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About EURADE

Recent years have witnessed a growth in research that focuses on disability equality, non-
discrimination and accessibility. Key to this development has been the growing demand by
disabled people's organisations for a more holistic approach to research which addresses the
underlying causes of social exclusion. Disabled people's organisations have also
demonstrated a sustained interest in engaging in research, arguing that their voice, needs and
priorities should be better represented in shaping research agendas.

Yet, for the most part, research on disability has been and is still dominated by professional
academics, researchers and industry. The participation of disabled people and disabled
people's organisations as equal and active partners in research remains a challenge. A reason
for that is their lack of research knowledge and capacity as well as their limited access to
research funding opportunities.

In light of these concerns, the European Research Agendas for Disability Equality (EURADE)
project seeks to increase and enhance the full participation of disabled people's organisations
as equal and active partners in future research initiatives promoting disability equality and non-
discrimination in Europe. Funded under the Seventh Framework Programme for Research and
Technological Development (FP7), the project is led by the European Disability Forum (EDF),
in partnership with the University of Leeds (United Kingdom) and Maastricht University (The
Netherlands).

For further information, please visit: www.eurade.eu.
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Introduction

This report covers the proceedings of the briefing seminar on the ‘Consultation Survey
‘European Research Agendas for Disability Equality’: New Priorities for Disability Research in
Europe’, held at the European Parliament, in Brussels, on 21 January 2009. Organised by the
European Disability Forum, the briefing seminar was hosted and chaired by Ms Catherine
Trautmann, MEP & Vice-Chairwoman of the Committee on Industry, Research and Energy.

The primary purpose of the seminar was to present the principal findings and
recommendations of a consultation recently conducted by the European Disability Forum, in
partnership with the University of Leeds and Maastricht University, with disabled people's
organisations in European countries. The consultation, which ran from May to July 2008,
aimed at giving disabled people’s organisations in Europe the opportunity to share information
about their past research experiences, their priorities for future research and their interest in
research participation. It gathered responses from 68 organisations in 25 countries, the
majority of which work at the national or European levels, and are controlled by disabled
people.

The briefing seminar brought together representatives of the European Parliament and the
European Commission, as well as stakeholders of the disability, academic and research
communities from around 15 European countries. Participants discussed and exchanged views
on the perspective of future research in Europe highlighting the barriers to, as well as the
potential benefits of, ensuring the equal and full participation of disabled people in research
and building research partnerships between disabled people’s organisations and
researchers. Current opportunities for the participation of disabled people's organisations in the
European Commission’s Seventh Framework Programme for Research and Technological
Development (FP7) and concrete proposals on how the voice of disabled people may best be
represented in shaping European research agendas that will support disability equality and
non-discrimination in European societies were also presented.
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Seminar opening

Ensuring equal and active participation of disabled people’s in research:

the fundamental role of policymakers
Britta Thomsen, MEP & Member of the Committee on Industry, Research and Energy and the
Committee on Women's Rights and Gender Equality - Denmark

Opening the briefing seminar, Ms Britta Thomsen MEP referred to the results of the
EuRADE consultation survey noting that although disability is a growing field of research,
disabled people and their organisations have not been involved in research as active
participants or researchers, nor have their needs been incorporated in research agendas.
Ms Britta Thomsen MEP highlighted the lack of resources in disabled people’s
organisations as one of the reasons hampering their full participation in research, and
recognised that it is the responsibility of policy-makers to take action to address and help
change this situation. She also acknowledged that there is a need for the European
Parliament and the European Commission to pay greater attention to and gain a better
understanding of the importance of including disabled people and their organisations in
the construction of the FP7, and to facilitate research collaboration among researchers
and civil society organisations. Finally, Ms Britta Thomsen highlighted the equal
opportunities and non-discrimination directive adopted by the European Commission in
July 2008 which she stated “will improve the rights of disabled people all over Europe”
including with relation to the FP7.

Presentations

EuRADE: building the capacity of disabled people organisations for

research participation
Erzsebet Szollosi, Member of the Executive Committee, European Disability Forum - Hungary

Ms Erzsebet Szollosi provided an overview of the of the European Research Agendas
Disability Equality (EURADE) project outlining its goals and key activities. Developed and
led by the European Disability Forum in parternship with the University of Leeds and
Maastricht University, the project focuses on building the capacity of disabled people’s
organisations to participate as equal and active partners in future research initiatives that
will promote disability equality and non-discrimination in Europe. This is being achieved,
thanks to the support of the FP7, by engaging representatives of European disabled
people’s organisations in activities involving the definition of research policies and
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priorities, research knowledge and capacity development - including participation in a
research summer school, in an online research training and in research conferences -,
and through mapping opportunities for funding and research collaboration between
disabled people’s organisations and academics. Recognising that research is a
fundamental tool for policy making, Ms Erzsebet Szollosi also underlined that disability
research should be grounded in the social model of disability “where the disability is [...]
the result of the interaction between [an individual’s] impairment and the barriers that are
built by society”.

