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Introduction

About the European Disability Forum (EDF)
EDF is the umbrella body of the European disability movement. It represents the interests of 65 million disabled Europeans and their families; a diverse group made-up of persons with disabilities, including people with physical, sensory or cognitive disabilities, people with mental health conditions and people with complex and multiple disabilities. EDF includes national platforms of organizations of persons with disabilities from all EU member States, Albania, FYR Macedonia, Iceland, Norway, and Serbia, as well as European federations of organizations of different groups of persons with disabilities and their families.

About the EuRADE project

From February 2008 until September 2009, EDF led the EuRADE project in partnership with the University of Leeds (United Kingdom), and Maastricht University (The Netherlands). 

EuRADE was funded under the Seventh Framework Programme for Research and Technological Development (FP7), under the strand ‘Science in Society’. The project aimed at increasing and enhancing the full participation of Disabled Persons’ Organisations (DPOs), as equal and active partners in future research initiatives that will contribute to improving the lives of people with disabilities in Europe. Though there is still a long way to full and equal participation of DPOs in European research, EuRADE activities have demonstrated – as you will be able to read throughout the present policy statement – that this is not only a reachable aim, but also a constructive one. 
To achieve this goal, EuRADE endeavoured to enable the EDF and its member organisations to fulfil the 3 following objectives: 

· To identify and articulate their own priorities for research, to help establish a user-led research agenda in support of disability equality and non-discrimination in Europe

· To build capacity and knowledge about research methods and approaches used by researchers  in the field of disability related research, and acquire advanced skills in disability research project design and implementation

· To identify opportunities for and initiate collaborations with European research partners with expertise in disability related research and a commitment to the full participation of people with disabilities in research as equal and active partners

The EuRADE project has now come to an end. This strong political statement is  based on the  results of the project, and  seeks to express EDF views on the ways Disability Equality Research should be brought forward and managed at a European Level. 

The present document consists of two analytical parts and one part containing recommendations. Part I makes the arguments for the importance of mainstreaming disability in European research. Part II reveals the opportunities and issues challenging the integration of disabled people in European research. Finally, part III contains concrete recommendations on the ways and means of improving tools and methods for enhanced European disability equality research. 

A specific guide on user-defined disability research priorities will be published as a separate document later on, to assist the European Commission’s Research Directorate General (EC DG RTD) in the shaping of further disability related research work-programmes. 

----------------
I. Mainstreaming disability in European research: a new research structure

1.1. Further include civil society in the definition of research
The EuRADE project was developed in the context of emerging new European research paradigms and perspectives in social policy related research. This new approach aims at enhancing civil society participation in the definition and development of research. Mainstreaming civil society in European research is also acknowledged as central for accurate and relevant policy making in the conclusions of other research projects that have been led under FP6. 
In the view of EDF, research is a fundamental tool for accurate policy making:

With the motto “nothing about persons with disabilities without persons with disabilities”, the EuRADE project aimed to enhance persons with disabilities’ inclusion in European policy making by bettering their capacity to effectively participate in European research.

1.2. Ground Disability related research in the social model of disability

Applied to questions concerning persons with disabilities, inclusive European research involves a paradigm shift from a focus on care and rehabilitation towards a focus on citizenship rights, social inclusion and investments in structural change. It is critical that the European Union (EU) is committed to a rights-based approach to questions concerning persons with disabilities.

Today, most disability related research still remains predominantly medical, therapeutic and rehabilitation oriented. 

EDF believes that Disability related research should be systematically grounded in the social model
 of disability, where disability is seen as the result of the interaction between an individual’s impairment and the barriers that are built by society.

1.3. Be in line with the approach enshrined in International Law

The social perspective on disability is enshrined in the Convention on the Rights of Persons with Disabilities
 (UN-CRPD) adopted by the United Nations in 2006. 
The UN-CRPD has been signed by the European Communities and by all its members States, and is now in the process of being ratified. This will be the first human rights Treaty to bind the European Communities, and will undoubtedly contribute to shaping a new agenda on disability equality research.

The EuRADE project’s findings hereby underlines that disability research should address barriers to full participation and equality of persons with disabilities in society, and how to remove them. 

1.4. Adapt European disability related research culture to the new social paradigm

The paradigm shift from a medical to a social approach needs to be enshrined in the European research culture. On the basis of the findings of the EuRADE project, it can be concluded  that such an approach requires systematic (thus formal) inclusion of Disabled Persons’ Organisations (DPOs) in European research, starting from the definition of priorities within the different research work programmes, up to ensuring conditions for active participation in  research projects. 

