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Executive Summary
Children with a disability or developmental delay growing up in rural and remote Australia
face barriers to early childhood intervention (ECI) services that are directly related to their
geographical location. This research paper illustrates that these barriers lead to a significantly
different uptake by rural and urban children in allied health paediatric therapy services. Two
federal Australian health programs were analysed. These programs, the Help for Children
with Autism (HCWA) package and the Better Start for Children with a Disability (Better
Start) initiative, both aim to facilitate the social inclusion of children with a disability by
funding evidence-based, best practice therapy services. The current study strongly suggests,
however, that inclusion of rural children with a disability is jeopardised because they are
unable to access the same services that are available to their urban peers. This preliminary
research project indicates a rural-urban service disparity.
This research has explored two areas in which gaps in the provision of ECI services
outside the major cities occur:
1. Physical gaps, which include barriers in obtaining a diagnosis, in accessing allied
health professionals in country Australia and in engaging in eTherapy.

2. Best practice gaps, which include barriers in employing a caseworker, in the
conducting of multidisciplinary meetings and in the incorporation of daily life activity
goals in the provision of therapies.
Utilising a survey of advisors to both early intervention programs, and on the basis of
registration data for clients of HCWA and Better Start, this research project demonstrates that
(i) rural children with a disability are up to 23% less likely to register with HCWA and Better
Start and that they access up to 60% less of their funding than their urban peers; (ii) that
there is a serious shortage of allied health professionals, especially of psychologists, in
country Australia, and (iii) that the individual funding model that lies at the heart of HCWA
and Better Start, which is based on the idea of choice and empowerment of clients, fails in
rural Australia.
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Early childhood Intervention, also called Early Intervention or EI.
ECI in this paper only refers to children with a disability or
developmental delay, not to children born into a socially disadvantaged
context. ECI are rehabilitative therapies that equip children with
independent living skills and prepare them for school.
eTherapy, also called Teletherapy, enables clients to access health
services across geographic distances. This pertains inter alia to guidance
for parents, follow-up appointments for clients and to the
demonstration of physical exercises.
Australian Government Department of Families, Housing, Community
Services and Indigenous Affairs. It is the predecessor of the DSS.
Indicate the outcomes that families aspire for their child needing ECI
therapy.
Helping Children with Autism
HCWA is a package funded by the DSS for children up to the age of 7
who have an Autism spectrum disorder. It aims to make ECI services
more affordable and accessible by providing individual funding.
Individual Funding
IF provides clients directly with funds to manage their therapies in order
to increase flexibility, to empower service users to make their own
choices and to incentivise innovation.
Meetings that determine functional goals in the development of the
client receiving ECI services (such as toileting or social interaction with
peers). Typically include teachers, parents or carers, therapists and other
key people involved with the child.
National Disability Insurance Scheme
National Rural and Remote Support Service
The NRRSS is administered by SARRAH and is funded by the DSS to
support early intervention allied health professionals working with
children with disability.
New South Wales
In order to provide therapies within the HCWA or Better Start
framework, allied health professionals need to register with the DSS as
panel providers. This is to ensure the delivery of multidisciplinary,
evidence-based early intervention therapy.
Registration and Information Service advisor
RIS advisors work for the Better Start initiative under the management
of Carers Australia. They assist families with the registration to the
Better Start program and gather information about support services.
Services for Australian Rural and Remote Allied Health
United Nations
United Nations Convention on the Rights of Persons with Disabilities
United Nations Educational, Scientific and Cultural Organisation
United Nations Convention on the Rights of the Child

1. Introduction
Providing early childhood intervention (ECI) therapy services is a complex task even in the
most favourable geographical circumstances. For families and carers to access specialised
support for infants with a disability or developmental delay in non-urban areas is truly
challenging. This research project aims to shed light on the accessibility of allied health
professionals for children with developmental delay or disability who are growing up in rural
and remote Australia. Service coverage is mapped and service coverage gaps are explored.
Gaps have been found to occur on two levels: a) Physical gaps: Gaps in linking therapists and
clients. b) Best practice gaps: Gaps in the provision of inclusion-based care. The term
‘disability’ refers to a permanent intellectual, cognitive, sensory or physical impairment that
limits the ability of a person to engage with his or her environment in a manner that is
considered the norm by society (UN 2006a, Chapter 2; NDIS 2013, 24(1)).
This paper is exploratory, hypothesising that children with a disability or
developmental delay growing up in rural and remote areas are disadvantaged because it is
harder for families to access ECI therapy services outside urban centres in Australia. There is
a paucity of information on the challenges of ECI therapy service delivery in rural and remote
locations, which affects the few Australian programs already in place. The ECI programs are
not able to effectively mitigate the geographic disadvantage of clients living in rural and
remote areas. To begin the process of investigating the gaps in paediatric service delivery in
rural areas of Australia, a review of the current literature outlines the current disability policy
and health care framework in Australia. The report describes best practice in ECI and
explores the challenges that are unique to allied health service delivery in rural and remote
locations. Based on the findings of the literature review, a questionnaire was compiled to ask
key stakeholders how they perceive current paediatric allied health service delivery in rural
and remote locations. Key stakeholders for the purpose of the current research were Autism
advisors working for the Helping Children with Autism (HCWA) package and Registration
and Information Service (RIS) advisors employed by Carers Australia under the Better Start
for Children with Disability (Better Start) initiative. Both Autism and RIS advisors act as
intermediaries who inform clients about their entitlements under HCWA and Better Start and
help them locate therapy services. Autism and RIS advisors are able to provide an overview
of available ECI therapy services without being influenced by individual cases. Data
provided by the Australian Government Department for Social Services (DSS) documenting
1