The top 10 research priorities of disabled people’s organisations
Mark Priestley, Professor of Disability Policy, University of Leeds - United Kingdom

Whilst there is a need for increased research capacity in disabled people’s organisations,
Professor Mark Priestley from University of Leeds also stressed that disabled people and
their organisations clearly have a strong contribution to make to future research and a
strong motivation to be involved in research as active and equal partners. After providing
a clear insight into the EuRADE consultation survey design and implementation,
Professor Mark Priestley summarised its key findings and presented the top ten priorities
for disability equality research as identified by the disabled people’s organisations which
responded to the consultation survey: 1) Non-discrimination and human rights; 2) Support
for independent living; 3) Education; 4) Information and communication; 5) Bioethics and
rights to life; 6) Health care; 7) Mainstreaming disability in policies; 8) Organisations of
disabled people; 9) Urban and built environments; 10) Parenting and family life. In his
closing comments, Professor Priestley presented some thoughts on possible ways in
which disabled people could be involved in research. Building on the general principal of
equal and full participation, where disabled people become research ‘subjects’ as
opposed to research ‘objects’, roles for disabled people could range from acting as a
project reference group, consultants or peer interviewers to co-researchers, academics or
project coordinators.

An executive summary of and the full analysis report on the results of the consultation
survey are available from the EURADE website: www.eurade.eu.

Panel and open floor discussion

The briefing seminar also saw a high-level panel discussion, chaired by Ms Catherine
Trautmann MEP, followed by an open floor discussion on ways to facilitate and ensure the
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equal and active participation of disabled people and their organisations in shaping European
research agendas as well as in formulating, designing and implementing future research
initiatives.

Overcoming the barriers to participatory action research
Lisa Waddington, Professor & EDF Chair in European Disability Law, Maastricht University -
The Netherlands

Focusing on the barriers to participatory research as these can be perceived by
academics, Professor Lisa Waddington highlighted the challenges of developing fruitful
partnerships between academics and disabled people’s organisations - notably the lack
of research capacity and knowledge among disabled people’s organisations, the
inexperience of academics, as well as a general lack of appropriate funding schemes that
facilitate participatory research between academics and disabled people’s organisations.
Whilst these barriers may seem difficult to overcome, Professor Lisa Waddington also
noted that “there is potential for [participatory] research and for disability to be taken into
account in all areas of research”. In this context, she put forward some proposals on the
possible strategies to overcome these barriers, including providing training and support to
both academics and disabled people’s organisations (e.g. through a research summer
school) as well as developing adapted funding schemes that would cover training costs
and research activities of disabled people’s organisations at 100% and provide incentives
for partnerships between civil society organisations and researchers that are based on
the principles of equality and full participation.

‘Nothing about us without us’: the equal and active participation of disabled

people in research as a matter of human rights and democracy
Yannis Vardakastanis, President, European Disability Forum - Greece

Echoing the needs highlighted by Professor Waddington, Mr Yannis Vardakastanis
referred to Article 16 of the European Council’s regulation 1083/2006 on Structural Funds
General Regulation and called for non-discrimination and equal access for disabled
people to be set as criterion for the definition and implementation of research funding
programmes. Mr Vardakastanis also argued that “the issue of making research accessible
to disabled people — as students, researchers, teachers or through their representative
organisations — is a matter of paramount importance”, adding that ensuring the
involvement of disabled people in the research agendas planning, setting and
implementation process clearly is a political issue that needs to be addressed by
decision- and policy-makers both at the European and the national levels. Emphasising
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that the equal and active participation of disabled people and their organisations in
research is fundamentally a matter of human rights and democracy and that strong
decisions should be made to open up research to disabled people, Mr Vardakastanis also
acknowledged that “the disability movement itself has the great responsibility for putting
research issues high in their agendas”.

Linking research with democracy: an innovative perspective to research
Britta Thomsen, MEP & Member of the Committee on Industry, Research and Energy and the
Committee on Women's Rights and Gender Equality - Denmark

Having joined the panel discussion, Ms Britta Thomsen MEP pointed to the innovative
nature of the EURADE project which, by linking research with democracy, brings a new
perspective to the way politicians perceive research. She recalled the first meeting held
by the Disability Intergroup of the European Parliament on how to promote disability
research within the Seventh Framework Programme (FP7), and recognised that such a
link had not been made or raised as an issue, perhaps due to disability research still
being understood from the traditional medical perspective. With discussions continuously
under way, including as regards the proposed Article 13 EC non-discrimination directive,
Ms Britta Thomsen MEP encouraged the disability movement to pursue its collaboration
with the European Parliament and strongly recommended that disabled people increase
their lobbying efforts to influence the early stages of the research agenda setting of the
European Framework Research Programme. Referring to the principles of equality and
non-discrimination promoted by EuURADE, Ms Britta Thomsen MEP also highlighted the
need for women with disabilities and their specific concerns to be recognised and
included in the research agendas setting and implementation process.