In order to achieve this, EDF strongly recommends that the European Commission reflects on the best ways to structurally and culturally mainstream disability in European research. Currently, Disability related issues are essentially dealt with through the activities of the dedicated disability Unit at DG Employment. This is due to change with the implementation of the UN-CRPD at the European Commission level, which will involve the setting up of a focal point and a coordinating mechanism inside the institution.  When it comes to research; as a cross cutting issue, Disability should be systematically considered across all relevant Units within EC DG Research, and not as a stand alone subject. DG RTD should also envy a leading role in the process of developing Disability related research at a member state level in the scope of UN-CRPD related reforms. 
In order to mainstream disability in European research, it is necessary to address it specifically in all research areas, and from the outset. It is worth noting that the EU has already mainstreamed environmental issues in European research and policy; and best practice examples are clearly to be found there. 
This could serve as a model for mainstreaming disability issues in EU funded research. Given that “social inclusion” is a priority for the EU
, it is equally important to ensure the mainstreaming of disability issues through a critical review of the EU institutional framework surrounding research. 

EDF believes that enhanced inclusion of civil society in European scientific research needs dedicated instruments. Mainstreaming disability in European Research requires institutional mainstreaming tools. We recommend that the European Commission reviews existing Technology Platforms, with a view to financially and structurally facilitate the participation of Civil Society Organisations in their work processes, and to guarantee that their input is effectively taken into account. We also recommend developing internal mainstreaming management tools, and to developing tools necessary for enhanced cross-unit teamwork relating to disability.  

II. Integrating Persons with Disabilities in European research: Opportunities, issues and blockers 

2.1. Make research relevant to societal change

Although regretting the small amount of funds aimed at supporting activities designed to involve representatives of civil society in research under FP7, EDF values the growing tendency for joint research agenda setting at EU level, meaning the participation of civil society in the process of defining strategic research agendas. Full participation of people with disabilities in European research is indeed necessary. 

The EuRADE project for example involved a consultation survey which was aimed at determining a user-led research agenda. The results of the survey clearly showed that DPOs have different disability related research priorities from those defined for them, in many cases, by researchers. Enhancing the influence of DPOs within European research concerning disabled people is therefore necessary to make research relevant to societal changes. We consequently recommend the European Commission to work pro-actively towards the review of FP7 with as an aim to develop new programmes taking these results into consideration, and to better the upcoming FP8. 
2.2. About the added value of anticipation
As stated in article 4 of the proposal for a new Council Directive on Equal Treatment: “anticipating and removing discriminatory barriers is a major tool for fighting discrimination on the ground of disability”
. 
EDF hereby underlines that the benefits generated by including DPOs as equal and active partners in EU research initiatives would largely surpass possible costs implied by their involvement. 
For instance: in the scope of the EuRADE project, DPOs were given the opportunity to express their views on what they perceive to be research priorities. The development of ICT systems, resources and products inclusive and accessible to disabled people was hereby highlighted. At the same time, including the access needs of persons with disabilities’ in Information and Communication Technologies (ICT) research would avoid having to separately adapt devices resulting from the research later on. This clearly illustrates the added value of DPOs inclusion from the research agenda setting onwards. 
Such research may furthermore be beneficial for all consumers: there are numerous examples of technologies – like Short Message Service (SMS) for example – that have initially been developed for persons with disabilities and that are now in use by all.  Besides addressing accessibility  - and thus fighting discrimination -, including persons with disabilities / DPOs as full and equal partners in European research would also result in important added value in terms of economy of scale; hereby participating in increasing European research’s competitiveness and thus complying with the Lisbon agenda. 

2.3. More knowledge, more capacity, better integration
Although DPOs have demonstrated a sustained interest in engaging in research, their active participation is still restricted. In the scope of the EuRADE project, two major barriers have been identified hampering DPOs from effectively engaging in research: 

· Lack of DPOs’ knowledge and capacity for the design and implementation of research projects  
· Limited or lack of access by DPOs to research funding resources and opportunities 

EDF regrets that EU calls for research projects still rarely mention disability or research relevant to people with disability. This is all the more important, given the fact that disability is increasingly recognized as a cross cutting issue. 
The agenda for future European research funding is therefore a legitimate target for the advocacy and claims of DPOs seeking to ensure the mainstreaming of the social model of disability in all aspects of European Union activities. In addition, mentioning disability in relevant research calls will encourage major players such as academics and industry to address important issues such as accessibility. 
In this regard, the EuRADE project interestingly identified a good degree of potential fit between the changing “science and society” agenda
, and the “emancipatory research”
 agenda of critical disability studies.