the total number of children registered with both HCWA and Better Start demonstrates how
the funding spent by children growing up in rural and remote locations in Australia differs
significantly from those maturing in an urban environment. The DSS provided data which
supports the qualitative findings from the questionnaire.
HCWA and Better Start prepare children with a disability or developmental delay for
school by providing access to best practice early intervention. Both programs enable parents
and carers to choose the early intervention services best suited for their child’s needs by
allowing them administrative power over the funding. The programs are designed to
individually cater for the needs of children with an Autism Spectrum Disorder (with funding
provided by the HCWA package) or with one of 14 congenital syndromes including Down
syndrome, cerebral palsy and Fragile X syndrome (with funding provided by the Better Start
initiative). The packages include access to ECI therapy services such as speech pathologists,
audiologists and occupational therapists and also provide families with services such as
Autism Specific Playgroups. Because of a dearth of allied health professionals in rural areas,
it is hypothesised that the individual funding model, which is based on the idea of choice and
competition, is unable to mitigate barriers unique to rural locations.

2

2. Literature Review
Approximately 298,000 Australian children under the age of 15 had a disability in 2012, a
third of those children experienced a profound or severe core activity limitation such as an
Autism Spectrum Disorder (ASD) or Down syndrome (ABS 2013, Table 1, Table 3_1)). In
line with the principle that all children should be able to develop to their fullest potential
(UNCRC 1989, Article 23), it is vital that children with a disability attend school together
with their peers. Research has shown that early intervention is the most effective tool in
preparing children with a disability for school. One of the biggest concerns in Australia, a
vast landmass over which the population is geographically dispersed, is to ensure that
children in less populous areas have equal access to disability services. This is challenging
because there are significantly less allied health professionals operating in regional areas: In
2006, there were 354 allied health workers per 100,000 inhabitants in major cities, this
number dropped to 64 allied health professionals in very remote areas (AIHW 2014, np). The
aim of this report is to define where the gaps in early childhood intervention therapy service
provision in rural and remote Australia are.
There is paucity of information about the existence and effectiveness of paediatric
allied health therapy services in rural and remotely situated communities. This paper argues
that the lack of information has led to difficulty in designing ECI therapy service programs
that are as effective in the bush as they are in the city. The literature review at the beginning
of this study explores the development of the HCWA and Better Start funding programs
using grey literature and peer-reviewed journal articles. It further describes best-practice,
evidence based ECI and finally addresses challenges that are unique to rural and remote
areas.

2.1. Paradigm Shift in Disability Services: Recent Developments
In response to a worldwide trend towards person-centred practices which fund social care
through individual plans rather than through group funding, Australia’s disability service
sector is undergoing profound changes. While group funding1 allocates a proscribed disability
support instrument to a defined group of recipients, individual funding empowers clients by
giving them choice and control over the disability services they use (FaHCSIA 2010, 7). This

