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Summary of research
Title ‘Voices for Change’: Participatory Action Research in partnership with young adults with Down syndrome in New South Wales, Australia.
Background: ‘Circles of support’ are becoming an increasingly popular form of intervention to assist intellectually disabled people who need support in achieving their aims and goals. There is however a need for more academic research in this area.

Purpose of the study: The purpose of this research is to investigate what features of a circle of support model of intervention are effective in supporting young people with Down syndrome to identify and move towards their personal goals such as going out, forming relationships, promoting independent living skills, moving out of the parental home etc.

Objectives of the study:  A coordinator and facilitators (‘Team Coaches’) will work with up to 16 young adults with Down syndrome and their families to identify personal goals and build circles of support. There are two cycles in the planned programme which are implemented over three years.

A research steering group (RSG) consisting of representatives from primary stakeholder groups will be active participants in guiding the action research process. These will include young people with Down syndrome, team coaches, parents and the project reference group. They will be responsible for identifying key areas for investigation, planning and overseeing the research. 

Methodology: Participatory Action Research (PAR) methodology will be utilised to establish the field of study and generation of data. Kemmis and McTaggart (1988) suggest that the fundamental components of action research are (1) developing a plan for improvement (2) implementing the plan (3) observing and documenting the effects of the plan, and (4) reflecting on the effects of the plan for further planning and informed action. In PAR, researchers and participants plan both action and research jointly. Types of data will include focus groups, semi-structured interviews, questionnaires and video evidence.

The Grounded Theory method of data analysis will be utilised to determine the themes and codes which emerge from the data in the context of the research questions. Qualitative data analysis will be analysed with the support of NVIVO software.

Ethics: The research will be conducted within a carefully considered ethical framework, which takes into account the vulnerability of the participants who have Down syndrome. The University of Sydney ethics committee approved the research in March 2007.

Expected outcomes: 

· To indicate both the strengths and weaknesses of the existing model of the circles of support;

· To establish an enhanced model of circles of support in the context of the research; 
· To make recommendations as to the effectiveness of the end model to produce training and guidance materials with the aim of providing further assistance to other groups in developing their own projects; and
· To add to the body of knowledge in the area of disability research methodology.
Publications
‘Voices for Change’: Participatory Action Research in partnership with young adults with Down syndrome in New South Wales. Peer reviewed paper presented at ASSID Conference, Perth, 4-7th November 2007.

Abstract presentation

‘Voices for Change’: Participatory Action Research in partnership with young adults with Down syndrome in New South Wales- some ethical considerations.

University of Sydney Edhealth Conference, Terrigal, 15th and 16th November 2007.