2.4. Adapt the funding schemes enabling participation of civil society
The Commission is currently reflecting on the implementation of the European Research Area (ERA), amongst others about enhanced involvement of end-users where appropriated. Still, substantial barriers to effective cooperation with persons with disabilities and/or DPOs remain in place: DPOs struggle in many countries to find sufficient resources to function, and to provide basic services for their constituents. Most of their representatives are volunteers and are unable to reach the necessary level of professionalism currently required for fund raising and the preparation of calls. In this context: EU funding programmes, in almost all cases, do not permit research projects to be funded at 100%. 
Taking as an example FP7 funding schemes: except for Coordination and Support Activities (CSA) activities can be funded up to maximum 75% for public bodies, High Education and SMEs.  Beside the fact that only some DPOs can satisfy the SME criteria (there is no European NGO legal definition), project related overhead costs can only go to 60% of direct costs. 
The situation is even worse in the case of the Competitiveness and Innovation Programme (CIP), where R&D project related activities can only be funded at 50%, and overhead costs at a 30% fixed rate. This rule is furthermore the same for everybody. This situation, means that other partners would have to provide DPOs with the remaining percentage if they cannot get their own resource, hereby creating a situation of dependency and challenging their status as equal partners in the project. This is clearly an issue that needs to be addressed. 
Finally, the participation of Persons with Disabilities often implies accessibility costs, which is not the case for non disabled persons. For example: price of accessible conference rooms, and hotels, are often higher. Translation into sign language, hiring of velotypists, or Braille documents’ printing imply specific costs that should be addressed in the procedural text related to European funded research.
2.5. DPOs as equal partners: need for structural change
There are additional barriers preventing civil society organisations – in our case DPOs – from effectively participating in the preparation of calls: they are too often invited to participate by academic researchers at a late stage in order to legitimize a research project that has already been outlined and structured, without the DPO having even been consulted. New mechanisms should consequently be put in place to further open up research to persons with disabilities, and to civil society in general: the European Commission needs to structurally enable effective social inclusion in research, for example through facilitating the participation of CSOs within the work structure and processes of existing technological platforms. 
In addition, there is a need to ensure further recognition of the role of DPOs as equal partners vis-à-vis researchers and industry in the scope of disability related research. Whilst persons with disabilities often lack expertise in academic work, they have very relevant expertise in matters concerning disability, and in the daily barriers they face. Researchers and industry lack this knowledge. 
III. Conclusions and recommendation to fight discrimination and foster disability equality research: improving tools and processes

3.1. Time for effective disability equality research: align with the paradigm shift

· Need to consider disability related research differently: such research should be systematically grounded in the social model of disability, which recognises that disability is the result of the interaction between an individual’s impairment and the barriers that are built by society
· Need to mainstream disability related research: disability is a cross cutting issue like the environment, and should therefore equally be mainstreamed in European research. This is all the most relevant in the scope of the review of the European disability strategy in relation with the implementation of the UN-CRPD. 
· Need for enhanced participatory research involving persons with disabilities and DPOs: only structurally involving disabled persons or DPO representatives from the research agenda setting stage onwards will enable accurate research leading to evidence based policy, and consequently contribute to successful mainstreaming of disability in European research
In the medium term this process would furthermore contribute to achieving the goals of the Lisbon agenda through promoting economies of scale: research which accurately responds to real societal needs by effectively combining research expertise and practical experience of end users of products and services can help make Europe more competitive at the global level.
3.2. Create a new European disability equality research culture: adapt your work processes

