisure and sports activities”

	Key Actions 
	Questions 

	Enhance Member States' efforts towards the transition from institutional to community based care

	3. If placement in long-stay residential settings is the predominant form of care for people with disabilities in your country what steps are being taken to develop community-based services as alternatives to institutional care? 

4. Are there any groups of disabled people who tend to be institutionalised more than others?
5. What support services in one’s home and residential accommodation services are available and how widespread are they (for example, are they available across the country or only to a small number of people)?  Do you consider that the community-based services that are available promote independent living and social inclusion? 
6. Are personal assistance funding schemes available in your country? How many people have access to them and are they available across the country?
7. What, if any, improvements have there been in the availability and/or quality of community based services since December 2010?


	Improve the knowledge base on the situation of people with disabilities living in residential institutions
	8. Is information publically available on the situation of people with disabilities living in residential institutions (such as numbers, age, gender, disability and length of stay)? Is such data available online? If yes, please provide links.
9. Has the level range, and availability, of information about the situation of people with disabilities living in residential institutions improved since December 2010? If so, if this due to a change in policy and/or legislation? Please provide details.

10. If you have any additional information about the situation of people with disabilities living in residential institutions, please provide details. 



	3. Equality

	Specific objective: Promote and protect the inherent dignity of persons with disabilities, combat all forms of discrimination on the basis of disability, and ensure that persons with disabilities enjoy, on an equal basis with others, all fundamental rights and freedoms.

	Key Actions
	Questions 

	Promote exchange of good practice on legal capacity
	11. Since December 2010, what progress, if any, has been achieved in promoting the rights of people with disabilities to enjoy their legal capacity on an equal basis with others in all aspects of life as set out in Article 12 of the CRPD? 
12. How many individuals are under full or plenary guardianship?



	4. Employment

	Specific objective: “Improve the employment situation of women and men with disabilities through recognition of their right to work including the right to the opportunity to gain a living by work freely chosen or accepted in a labour market and work environment that is open, inclusive and accessible.”

	Key Action 
	Questions 

	Increase knowledge on employment situation of people with disabilities, identify challenges, propose remedies
	13. If such information is available, what is the current unemployment rate for people with disabilities in your country?  Is such data available online? If yes, please provide links.

14. Is there information about unemployment rates for people with different impairments?
15. Is there any information about the barriers to people with disabilities getting a job on the open labour market?
16. What initiatives are there to enable people with disabilities to gain employment on the open labour market?  Please provide examples.


	5. Education and Training

	Specific objective: “Ensure that people with disabilities receive the support required, within the general education system, to facilitate their education, and that effective individualised support measures are provided in environments that maximise academic and social development, consistent with the goal of full inclusion.”

	Key action
	Question

	Increase knowledge on education levels and opportunities of people with disabilities
	17. Is information publically available on the education of people with disabilities, for example the number and percentage of children with disabilities in mainstream schools and the number and percentage of students with disabilities in tertiary education (e.g. universities and colleges)?   Is such data available online? If yes, please provide links.
18. Is there any information about the barriers children and young people with disabilities face in accessing mainstream education? Please provide examples.
19. What initiatives are there to facilitate access to mainstream education of children and young people with disabilities? Please provide examples.


	6. Social Protection

	Specific objective: “Ensure decent living conditions for people with disabilities through access to social protection systems and poverty reduction programmes, disability-related assistance, public housing programmes, and retirement and benefits programmes.”

	Assess the adequacy of social protection systems with respect to people with disabilities
	20. How do government programmes concerning social protection and social inclusion address the situation of persons with disabilities, and highlight the measures needed to take into account the higher cost of living with an impairment?  
21. If people with disabilities move from one part of the country to another, do they risk losing their benefits/support? Please provide details.



	7. Health

	Specific objective: “Ensure that people with disabilities have equal access to healthcare, including prevention, and that quality and affordable specific health services are provided.”

	Support policy developments to improve equal access to healthcare and improve quality of healthcare and rehabilitation for people with disabilities
	22. How accessible is health care for people with disabilities? Do particular groups of disabled people have more difficulty than others, in getting access to health care? What, if any, improvements have there been in access to healthcare since December 2010? Please provide details.


