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Friday  July 25, 2008

Participants’ presentation - Minutes
Ines – Murinet Multidisciplinary Researdh Network on Health and Disability in Europe 

Marie Curie Research Training Network, FP6

Aim:  explore health disability and the biopsychosocial model (base of WHO ICF, Disabiliy and Health

Mainstreaming, inclusion and full participation 

4 main areas:  

· Clinical and Rehabilitative

· Child health, psychology and education 

· Health and disability information for policy 

· Ethics and Human Rights (National Council main focus) 

3 stages

Stage 1 – collecting resources from 2001 to nowadays – not academic research documents

Undertake a bibliographic research : what exists in disability and human rights 

Database of International European and national documents (CoE, UN, EADSNE, OHCHR, ILO, EC…

Leonard Cheshire Foundation, Resource, Canadian Human Rights Commission, Disability Rights Commission (UK), Handicap International, Mental Health Europe, 

Stage 2 - Development of framework and tool to assess HR in legislation:

· Based on UNCRP

· Able to capture the policies: approach to disability, respect twd HR principles, respect for disability key principles like inclusion, participation and mainstreaming in the various areas of life (education, health, insurance, transport, etc.)

· Developed Checklist 

Stage 3 - Testing/improving tool previously developed 

Research question developed during the week: how can we collect data (individual “voices”/reports) continuously through DPOs about barriers to participation? – today I had this experience e.g. I could not get to a place because it was not accessible – we should record this experience. 

Parallel with Convention rights of the child 

Avoid the typical story heroic and victimization 

Main goals: collect evidence 

Anniina Lavikainen– research question: what kind of barriers hard of hearing people face on full participation in society?  

· Discrimination 

· How they perceive barrier as discrimination 

· How to get information if there are differences between regions, men and women, ages 

· Have a legal definition of discrimination 

Why important: no research on this subject only rehabilitation… 

Method: group discussions where hard of hearing persons could tell about their barriers  instead of having researchers defining the barriers before hand  + reasonable amount of individual interviews with a variety of hard of hearing persons to generate the typology of barriers 

Recommendation: think about different stages in your research e.g. develop a tool and test it with a small group. 

Erik – How are psychiatric survivors/users organized and represented in different European countries at national and local level? 

Sub-questions: To what extent are they voices represented ? Are they part of umbrella organisations? What connection do they have with the human rights movement? Type of resources do they have? How could their voice be raised? 

 survey call for questions to collect data – are they user-led or mixed, are organizations connected , are they based on diagnosis, do they receive funds from medical industry 

Questionnaire or telephone interviews map the situation in Europe at the moment

Many organisations but not linked 

Why should we do it: empowering user organisations to get a better voice? 

Idea: combination research and development project 

Not only get data but also empowering  

=>>> interesting some participants come with assumptions and changed to hypothesis

UNIVLEEDS + UM could help find academic partners 

Leonor – What changes have to be made in Spanish Legislation so that the ART12 of Convention can be implemented (ask for presentation). 

What A12 says – Recognition before the law 

Why it is so important – all legal system are based on the rights exercise; there is no right if there is no chance to exercise it, widens our vision and compromise with Human rights 

Structure

· current system in spain, what the convention says, description of models that are close to a support making assistant 

· Definition of the model 

· Conclusions

Who should do it

· Spanish DPO and University

· Will require defining the agreement

· Where – Spain and around 5 other countries 

· Funding – try to find it 

Purpose
Source of info and methodological approach quite similar in different stages

· Incapacitation laws (documentary analysis); Lawyers and notaries (public deed) working on incapacity system (interviews, focus groups) 

· DPOs (interviews, focus groups) 

· Institutions of Guardianship (same as above) 

· Judicial Power working at incapacitation (same + documentary analysis)

· PwD have been incapacitated (interviews) 

Questions to be answered

System: principles, guarantees, procedure, extent of the support (in relation with other rights)

Level of tailor 

Specific situation (E.g. people in coma) 

Theoritical legal situation and real situation 

Threats, comments, perspectives 

Comparision: Can Spanish substitution system, based on an incapacitation scheme, be understood in compliance with Convention? 

Identifying the countries: closest to art 12 guarantees 

Possible countries: “rechtliche betreuer”  in Germany or “administrator di sostegno” in Italy, “enduring power” in Canada

Etc. 

Rationale: this has changed there is this new convention what could be done

Comments/recommendation: if the question is what does people need, the end is the development of a model and convention could be used as a tool that can feed in. 

Regarding sources: do we regard the views equally ? 

Gunta – does existing employment system support disabled persons adequately? – Comment: we already know the answer but it is a yes or no question. 

· What knowledge the employment agency has of the needs? 

· How sustainable are 

· What kind of additional support disabled people need to be provided by the employment agency? 

More research adequate: To what extent does the current employment system meets the needs of disabled people? 
Variables e.g. gender, employed/unemployed, etc. 

------

Advice: always have someone to review your proposal

------