1

Also referred to as block funding.
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shift in the philosophy of disability service provision emerges from two international trends
in public policy: Neoliberalism and human rights (Purcel and Fisher 2014, 89). The core
drivers of neoliberal public policy reform are consumerism and competition which promote
the privatisation of social services such as disability services in order to achieve better and
more efficient health care outcomes (Purcel and Fisher 2014, 89). Central to neoliberalism is
the concept that the free market enables individuals to choose service providers instead of the
service provider being allocated by the state (Stevens et al. 2011, 258). Choice is the concept
that also drives human rights policy as it seeks to empower individuals. The United Nation’s
Convention on the Rights of Persons with Disabilities (UNCRPD) emphasises the
“importance of persons with disabilities of their individual autonomy and independence,
including the freedom to make their own choices” (UNCRPD 2006, Preamble). An overview
of the worldwide shift towards ECI and inclusion for children with a disability follows before
ECI policies in place in Australia which operate with IF packages will be outlined: HCWA,
Better Start and, as far as applicable, the National Disability Insurance Scheme (NDIS).
2.1.1. Changes in the Understanding of Disability Rights: International Context
Persons with a disability are now regarded by the international community to be individuals
whose physical, mental and personal development needs to be developed to its fullest
potential. A shift in perception from charity to individual integrity is apparent in global policy
documents such as the United Nations Convention on the Rights of the Child (UNCRC 1989),
which states in Article 23(3) that children with a disability have a right to supportive care that
enables them to achieve “the fullest possible social integration and individual development”.
In general, there has been an evolution in perceiving persons with a disability as active
participants of the society who are aware of their rights and competent to claim their
entitlements (Eichner et al. 2001, 42). The UNCRC is based on the principle of nondiscrimination (UNCRC 1989, Article 2) and on four basic rights: 1) devotion to the best
interest of the child, 2) the right of the child to live, survive and develop, 3) the right to
education and 4) respect for the views of the child (UNCRC 1989, Articles 27-29).
The UNCRC requires all of its state parties to ensure that children with special needs
have access to health care services and education within the scope of the resources available
to both the state and the carers of the child (UNCRC 1989, Article 23). The right to education
for people with disability is specified in a report from the UN Resolution 60/251, which
identifies that the minimum standards for disabled students are “physical access,
4

communication access (sign language and Braille), social access (to peers), economic access
(affordability) of school; early identification of special education needs and early childhood
intervention” (UN 2006b, 11). However, UN documents remain silent on challenges
emerging from providing paediatric disability services in rural and remote locations. The UN
addresses only the development status of a country as a concrete hindrance to ideal service
provision (UN 1989, Article 23(4)).
Early childhood intervention is key in helping children with disability or developmental
delay to become self-reliant and active members of the community. Inclusion is the
determining factor for a child’s active engagement in the community. Equal access to
education for all children including those with special educational needs is based on the
tenant of education as a basic human right (UNESCO 2009, 8). Inclusion does not involve a
limited education. The UNCRPD includes the right for children to have equal access to “play,
recreation and leisure and sporting activities” (UNCRPD 2006, Article 30(5)). In 2009, the
United Nations Educational, Scientific and Cultural Organisation (UNESCO) released further
policy guidelines that address areas for improvement to achieve inclusion (UNESCO 2009,
pp. 16-17). One policy suggestions refers to ECI: “Early childhood interventions should be
seen as a sustainable way to guarantee the right to education for all children from the start”
(UNESCO 2009, 17). Early childhood intervention combines elements of all aspects of the
child’s natural environment: For inclusion to be successful, education, health care and social
services need to be interlocked (WHO 2007, xiii). How does Australia, a state party to both
the UNCRC and the UNCRPD, meet the challenge of ensuring that children with a disability
can reach their fullest possible social integration?
2.1.2. ECI Therapy Programs in Australia: HCWA and Better Start
Australia’s recent policy documents and legislative acts mirror the global trend towards
inclusion and individual funding in ECI. Until the 1970s, Australian children with a disability
were routinely institutionalised (ECA & ECIA 2012, 4). Paediatric disability services were
formerly characterised by segregation and children’s services were planned without
considering the needs of children with a disability. In the course of the last four decades this
model has been overhauled and programs that place importance on the independence of
disabled people and on their active participation with in the community have emerged. In
2008, DSS introduced the Help for Children with Autism (HCWA) package. HCWA supports
young children up to the age of seven with a diagnosis of an Autism Spectrum Disorder
5

(ASD) (DSS 2014c, np). The funding was broadened in 2011 with the advent of the Better
Start for Children with Disability (Better Start) initiative, which supports children with
conditions such as Down syndrome or cerebral palsy (DSS 2014b, see Table below for a full
list of eligible conditions). Both the HCWA and Better Start programs require a diagnosis
from a paediatrician.
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HCWA
Management

Eligible clients

Better Start

Federal funding through the DSS (since
2008). Administration through Autism
Associations of each state/ territory.
Autism

Federal funding through the DSS (since
2011). Better Start is administered by
Carers Australia.
Angelman syndrome

Asperger's Disorder/ Syndrome

Cerebral palsy

Autism Spectrum Disorder

CHARGE syndrome

Autistic Disorder

Cornelia de Lange syndrome

Childhood Disintegrative Disorder

Cri du Chat syndrome

Pervasive Development Disorder

Down syndrome
Fragile X syndrome
Kabuki syndrome
Microcephaly
Moderate or greater vision or hearing
impairment, including deafblindness
Prader Willi syndrome
Rett's Disorder
Smith-Magenis syndrome
Williams syndrome