· Need for DPOs to be perceived as full and equal research partners: 
Addressing disability in European research as a cross cutting issue requires active promotion. The shift from a medical paradigm to a social one implies to adapt European research culture accordingly: further efforts need to be made regarding active involvement of civil society – of DPOs in our particular case – in debating, setting and also implementing the European research agenda. 
· Adapt the European research working process to the new research paradigm: In the view of EDF, the mainstreaming of  disability in European research requires that the current European institutional partition of work be changed. As a cross cutting issue, disability requires cross-unit teamwork within EC DG RTD, and cross DG teamwork within the European Commission as a whole.  
· Support representatives of civil society, such as DPOs, in their efforts to join research platforms: In addition to emphasizing the societal impact and implications of technologies in European Technological Platforms (ETPs) in order to better mobilise end-users and consumers
, it is necessary to ensure greater balance in representation, task attribution and roles with industry and academics. This cannot happen without the European Commission providing financial support to enable civil society organisations, such as DPOs, to become members of the research platforms: their participation, which is not done with a view to profit, obviously represents a much higher time and financial burden for them than for Industries. 
· Better acknowledge the societal dimension of “Civil Society stakeholders” to constructively listen to their voice: In the scope of ETPs’ activities, industry and knowledge-generating institutions are well represented, but, according to a recent evaluation of their activities, NGOs, end users, consumers, etc still have a small presence
. This is all the more problematic taking into account their societal dimension compared to that one of other stakeholders. A clear evaluation of this added value – what is the added value? -  should be undertaken, in order to reconsider the legitimate place of civil society organisations within ETPs’ activities. 
Furthermore, with regard to the reviewing of research proposals, for all the above mentioned reasons, we strongly recommend to ensure systematic representation of civil society within the expert evaluation committees. 
· Reflect on the definition of NGOs (amongst others in the scope of research funding schemes): a wide range of stakeholders need to be involved in the formulation and prioritization or research activities through vision development and the formulation of the Strategic Research Agenda. Looking more specifically at the effective operation of the ETPs, “stakeholder categories are quite well defined: regulatory bodies, industry (representing large companies, SMEs, the whole production and supply chain...), public authorities, research institutes and the academic community, financiers and finally civil society, including NGOs, consumer associations and other representatives of end-users”
Problematic though is that - as already acknowledged by the European Commission
 - there is no clear definition of what an NGO actually is: it cannot be based on a legal definition given the wide variations in laws relating to NGO activities and given the multiplicity of their legal statuses. EDF feels that, taking as an example the current discussions surrounding the setting up of a European Foundation Statute
, a reflection on a European Association statute should be launched. 
· Develop new structurally inclusive tools: Dedicated mainstreaming management tools need to be developed in order to include DPOs in European disability research and, more generally, civil society in European research as a whole. Developing processes and adapted funding rules for enhanced CSO participation in the work of technological platforms, would for example be a good first step. 

3.3. Further opening research to disabled people: review funding schemes

· Fund user led agendas to promote equality in all areas and at all levels of society: in the view of EDF, it is difficult to guarantee social inclusion in European research without structurally supporting and funding the involvement of civil society from the setting up of research agendas onwards. Research priorities relating to disability need to be systematically defined in a collaborative way. As non profit organisations, DPOs lack financial, human and thus time resources to initiate such working processes. 
Financing ad hoc (non project based) collaborative work teams for the purpose of setting research agendas and drafting work programmes  would in our view be very positive: both for the purpose of fostering social inclusion, and of developing well tailored research, hereby contributing to meeting the Lisbon agenda general objectives
. 
· Participate in building legally binding new forms of research collaborations between universities, policy-makers and DPOs:  Often, when disability related project and tender calls are prepared disabled persons and DPOs are only involved at the last minute. This is a result of cultural and financial reasons. For EDF, true partnership cannot be based on that model. Inclusive research collaboration needs to occur from the earliest stages. The concept of a “European research partnership” needs to be clearly and legally defined so as to require the inclusion of civil society from the very start of the project preparation onwards. Binding grant agreements which require inclusion of civil society organisations from project drafting onwards, and assess the level of civil society involvement in research projects as ranking criteria would be constructive. 
· Support active participation of disabled persons and DPOs in European research through funding for capacity building: As stated above, inclusion of DPOs in European disability research is necessary. Nevertheless, disabled persons and DPOs often lack knowledge and capacity to get involved in research projects. The EuRADE project showed that funding their capacity building leads to concrete results: projects participants were able to prepare structured project outlines and engage in discussions related to research partnerships with researchers. However initiatives on capacity building need to be reinforced so as to ensure that such a process will continue and be fruitful. We therefore strongly recommend the European Commission to take further steps to regularly fund DPOs capacity building trainings. They are necessary for the constructive involvement of DPOs in research projects. The EuRADE project could hereby be used as an example of best practice.  

· Create funding opportunities: as stated in the analytical part of this paper, EU funding programmes do not currently permit research projects to be funded at 100%. We hereby suggest:

· to set non-discrimination and equal access for disabled people as criterion for the definition and implementation of research funding programmes (in reference to Art. 16 of the European Council’s regulation 1083/2006 on structural funds general regulations) 

· to extend new funding approaches such as the “Research for the Benefit of Specific Groups – Civil Society Organisations (BSG-CSO)” scheme

· to provide training and support to both DPOs and academics, and develop adapted funding schemes that would cover training costs and research activities of DPOs at 100%

· to develop incentives for partnerships between civil society organisations and researchers that are based on the principles of equality and participation

FINAL WORD

Based on the conclusions of the EuRADE project
, this position paper clearly shows that acknowledging a European socio-inclusive research paradigm in practice requires profound structural and procedural changes at the European Institutional level. Mainstreaming disability in European research cannot effectively be done without effectively embedding disability, and involving disabled people and their representatives, in European Research. 