Part 2: The use of Structural Funds in Promoting Independent Living

The questions below seek to establish to what extent Structural Funds are being used to promote independent living. The questions focus on:

a) The use of Structural Funds in the previous financial period (2007-2013), whether the funds have been used to promote independent living, and 
b) The planning for the current financial period (2014 – 2020).
	1. Structural Funds: lessons learned from the 2007-13 financing period

	EU Disability Strategy Actions
	Questions (Where possible, please provide further details and attach copies of any reports and/or links to the relevant website.)

	Participation: Enhance Member States' efforts towards the transition from institutional to community-based care 

Optimise the use of Structural Funds and the Rural Development Fund to support the development of community-based services
	1. Is there any evidence in your country that Structural Funds have been (or are being) used to maintain existing institutions and/or build new institutions? 

2. If yes, are you able to provide any such evidence? (For example, please attach copies of published reports and/or link to the relevant website – this does not have to be in English). 

3. Do you have any other concerns about the use of Structural Funds in relation to the institutionalisation of people with disabilities in your country? Please provide details.
4. Are you aware of any projects in which Structural Funds have been used to promote the development of community-based alternatives to institutionalisation? Please provide details.
 

	Employment Make use of the ESF, in accordance with Guideline 7, to promote labour market integration of people with disabilities and other

vulnerable groups. 

Education and Training: Increase the mobility of people with disabilities through enhancing their participation in

the Lifelong Learning Programme and the Youth in Action Programme

Social protection:  Optimise the use of the European Platform against Poverty and the ESF

Health: Promote training of health professionals on disability matters through the ESF
	5. Are you aware of any projects in which Structural Funds have been used to promote independent living, for example through employment and life long learning projects? Please provide examples.
6. Are you aware of any projects in which Structural Funds, in particular the European Social Fund, have been used to reduce the social exclusion of people with disabilities? Please provide examples.
7. Are you aware of any projects in which the European Social Fund has been used to support the training of health professionals on disability matters?  Please provide examples.


	2. Structural Funds: problems arising from planning the new financing period

	EU Disability Strategy Actions
	Questions 

	Participation: Enhance Member States' efforts towards the transition from institutional to community-based care;
Optimise the use of Structural Funds and the Rural Development Fund to support the development of community-based services
	8. Do you have any concerns about the draft Partnership Agreement or the relevant Operational Programmes for 2014-20? (Please refer us to the relevant statements by your organisation or any other organisations, in relation to these, if any are available)

9. To what extent have you been involved in the drafting of these documents and do you have any comments on the involvement of NGOs in this process?




Part 3: Issues to consider at the EU Level 

The questions below focus on actions that should be undertaken by the EU, rather than how the EU has promoted action in Member States. This part will be completed by ENIL as this will involve desk top research and, where possible, contacting representatives of relevant EU bodies, for example, the Disability Unit. However, any comments on the points covered will be very welcome.
	Area & Proposed Action /CRPD Article 
	Question (The words in brackets are the proposed EU Disability Strategy action points)

	Accessibility

	1. What progress has been made in preparing the European Accessibility Act? (Prepare a European Accessibility Act setting out a general accessibility framework in relation to goods and services including public services) 
2. What progress has been made in supporting independent living through the "Active and healthy ageing" initiative?  (Support independent living of persons with disabilities and older persons under the innovation partnership "Active and healthy ageing" of the Innovation Union flagship initiative)


	Participation 
Enhance Member States' efforts towards the transition from institutional to community-based

care; 
Optimise the use of Structural Funds and the Rural Development Fund to support the