The European Commission: slowly, but surely moving towards a greater

involvement of civil society in research
Jean-Michel Baer, Director, Directorate of Science, Economy and Society - Directorate-General
for Research, European Commission - Belgium

The European Commission is currently reflecting on the implementation of the European
research area (ERA), so as to better coordinate research activities whilst ensuring
cooperation in addressing challenges. According to Mr Jean-Michel Baer efforts are also
being made to ensure that civil society organisations are actively involved in debating,
setting and also implementing the European research agenda as partners. Although the
process may seem to be evolving slowly and despite the limitations, “European
institutions are listening to the voices of civil society” he said, highlighting EURADE as an
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example that should inspire future cooperative actions between disabled people’s
organisations and research institutions.

Recalling Professor Waddington’s proposal for new funding approaches, Mr Jean-Michel
Baer noted that the European Union’s funding programmes must comply with Community
regulations which do not currently permit research projects to be funded at 100%, and
stressed that resources should also be mobilised at the national level. However, it is the
Commission’s intention to continue to foster civil society participation in research. In
recent years, instruments have been developed and designed specifically to allow civil
society organisations to submit proposals for research, notably the “Research for the
Benefit of Specific Groups — Civil Society Organisations (BSG-CSO)” funding scheme.
Another step in that direction is a new type of funding scheme which is expected to be
introduced next year. It will aim at funding transnational programmes over a period of up
to 3 or 5 years. The new funding scheme will provide a new approach to participatory
research. Indeed, it will fund the establishment of consortiums that will bring together
municipalities, parliamentarians, research centres and civil society organisations to
discuss and define strategies on topics that will address the needs of civil society.

In response to specific concerns raised by representatives of disabled people’s
organisations about the lack of European research into, and resources for, disability
equality, Mr Baer argued that “disability is not being addressed as a minority [issue] by
the European Commission”, adding that the Commission shall seek to facilitate the
mainstreaming of disability research in other areas of the FP7, e.g. to hold meetings
between the EURADE Coordination Team and Directorates of relevance to the research
topics identified through the consultation survey. In response to concerns raised about the
lack of knowledge, human and financial resources of disabled people’s organisations to
be able to effectively participate in research, Ms Viviane Willis-Mazzichi (Policy Officer &
EuRADE Project Officer, Directorate-General for Research, European Commission)
advised that the new funding scheme would also provide support for research
training/studies.

Disability research in support of the United Nations Convention on the
Rights of Persons with Disabilities (CRPD)

Gyorgy Konczei, Professor of Disability Studies at the Eotvos Lorand University & Member of
the Committee on the Rights of Persons with Disabilities for the UN Convention on the Rights
of Persons with Disabilities — Hungary

With the Committee on the Rights of Persons with Disabilities now established, Professor
Gyorgy Konczei considered how emancipatory research could support the Committee.
First calling for the disability movement and disabled people to pursue the fight for their
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rights, Professor Konczei highlighted the importance of the perspective of disabled people
in challenging, introducing, shaping, and implementing policies. Recognising the
importance of research to support the effective monitoring by the Committee of the
implementation of the Convention, Professor Konczei also encouraged disabled people’s
organisations to collaborate with academics in order to produce high-level research
results. He also stressed the importance of the full and equal accessibility of disabled
people to research results, suggesting that this could be achieved by developing an
online research knowledge resource centre intended which would take into account the
needs of persons with different impairments. A similar website could be developed to
support their participation in decision-making processes. As regards research needs,
Professor Konczei asserted that the Committee would benefit from research into some of
the topics emerging from the EuRADE consultation survey, notably in the areas of
litigation and independent living. Professor Konczei also suggested that evidence-based
research is undertaken on the exclusion of persons living with intellectual and
psychosocial disabilities in relation to the current political system, as well as research into
self-advocacy empowerment.

Conclusion

Disability equality research is in the general interest of all

The briefing seminar was characterised by an open, frank and transparent dialogue between
all parties concerned, reflecting the growing interest in research into disability equality and non-
discrimination both at the national and European level. This view is reinforced by the closing
comments made by Ms Catherine Trautmann MEP who, acknowledging and supporting the
concerns raised by representatives of disabled people’s organisations in attendance, stated:
“We will all become disabled in time, either due to an accident, or disease, or ageing [...].
Disability equality research should therefore take into account 100% of the population and be
treated as a first priority in the general interest of all.”
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