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Abstract

In recent years, a combination of factors has seen life expectancies for people with
intellectual disabilities increase dramatically. While this improvement is naturally a
very desirable outcome, it is resulting in a new crisis: How are a substantial
number of people with an intellectual disability going to be supported as they start
experiencing age-related issues? The majority of research so far has focussed upon
the individual, but little information is available regarding how the frontline direct
care staff are coping with this relatively new phenomenon. This study explores the
understanding and perceptions of disability support workers in rural and remote
areas of New South Wales (NSW) with respect to the most pressing issues facing

them as they support people with an intellectual disability who are ageing.

A three-round Delphi research model was utilised over a period of twelve months
to examine the views of disability support workers from selected rural NSW
organisations regarding issues associated with ageing. The participant group
(N=31) included representatives from fourteen different disability agencies
covering nine of the ten Department of Ageing, Disability and Home Care

designated non-metropolitan regions.

This study detailed and examined a large number of items rated as important by
direct care staff in relation to the ageing of people with intellectual disabilities. A
thematic analysis of these issues identified specific areas of concern including
funding, inadequate or inappropriate training, access to relevant generic and
specialist services, medical and health problems, time constraints and paperwork

demands, and family dynamics.

On the basis of the research, eleven recommendations were made. The findings of
this study have implications for government departments, disability service
providers and training entities in both the delivery of services to individuals with
intellectual disabilities who are ageing, and for the training of the staff who
support this cohort of people. It is believed that the results have the potential to
assist in the development of appropriate pathways and options to facilitate direct
care staff to work successfully with people with intellectual disabilities who are

ageing.
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List of Abbreviations

Throughout this text, some standard abbreviations are used. These terms are
presented in full in the first occurrence in each section, as this will assist the reader
to have a clear understanding of the ideas being presented without having to refer
back to check on the terminology. The abbreviations are presented below in their
alphabetical sequence, not in order of either importance or occurrence within the

text.

e Aged Care Assessment Team (ACAT)

e American Association on Mental Retardation (AAMR)

e American Psychiatric Association (APA)

e Australian Bureau of Statistics (ABS)

e Australian Institute of Health and Welfare (AIHW)

e Australian Qualifications Framework (AQF)

e Australian Standard Geographical Classification — Remoteness Areas
(ASGC-RA)

e Chief Executive Officer (CEO)

e Chronic Disease Management (CDM)

e Community Aged Care Package (CACP)

e Consumer Price Index (CPI)

e Department of Ageing, Disability and Home Care (DADHC) - NSW
Government!

e Department of Education and Training (DET) - NSW Government

e Department of Education, Employment and Workplace Relations (DEEWR)

— Commonwealth Government

1 In July 2009, a restructure by the NSW Government created the Department of Human
Services. This change saw the abolishment of the Department of Ageing, Disability and Home
Care (DADHC), with these functions included as a section within the newly created
department. The agency is now called ‘Ageing, Disability and Home Care, Department of
Human Services NSW’ (ADHC). As the majority of information cited in this thesis is prior to
July 2009, and to prevent unnecessary confusion through changing terminology, the name
DADHC is used throughout the document.
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Department of Families, Housing, Community Services and Indigenous
Affairs (FaHCSIA) - Commonwealth Government

Department of Health and Ageing (DoHA) — Commonwealth Government
Diagnostic and Statistical Manual of Mental Disorders Version IV Text
Revision (DSM-IV-TR)

Disability Professionals Australasia (DPA)

Disability Professionals New South Wales (DPNSW)

Disability Services Act (DSA)

Extended Aged Care Package (EACH)

Extended Aged Care Package Dementia (EACHD)

General Manager (GM)

Home and Community Care (HACC)

Intelligence Quotient (IQ)

International Statistical Classification of Diseases and Related Health
Problems Tenth Revision Australian Modification (ICD-10-AM).

Million (m)

National Disability Services (NDS)

New South Wales (NSW)

Non-Government Organisation (NGO)

Not-for-Profit (NFP)

Person Centred Planning (PCP)

Quality of Life (QoL)

Registered Training Organisation (RTO)

Rural, Remote and Metropolitan Areas system (RRMA)

World Health Organization (WHO)
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