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· Disability-Research in German-speaking countries

· Inclusive, Particiatory and Emancipatory Research

· Project „Inclusion at the university“

· Life History Research and the project „ An autobiographical perspective on deinstitutionalisation“

· Collaborative development of theories: the project „Experiences of participation in the vocational biography of people with Intellectual disabilities“ 

1.
Disability-Research in German-speaking countries


„In German-speaking countries, disability-research has been consistently on people with disabilities rather than with people with disabilities in the past“ (Buchner/Koenig 2008)

Study on research projects in German-speaking countries across the last decade (Buchner/Koenig 2008)

· Content-analysis of 3012 articles of 11 leading Journals on disability research

· Focus on 

· used methods

· themes 

· ethics 

· inclusion of subjective perspective of disabled people

· Participatory/inclusive research approaches
Findings

· Little empirical research (19% of all examined articles)

· Overbearing school-related/educational issues

· Most designs aimed at questioning proxies instead of disabled people

· Rare inclusion of subjective perspectives even in qualitative research settings

· Only one study with a participatory approach (Translation of an english study, Ruef 2001)
Conclusion

· There is a dramatic need for research under control of and including perspectives of disabled people in German-speaking countries
2.
Inclusive, Particiatory and Emancipatory Research


Clarifying different lines of development (Gilbert 2004)
1. Participatory Research

  In participatory research people with disabilities are included in the research process in various forms. Research itself is mainly orientated upon the experiences of people with disabilities and is mostly qualitative in nature. Researchers and disabled people work together in collaborative ways. The accountability of the researcher usually is at the funding organisations. 

2. Emancipatory Research

In emancipatory research the focus is stronger at the transportation of political change processes (Social Model of Disability). People with disabilities have full controll over the reserach process, whereas researchers without disabilities have mainly a supporting role. Methods can be both qualitative and quantitative.

3. Inclusive Research

The term Inclusive research (Walmsley & Johnson 2003) tries to moderate between this partially competing paradigms in favour of a more general one and to show the continuity and reciprocity of both research approaches

Criteria for Inclusive Research (Walmsley & Johnson 2003)
· Research themes most be of clear relevance for people with disabilities

· Goal: Improvement of the qualiy of life

· Perspectives and experience mark the starting point

· Researching together to achieve collaborative results 

· People with disabilities should have some controll over the research process

· People with disabilities should be able to make active contributions as researchers

· Permanent reflexivity of the researchers

· Accessibility of the resarch and its results

Methodological approaches
· Action research 

· Narrative and/or (auto-)biographical research 

· Evaluations of support services for people with disabilities

· Qualitative methods in general (various types of interviews, focus groups, participant observations, discourse analysis) ( creative use and combination of methods

· Ethnographic research („Entering Disability Cultures“)

· Grounded Theory as research strategy – parallelity of inquiry & field work, interpretation and analysis of data 
What roles can be taken by people with learning disabilities
„From a source of data to a researcher“ ( the degree of participation is continually increasing 

· Direct forms of qualitative inquiry (interviews, group discussions)

· Validation of results with research subjects

· Advisory or reference group

· Acting as co-researchers

· Involvement in the analysis of data

· Collaborative writing of accessible research reports

· Control over all phases of the research project

Participatory and Emancipatory Research in German Speaking Countries

· Still very rare, the last years saw the first developments

· „The image of a disabled man“ cultural historical research project about the views of and on people with disabilities in art and culture (Schönwiese/Mürner/Flieger 2006)

· Elements of inclusive research used in several small scale qualitative research projects

Collaboration in Research with people with learning disabilities

· So far no tradition

· Mainly due to a very weak position of the few independent Self Advocacy groups in Austria

· „Inclusive Research Network“ founded in 2006 as the first scientific network to actively engage people with learning disabilities from Self Advocacy (SA) Organisations ( Inclusive Research as a tool for Empowerment for SA
3. The Project „Inclusion at the University“
· Universities as THE place of the production and transfer of knowledge („learning society“) has been inaccessible to people with learning disabilities.

· Even in courses in the field of special and inclusive education (where Disability research in german speaking countries is still mostly located) ( „Nothing about us without us“ has so far not been put into practice

Goals for the project „Inclusion at the University“

· Develop a Research seminar focusing on Inclusive research approaches

· Develop an Inclusive seminar in which people with learning difficulties are equal learners

· Develop an Inclusive teaching seminar in which people with learning disabilities take charge as teachers as the experts in their own cause

· Develop an Inclusive research seminar in which People with Intellectual disabilities design, carry out and take control over research 

Structure of the Seminar

· Intensive preparation with the Experts (almost one year)

· Group leader function for self developed research designs

· Accesible transfer of theory and research skills

· Regular reflection Units after each seminar as a core factor for the success

· „Experts“ with learning disabilities are assissted by students to take charge in the research