development of community-based services

	3. What progress has been made in promoting the portability of the right to personal assistance? (Promote dialogue among Member States in the Disability High Level Group on the portability of rights such as the right to personal assistance) 
4. What progress has been made in identifying obstacles encountered by persons with disabilities in the exercise of their rights as EU citizens, in particular regarding the right to free movement and residence? (Identify obstacles encountered by persons with disabilities in the exercise of their rights as EU citizens, in particular regarding the right to free movement and residence) 
5. What progress has been made in developing and disseminating a quality framework for community-based services? (Develop and disseminate a quality framework for community-based services that is inclusive of person with disabilities building on the quality framework for Social services of general interest that is inclusive of person with disabilities building on the quality framework for Social services of general interest)
6. How has information about good practices on personal assistance funding schemes been shared and to what extent has this led to reform in the Member States? (Promote the exchange of good practices among Member States in the Disability High Level Group on personal assistance funding schemes)
7. What action has been taken to identify good practice of the use of EU Structural Funds in promoting independent and community living?  (Identify good practice of the use of Structural Funds and the Rural Development Fund in relation with the principle of independent and community living)
8. Has a training module been developed for desk officers and others on the use of Structural Funds in promoting deinstitutionalisation? Has the training been delivered and with what results? (Develop a training module for European Commission geographical Desk officers (and national administrations) dealing with Structural Funds and the Rural Development Fund on the UNCRPD and common basic principles on deinstitutionalisation)
9. Has a toolkit been developed on how to use Structural Funds to support the development of community based services? How has this been disseminated and have the managing authorities provided feedback on whether it has been helpful? (Develop a toolkit for managing authorities on how to use Structural Funds and the Rural Development Fund to support the development of community-based services)
10. What information is available on the situation of people with disabilities living in institutions in Member States? (Collect data on the number, size and life conditions of residential institutions)
11. When will the study on the legal and administrative incentives for institutionalisation be published? (Study on existing legal and administrative rules which directly or indirectly promote institutionalisation with recommendations on how to remove them)


	Equality
	12. What action has been taken to promote the exchange of good practices on legal capacity? (Promote exchange of good practices on legal capacity)

	Employment 
	13. What review of EU employment legislation and policy has taken place and what areas have been identified as being in need of review in the light of the CRPD?  (When reviewing relevant European employment legislation ensure its compliance with the UNCRPD (working conditions and protection, working time, safety etc.)

	Education 
	14. What data has been collected in relation to people with disabilities and education and training? (Collect data on access and participation of persons with high dependency needs in the education system)


	Social protection 
	15. What review of EU legislation and policy relevant to social protection has taken place and what areas are identified as being in need of review? (Ensure that disability-specific issues are covered in any revisions of legislation concerning pensions and benefits portability)


	External Action Specific objective: Promote the rights of people with disabilities within a broader non-discriminatory approach in the EU external action, including the enlargement process and development programmes, taking due account of the common EU and Member States' approach to development
	16. What action is being taken to ensure that EU funds are used to promote community based services and the social inclusion of people with disabilities and are not invested in the renovation of existing, or construction of new, long-stay residential settings? (Highlight disability where appropriate as a human rights issue in the EU human rights dialogues with third countries, based on the principles of the UNCRPD and ensure that progress is made by candidate and potential candidate countries on promoting the rights of persons with disabilities and that accession funds are used to improve their situation) 

	Health

The Commission will support policy developments for equal access to healthcare, including quality health and rehabilitation services designed for people with disabilities.
	17.  What action is being taken by the European Commission to tackle health inequalities in the EU?


� See for example, De Burca, G. (2010). The EU in the negotiation of the UN Disability Convention. European Law Review, 35, 2 Ferri, D. (2010) The Conclusion of the UN Convention on the Rights of Persons with Disabilities by the EC /EU : A Constitutional Perspective. Waddington, L. & Quinn, G. European Yearbook of Disability Law, Vol. 2. Oxford: Intersentia and Quinn, G. And Doyle, S. (2012) Taking the UN Convention on the Rights of Persons with Disabilities Seriously: The Past and Future of the EU Structural Funds as a Tool to Achieve Community Living. The Equal Rights Review, Vol. 9, p. 69-94


� See Council Decision (EC) 2010/48 of 26 November concerning the conclusion, by the European Community, of the United Nations Convention on the Rights of Persons with Disabilities OJ l 23/35, Annex 11 (OJ L 23/55):  “The scope and the exercise of Community competence are, by their nature, subject to continuous development and the Community will complete or amend this Declaration, if necessary, in accordance with Article 44(1) of the Convention.”  


� See for example, Open Society Foundations, The European Union and the Right to Community living, 2012 and the United Nation Office of the High Commissioner for Human Rights, Getting a Life – Living Independently and Being Included in the Community, 2012.


� See, for example, Briefing on Structural Funds Investments for People with Disabilities: Achieving Transition from Institutional Care to Community Living, European Coalition for Community Living, November 2013. 


� European Commission, Brussels15.11.2010, SEC(2010) 1324 final. 
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