CANADIAN DISABILITY EMPOWERMENT NETWORK (CDEN)


In December 2002 Statistics Canada reported data from the Participation and Activity Limitation Survey (PALS) documenting that some 3, 420, 340 Canadians over 15 were disabled. Of these approximately 2, 000,000 were between 15 and 64 years. This age span fundamentally covers the years when Canadians are engaged in the workforce, marry and raise children, live independently, and save for their future. 


Success of Canadians with disabilities in each of these areas is tragic. The experience of Canadians with disabilities, their families, and their friends is that gaining success in these seminal aspects of life will be a lengthy and frustrating process. Overcoming political and system issues and legislation are a long-term proves. It is the work of generations.


This fact is a well-recognized reality by Canadians with disabilities and their advocates.

We do not expect thousands of years of stereotyping to dissipate quickly. We commit ourselves and those who come after us to challenge our oppression on every level until we are allowed to be fully human and assert our individuality ahead of our disability.






Disabled Women’s Network of Ontario


Allan Simpson managing director of Winnipeg’s Independent Living Resource Centre (ILRC) argued that individual advocacy was key to achieving shorter-term success in overcoming barriers in daily life. 

Rather than limiting ourselves to broad political social change and action groups, we could go back to our grass-roots and work with individual growth and development. We could help people represent themselves rather than always having someone represent them.

Simpson spoke at the 1980 Coalition of Provincial Organizations of the Handicapped conference in Vancouver. This conference and such arguments resulted in our national system of independent living centres being set up one by one.


The key element, other than determination to move toward independent living, has been knowledge transferred through the Independent Empowerment Skills Development program with its content of self-help, information, and skills training to develop the knowledge to overcome obstacles and solve problems for people to help themselves. Traci Walters states that “We give the tools, resources and information to empower people with disabilities to advocate for themselves”.

Development of the national system of independent living centres from a grass-roots base with the intent of meeting immediate needs is an example for others. Those involved determined the types of knowledge needed and created local capacity to transfer the knowledge to those who needed it. 


Individual and small group grass-roots action has powerful potential for addressing short-term obstacles. It also has within it potential to lead others to action extending over the longer term. If planned strategically, action can spread in the longer term over a wide geographic area and involve an increasing number of participants in emancipatory work. The model for knowledge transfer developed by those who led formation of the ILRC system underpins the proposed empowerment project of the Marsha Forest Centre.


The second underpinning element is our view of research as a complementary empowerment tool. Interest in evidence-based policy and practice as key to management of resources is increasing in many sectors of Canadian society. We see development of evidence-based research strength as a central component in the empowerment of people with disabilities in controlling their own lives. 


At present research knowledge primarily lies in the hands of able-bodied researchers using statistically based designs. Decision-makers like this type of research as it appears to be objective and to result in understandable numbers. Randomized controlled trials about people with disabilities, the service users, by able-bodied researchers may not provide the most meaningful evidence-based research for determining the needs and abilities of people with disabilities. Even when researchers having disabilities manage to enter the research community, they have been prepared in research programs designed and controlled by able-bodied researchers favouring quantitative studies. 


 The project proposed here sees need to empower service users, people with disabilities, as researchers. Furthermore, the research direction embodied in this project is that of qualitative participatory action research. We are guided by our own experience in research and project development, our colleagues with disabilities, and the 2005 report Research as Empowerment? The report is based on a series of seminars funded by The Joseph Rountree Foundation of England and involving people from Black and other minority communities. The needs of these communities, in terms of involvement in research about them, and their needs and abilities, is paralleled in many respects by those in the widespread community of people with disabilities in Canada.


The following quote from Research as Empowerment? speaks to the need and value we see in working with Canadians with disabilities toward injecting a new, needed, and powerful voice into creation of evidence-based research around disability.

Traditional or mainstream research is the type of research that is most often published in peer-reviewed journals. Randomized controlled trials have been seen as the gold standard for this research.

Service user involvement in traditional or mainstream research is not widespread. One of the fundamental barriers to the empowerment of service users in mainstream research remains in the unequal relationship between the researcher and research participants. The way that research is funded also has important implications for empowerment and participation in research. A further barrier to involvement relates to the methods used in health and social care research. For example, randomized controlled trials do not lend themselves easily to user involvement as other more qualitative research methods. Expectations of the research may a barrier – service users and researchers may have different ideas about the purpose of the research – is it to bring about change, or to gain more knowledge? There are also pressures of time. Little support is available in terms of training and mentoring for service users who become involved in research, or for researchers who wish to work in partnership with service users.

Finally, there has been little evaluation of the effectiveness of user involvement in research – so the evidence base for involving service users as partners in research is very poor.

Objectives

· To develop a national network (CDEN) of university level Canadians with disabilities to serve to increase individual and small group knowledge of empowerment activities and participatory research methods across Canada

· To develop knowledge capacity within CDEN to foster and engage in emancipatory research projects with both disabled and abled researchers using a participatory research approach

· To develop a system for transfer the knowledge gained through empowerment and research activities throughout CDEN and to allied organizations across Canada

Initial Step


The Marsha Forest Centre and the National Education Association of Disabled Students (NEADS) will convene a two-day meeting of possible key partners and other knowledgeable individuals in Ottawa. The purpose of the meeting will be to inform participants on the nature of CDEN, to solicit their views, to create a partnership group, and to determine if a funding proposal should go forward to the Canadian Council on Learning.

Possible CDEN Development Process

· Form a working group between the Marsha Forest Centre and NEADS with the purpose of designing and undertaking the CDEN project. It is anticipated that the project will centre on a series of workshops held in various Canadian university centres.

· Liaise with Equality Action In Education (?) of England to discuss its possible involvement in the empowerment aspect of the project. This organization is a leading self-advocacy group with national and international experience in empowerment training. Given the lack of such a group in Canada, it will be of advantage to involve an experienced group of leaders with disabilities in the project.

· Discuss and determine the appropriate number of workshops, their length, and their content with Equality Action in Education and the Canadian team. Set possible workshop timetable.

· Make contact with NEADS members in the selected universities to advise them of the CDEN project, solicit their support, and enlist one person in each university to serve as local coordinator for the meeting at that university site.

· Contact Toronto based students with disabilities presently engaged in graduate studies to determine interest in participating in the participatory action research phase of CDEN. Two students will be employed to train specifically in participatory action research methods and to support the research phase of the project. Under this phase university groups invited to participate in CDEN will design a participatory action research project to conduct following the workshop meeting. The two employed students under the guidance of an experienced researcher will provide support for this activity.

· Complete design of workshops, finalize list of invitees, finalize venue arrangements, and finalize dates. Develop evaluation tools for workshops.

· Conduct and evaluate workshops.

· Work with each workshop group to establish CDEN as a viable network across Canada. The purpose of the network will be to continue to expand knowledge among Canadians with disabilities regarding empowerment and participatory action research. The concept will be to use each participating NEADS university group to transfer knowledge to succeeding students and to work with local organizations of Canadians with disabilities to strengthen their empowerment and research knowledge, and to support their research activities.

· Develop a system for communication across the network, to inform organizations of Canadians with disabilities of CDEN activities, and to publish results of participatory action research projects undertaken.
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