Structure of the Seminar

· Collaborative Interpretations and analysis of the qualitative data

· Joined Presentation of the results on international conferences

· Writing accessible reports ( First german monography in development

Covered Themes by the Experts

· The situation of homosexual people with ld living in institutions

· Learning disability and motherhood

· Barriers in inclusive leisuretime activities

· Barriers in public transport

· User Involvement and choosing staff in institutions

· Possibilities for complainment in institutions

· Experiences with legal guardianships 

· Relationships in institutions
4. Life History Research
· Oral History

· Autobiographical method

· Adapted for Inclusive Research by Atkinson (1997, 2000, 2001)

Methodological approach

· Narrative interviews

· facilitating narratives

· Transcription of interviews

· Control of research process and products by the one who´s telling his/her story

· Contents are decided by telling person

· Story is owned by telling person

Role of the researcher

· : „...the ghost writer, or scribe, or interviewer- has two jobs to do: facilitate the telling of the story and to listen attentively to its telling (to be its ‘audience’); and, later, to be its compiler and its writer (though not its owner).“ (Atkinson et al. 2003, 7)
Impact on…

· Personal level

· Process of life review

· Empowerment

· Oportunity for self representation

· Social level

· Social and historical awareness

· Making lives visible

· Understanding of others can be enriched

Project: An autobiographical perspective on deinstitutionalisation

· University of Innsbruck

· Life History Research 

· 15 participants

· Gerhard Westermann´s Life Story
Gerhard Westermann´s Life Story

· Acquaintance since 6 years

· 15 sessions

· 5 more for compiling life story together

· Facilitation through pictures

· Challenges: 

· Putting experiences in a chronological order

· Necessity for very sensitive interviewing

After the research process…

· „I´m proud of having elaborated my life story!“

· Presentations at conferences 

· Co-Facilitation of university courses

· Acquaintance maintained
5. Collaborative development of theory with people with Intellectual disabilities

· Qualitative and participatory research project at the University of Vienna: „Experiences of participation in the vocational biography of people with Intellectual disabilities“ from 2008-2011.

· Financed by the Austrian Science Fund (FWF) after an international peer review application procedure

RESEARCH GOALS:

· Reconstruction of subjectively perceived participation  („Participation as an everyday experience“) in the biography of People with Intellectual disabilities under special consideration of institutional preconditions in Austria

· Further development of resarch instruments to allow the participation of people with intellectual disabilities in a process of collaborative theory development

Relevance 
Research of the post educational life situation of people with disabilities has increasingly become an important topic for social research 

· Change of perspectives (Paradigm shift) in the theoretical and political discussion 

· Claims of disabled peoples organisations for self determination and full inclusion in the society (Participation)

· Multdimensional bio-psycho-social Model of Disability of the WHO ( ICF with it`s most important concept of participation

· Neglection of people with Intellectual disabilities in the Social Model discourse

Research Questions

· How do people with an intellectual disability perceive existing and/or omitted experiences of participation in the phase of transition from school to work and in the phase of working life?
· Is there a connection between the experience of participation and the perception of an individual and self-determined way of life?

· Which conclusions can be derived for the design of offers of support for the phase of transition from school to work and the phase of working life, which are oriented on the principles of selfdetermination and participation of people with an intellectual disability?

Methodological procedure

· Theoreticaly derived participation zone model as structural and thematic framework for the research process 

· Research process modelled after the logic of grounded theory (Theoretical sampling, Emerging categories, Saturation, etc.)

· Triangulation of different methodical inquiry and interpretation approaches 

· Flexible Research design: Methods must be adopted based on the indivdual level of competences of each research subject

· Two research groups (each 20-25 persons) will be accompanied for a period of two years

· Installation of a reference and advisory group consisting of twelve self Advocates with intellectual disabilities from different provinces in Austria
Research Cycles for a collaborative development of theory

· Qualitative Interviews and Participant Observations take place in each of the four thematic phases of research (duration each six months) 

· Inquiry starts using an open ended interview style (narrative / biographical interviews) and become more focussed on the specific participation experiences in working and civic life towards the latter research phases

· Researchers analyze every single case using open coding and develop creative models for individual validation

· The Life stories, interpretations and open questions are individually checked with each person (Research as a self reflective process ( Empowerment)

· Using Axial Coding the case studies are compared for common themes and categories and prepared for a validation with the reference group

· Core categories are supposed to emerge during the research process
The Reference Group

· 12 Self Advocates from different provinces in Austria (six people are members of the „Participation network“)

· Meetings every two months each lasting two days

· Reflection of the research process

· Development of questions for the interview guidelines

· Joined interpretation of qualitative data material (interviews and observation protocols)

· Discussion of emerging categories

· Translation into „Easy to Read“

· Planning of the respective thematic focus for the next phases of the research process

· Participation and Presentation on conferences

· Implizit goal: Contribution for a further networking and professionalisation of Austrian Self Advocacy groups (( development of competences for research)
Linear Model of social research
The cyclic participatory research wheel
Thank you for your attention

