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GUEST EDITORIAL

What, if anything, has changed over the past 10 years for
people with intellectual disabilities and their families in
regional, rural, and remote geographic areas?

It is 10 years since the Productivity Commission reported into disability care and support
in Australia, which highlighted a disability system that was “inequitable, underfunded, frag-
mented, and inefficient [giving] people with a disability little choice” (Productivity
Commission, 2011, p. 5). This report, and the groundswell of public support for its recom-
mendations, led to the current National Disability Insurance Scheme (NDIS). The NDIS is
an individualised funding system aimed at providing greater choice and control over access
to supports and services for eligible people under 65 years of age, with permanent and sig-
nificant disabilities (https://www.ndis.gov.au/understanding/how-ndis-works).

The Productivity Commission report highlighted specific service access problems for
those living in rural and remote areas, particularly in relation to “service provider viability,
effective competition, consumer choice, infrastructure adequacy and availability of special-
ists” (Productivity Commission, 2011, p. 528). The Commission report suggested that
increased flexibility and self-directed supports through the NDIS should alleviate many of
the challenges experienced by people with disabilities living in rural and remote areas.
Nonetheless, six years later, a review into NDIS costs by the Productivity Commission
(2017) noted continued access problems in these areas, and challenged the “one-size fits
all” approach of the NDIS (Productivity Commission, 2017). This editorial considers
research undertaken over the past 10 years, to reflect on, with a now fully operational
NDIS, what, if anything has changed. The collection of articles in this Special Issue have
reported on contemporary service delivery and access issues for people with intellectual dis-
abilities in regional, rural, and remote areas of Australia. These articles highlight concerns
consistent with those raised a decade earlier, indicating little progress in striving for equit-
able access for those outside major metropolitan areas.

Prior to the Productivity Commission report, some city-based policy makers who were
responsible for funding state-based disability services, expressed the view that people with
intellectual disability and their family members living in rural areas could and should not
expect to receive the same level of services and supports as their urban dwelling peers.
Research conducted over the past 10 years has indicated that, rather than wanting every-
thing that is available in cities, people with disabilities and their family members in regional,
rural, and remote communities want something beyond the available sparse and fragmented
options (Dew, Happ, et al., 2014; Dew, Veitch, et al., 2014; Gallego et al., 2017). The gap
between the views of metro-centric policy makers and the on-the-ground experiences of
people has exposed geographic inequities.

There is significant evidence that disability services (along with health and other
community services) have been sorely lacking in non-metropolitan areas, with rurality
equating to lack of services, long waiting times, and extensive travel (Dintino et al.,
2019; Gallego et al., 2017), and frequently leading to poor outcomes and experiences
(Dew, Happ, et al., 2014). The terms “thin markets” (i.e., few available services) and
“fragmented markets” (limited appropriate services) (First Peoples Disability Network,
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2017) have been used to characterise delivery and access issues for those working and
living in regional, rural, and remote geographic areas. The attribution of thin markets
in relation to geographic location is itself fraught, as while standardised definitions
exist to differentiate “regional,” “rural,” and “remote” (Australian Bureau of Statistics,
2016), in reality there are significant differences in practical terms across states and
territories, across and within regions, and in relation to cultural groups. For example,
the availability and access to services is very different for people with disability living
in a regional Victorian town when compared to Aboriginal and Torres Strait Islander
peoples living in remote communities in central Australia.

Despite early Productivity Commission and NDIS predictions that the service sector in
rural areas would expand to meet increased demand, there is limited evidence to support
this (Dowse, 2022). The traditional health and disability service provision models in
response to thin geographic markets (e.g., fly-in/fly-out; drive-in/drive-out; and hub and
spoke) have proven inadequate due to a lack of consistency related to high staff turnover
and funding fluctuations (Veitch et al., 2012). Even where services have existed on a per-
manent or visiting basis, practitioners often lacked the expertise and experience necessary
to meet the needs of people with intellectual disabilities (Gallego et al., 2015) and those
from Aboriginal and Torres Strait Islander background, who have more intensive or spe-
cialist support needs indicative of a fragmented market (First Peoples Disability
Network, 2017).