Aligning with the new research paradigm shift requires a real research culture change, implying an institutional reflection on current research work processes and adapted structures. An in-depth – even more qualitative than quantitative - review of related funding schemes also needs to be carried out. 

At EDF, we are confident that the detailed analysis and recommendation included in this policy paper will be constructively considered by the European Commission, as we feel the recommendations are part of a  global ongoing reflection. Persons with disabilities are part of a broader European civil society, with which the European Union needs to have a genuine political, structural and procedural civil dialogue.

EUROPEAN RESEARCH AGENDAS FOR DISABILITY EQUALITY (EuRADE)


 EuRADE POLICY STATEMENT 





The United Nations Convention


on the Rights of Disabled People


The UN CRPD stipulates the rights for persons with disabilities to participate in decisions concerning them, the right to equal access and participation in education and employment on an equal basis with others by removing segregation, and ensuring ‘reasonable accommodation’ of their needs, the right to equal access to political participation, and justice, the right to social protection, social security and a decent income, the right to free movement within and across countries, the right to live independently, to have one’s own family, the right to access goods and services, and transport, the right to leisure and culture.








� EuRADE project website: �HYPERLINK "http://www.eurade.eu"�www.eurade.eu� 


� The social model of disability: proposes that systemic barriers, negative attitudes and exclusion by society (purposely or inadvertently) are the ultimate factors defining who is disabled and who is not in a particular society. It recognizes that while some people have physical, sensory, intellectual, or psychological variations, which may sometimes cause individual functional limitation or impairments, these do not have to lead to disability, unless society fails to take account of and include people regardless of their individual differences.


� Full text of the UN-CRPD: �HYPERLINK "http://www.un.org/disabilities/convention/conventionfull.shtml"�http://www.un.org/disabilities/convention/conventionfull.shtml� 


� Source: �HYPERLINK "http://ec.europa.eu/social/main.jsp?catId=437&langId=en"�http://ec.europa.eu/social/main.jsp?catId=437&langId=en�


�“Art.4 -1.a) In order to guarantee compliance with the principle of equal treatment in relation to persons with disabilities:


The measures necessary to enable persons with disabilities to have effective non-discriminatory access to social protection, social advantages, health care, education and access to and supply of goods and services which are available to the public, including housing and transport, shall be provided by anticipation, including through appropriate modifications or adjustments.” 


Link to full text proposition: �HYPERLINK "http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=CELEX:52008PC0426:EN:NOT"�http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=CELEX:52008PC0426:EN:NOT�


� Link to the agenda: http://ec.europa.eu/research/science-society/index.cfm?fuseaction=public.topic&id=28


� Emancipatory research: puts disabled people in the forefront but also embraces genuine partnership working with academics or other professionals.


� As recommended in the Evaluation of the European Technology Platforms, p.105, Idea Consult, 2008


� Evaluation of the European Technology Platforms, p.7, Idea Consult, 2008


� Evaluation of the European Technology Platforms, p.31, Idea Consult, 2008


� The Commission and Non-Governmental Organisations: Building a Stronger Partnership COM (2000) 11 of 18/01/2000: �HYPERLINK "http://ec.europa.eu/civil_society/ngo/en/communication.pdf"�http://ec.europa.eu/civil_society/ngo/en/communication.pdf�


� Consultation document:  �HYPERLINK "http://ec.europa.eu/internal_market/consultations/docs/2009/foundation/consultation_doc_en.pdf"�http://ec.europa.eu/internal_market/consultations/docs/2009/foundation/consultation_doc_en.pdf� 


� "to make the EU the most dynamic and competitive knowledge-based economy in the world capable of sustainable economic growth with more and better jobs and greater social cohesion, and respect for the environment by 2010"


� Project website : �HYPERLINK "http://www.eurade.eu"�www.eurade.eu� 


�See the Manifesto at:  �HYPERLINK "http://www.civic-forum.fr/documents/manifesto_for_a_genuine_european_civil_dialogue.pdf"�http://www.civic-forum.fr/documents/manifesto_for_a_genuine_european_civil_dialogue.pdf� 







