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Citizens Information Board (CIB) Response to Consultation Document

General

The proposed research programme is a welcome and positive development. The principles of the research programme as set out are important, particularly in relation to person-centred supports, inclusion of people with disabilities and collaboration with other research institutes.

The reference in the Consultation Document to an emphasis on evidence based contributions to the policy debate is very welcome. There is a need to strengthen the links between evidence-based data and the formulation of policy and actual practice in respect of all categories of people with disabilities.  There is potentially important work to be done in comparing empirical data with targets set in the various Departmental sectoral plans.   

 Diversity of Population of People with Disabilities

The research programme should include provision for disaggregating general national data for people with disabilities, given the diversity of the population of people with disabilities. This diversity is based not only on the nature and degree of disability but also on factors such as age, class, education, geographical location, family income, employment status, whether or not the disability is acquired over the life-cycle and, very importantly, on differences in people’s ability to deal with institutions and utilise existing systems of provision to their own advantage.  The National Disability Survey data should prove useful in this regard. 

Links with Other Data Collection Mechanisms 

The research programme might look at how a stronger interface might be developed between the HRB databases and other national data sources, e.g., Census, National Disability Survey, Local Authority Housing Needs Assessment, HSE data.  There may be a need for greater awareness amongst general service providers of the databases and their added value capacity and a need for data mining in relation to outcomes for people with disabilities across the range of service areas.
Good Practice Models

Good practice models of service delivery in other jurisdictions applicable in the Irish context need to be further examined. In particular, the Research Programme might include provision for an analysis of relevant programme evaluations for this purpose.
Transport Needs

The transport needs of people with different types of disability are not well captured within existing data collection mechanisms – this is something that the research programme might address.


Housing and Related Supports Provision*
There is a wide range and diversity of provision of housing and related supports to people with disabilities in Ireland and a significant involvement of the voluntary/community sector in this area. More data is required in relation to such provision with particular reference to innovative independent living models.

Additional research is also required (both further analysis of existing data and collection of additional data) to establish:

· Numbers of people with different types of disability inappropriately accommodated either in residential settings or in the community


· Numbers in inaccessible accommodation

*(See The Right Living Space; Housing and Accommodation Needs of People with Disabilities – Research Report published by the Citizens Information Board, 2008)
Quality Standards in Residential Settings

Ongoing research is required on the operation of quality standards in residential settings and how they impact on people with different types of disability.  Of particular importance are involvement in decision-making, choice, access to independent advocates, progression options, e.g. towards more independent living.

Personal Assistants

More data is required on the operation of assisted living services in Ireland (Personal Assistants and other supports) - availability, delivery, variations around the country and best practice internationally. This is crucial in order to progress the concept of independent living for all categories of people with disabilities.      


CIB-funded Voluntary/Community Disability Advocacy Projects

The CIB has recently commenced an evaluation of its Community and Voluntary Sector Advocacy programme. In line with its strategic approach to the development of advocacy services for people with disabilities, the Board developed and funded a programme of support for community and voluntary organisations to provide advocacy services for people with disabilities.  The overall focus of the Programme is on representative advocacy for vulnerable people with disabilities. Since the process began in 2004, forty six projects, funded and supported by CIB are providing advocacy services to people with disabilities on the ground.  Forty four of these projects are representative advocacy projects and two are citizen advocacy projects. The evaluation includes a provision for a case analysis of a selection of cases. The outcomes of this evaluation may be of interest in the context of other planned research.
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