There is growing evidence that little has changed over the past decade, with limited
access to services across a broad range of service delivery types for those outside metropol-
itan areas still a major concern (Cuskelly, 2022; Dowse, 2022; Jessup & Bridgman, 2022;
Wark et al., 2022). As described by Jessup and Bridgeman (2022), Dowse (2022), and
Cuskelly (2022), the introduction of the NDIS since 2013 has seemingly done little to
address the inequity experienced by people with intellectual disability and their family
members living in these geographic areas. There are some positive indications of change,
such as those reported by Hurley et al. (2022), who described regionally-based family mem-
bers of people with intellectual disability experiencing greater access to employment, educa-
tion, and leisure activities and fewer day-to-day stressors due to their son’s or daughter’s
engagement with services funded by NDIS packages.

Other significant changes over the past decade, driven by improvements in technology,
should, theoretically, have meant an increase in rural access to some services via tele-prac-
tice. Research 10 years ago in western New South Wales identified that while rural carers of
people with intellectual and developmental disabilities were open to accessing occupational
therapy via technology in order to get some level of service for their family member, the
therapists themselves were not ready to deliver these services due to a range of individual,
workplace, and community barriers (Gardner et al., 2016; Chedid et al., 2013). More
recently, Johnsson and Bulkeley’s (2022) narrative review of published grey and empirical
literature related to the delivery of behaviour support to autistic children and adolescents in
rural areas via tele-practice, demonstrated a greater acceptance of tele-practice, which they
concluded was in part due to the corona virus pandemic travel restrictions, but also due to
greater familiarity with, and advances in technology. Although the potential for tele-prac-
tice to provide timely and low-cost behaviour support services due to their mode of delivery
was noted, their review showed that policy and procedures to support uptake were missing,
meaning practitioners who wanted to use tele-practice to deliver behaviour support in rural
areas lacked the institutional and regulatory support to do so.

Indicative of this gap in service and system level support, both Jessup and Bridgman
(2022) and Barton et al. (2022) identified that workers took upon themselves the
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responsibility of “softening the edges” of the services within which they worked, to ensure
good outcomes for people with disabilities and their families from rural Tasmania and
remote Aboriginal communities in central Australia respectively. As described by Dowse
(2022) and foreshadowed by work undertaken in western New South Wales almost a dec-
ade ago (Dew, Veitch, et al., 2014), disability policy has been metro-centric with limited
consideration for how it was to be implemented in regional, rural, and remote geographic
areas, meaning the unique challenges of working in these areas has been ignored at the pol-
icy level. As a result, and as described by Jessup and Bridgman (2022) and Barton et al.
(2022), workers in these locations have put themselves at risk by working outside policy
guidelines, having to bend the rules to get their jobs done.

In 2014, Dew, Veitch, et al. (2014) suggested a need to rural-proof disability policy by
ensuring those living and working in regional, rural, and remote geographic locations were
engaged in the policy-making process. “Rural-proofing” is a term coined in the United
Kingdom to describe a process for policy makers to consider, during policy design and
implementation, their impact on non-metropolitan communities (Swindlehurst, 2005).
Engaging end users in drafting policy ensures its relevance to rural settings and enhances
local adherence and implementation. In 2014–2015, in an attempt to rural-proof policy and
inform the implementation of the NDIS in these geographic areas, the National Disability
Insurance Agency (NDIA), which administers the NDIS, established a working group that
included people with disabilities, peak organisations, and researchers from, or with an
interest in, rural and remote areas to develop a Rural and Remote Strategy (2016–2019)
(NDIA, 2016). However, implementation of the strategy has been criticised as inadequate
to address the very real and ongoing challenges experienced in remote areas (Dintino et al.,
2019; Johnson, 2016). The strategy requires updating to account for these challenges, espe-
cially with Aboriginal and Torres Strait Islander communities in remote geographic loca-
tions (Gilroy et al., 2021). To ensure a different outcome over the next decade, a genuine
approach to rural-proofed NDIS policy and implementation is required, including cultur-
ally-safe, flexible, and creative responses that are place-based to account for geo-
graphic variations.
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