Intention of
Program

Letters of
Diagnosis

Individual
Funding

Evidence based
Allied health
services
(need to be
registered as
panel providers
with DSS)

Early Intervention services

Early Intervention services

Education and support for families
Autism Specific Early Learning and Care
Centres
Paediatrician

Education and support for families
Complement existing state-level disability
services
Australian Hearing

Private multidisciplinary team

General practitioner

Psychiatrist

Multidisciplinary assessment service

Government assessment service

Paediatrician
Relevant medical specialist

$12,000 (until client's 7th birthday),
consists of:
• $6,000 maximum per financial year

$12,000 (until client's 7th birthday),
consists of:
• $6,000 maximum per financial year

• $4,200 for purchase of resources
$2,000 travel allowance for rural families
Report by Prior et al. 2011

• $4,200 for purchase of resources
$2,000 travel allowance for rural families
n.a.

• Explicitly Mentioned (not exhaustive):

• Explicitly Mentioned (not exhaustive):

‐ Occupational Therapist

‐ Audiologist

‐ Psychologist

‐ Occupational therapists

‐ Speech Pathologist

‐ Optometrist

• Based on expertise to work with children
with autism (no generalization).
• Strong emphasis on multidisciplinary
intervention.

‐ Orthoptist
‐ Physiotherapists
‐ Psychologists
‐ Speech pathologists
‐ Teacher of the deaf

Services other
than allied
health

Resources (eg. Trampoline)

Resources (eg. Trampoline)

PlayConnect Playgroups
Early Days family workshops
ASD website
Autism advisors

Table 1: HCWA and Better and Better Start at a glance (Sources: DSS 2014b, DSS
72014c, Prior et al. 2011).

The funding for both programs can be used for approved therapies provided by allied health
professionals registered as early intervention service panel provider members (DSS 2014b,
DSS 2014c). In 2013, the National Disability Insurance Scheme (NDIS Act 2013) began on
an Australian federal level in a series of trail sites. The full roll out of the NDIS across all
areas of Australia is planned for 2016.
While HCWA and Better Start fund the early intervention needs of children with
disability and developmental delay up to the age of seven, the NDIS combines all health care
services for people with disability throughout the entire lifespan. All three programs are
based on the individual funding model that gives people with a disability “choice and control
in the pursuit of their goals and the planning and delivery of their supports” (NDIS Act 2013,
Objects of Act). Individual funding for ECI needs establishes individualised support
arrangements for families to ensure a delivery of therapy services that meets the needs of the
client. Today, the NDIS is applicable to specific trail sites across Australia, both geography
and age group trails.2 It is anticipated that the full roll out of the scheme will begin from July
2016 (DSS 2014a, np). Until 2016, ECI in most parts of Australia is therefore still managed
through the Better Start initiative and the HCWA package, which both transition to the NDIS
once it becomes applicable (DSS 2014a, np). This research paper concentrates on the gaps in
ECI therapy service delivery in rural Australia with funding from both the HCWA and Better
Start programs.

2.2. Family-Centred Early Childhood Intervention Therapy
The aim of all early childhood intervention is the social and economic inclusion of a child in
society. This chapter will outline concepts surrounding the precept of best practice in ECI. It
is necessary to determine what best practice gaps exist in the delivery of ECI therapy service
in rural and remote Australia because the gaps are not merely geographic in nature. Best
practice in the context of ECI refers to inclusion-based approaches that are family-centred
and that address everyday situations that children with a disability or developmental delay
need to master (Sukkar 2013, 96; Dunst et al. 2014, 39). Family-centred ECI services are
evidence-based and typically include five characteristics: (i) cooperation between families

2

As of October 2014, the NDIS is in place in Tasmania for people aged 15-24, in South Australia for
children aged 0-14, in the Barwon area of Victoria for people up to the age of 65, in the Hunter area in
NSW for people up to the age of 65, in the ACT, in the Barkly region in the Northern Territory and in
the Perth Hills area of Western Australia (DSS 2014a).
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and therapists; (ii) understanding the family as the entity of service provision; (iii) setting of
functional goals in accordance with the priorities of the family; (iv) basing the approach on
the capabilities of the family; and (v) individualised family services (Epley et al. 2010, 269).
The ultimate goal is to facilitate the client’s transition to school and to support the client in
the development of independent living skills (Walker et al. 2012, 22; Matthews 2014, 14).
This chapter explores the mechanisms in place to ensure best practice. To this end, concrete
therapy frameworks and the individual funding model which is used in both HCWA and
Better Start will be examined.
2.2.1. Best Practice: Inclusion-Based Approaches to ECI
The concept of everyday learning lies at the heart of the three ECI components analysed in
this section, namely daily life activity goals, caseworkers and multidisciplinary meetings. It
has been argued by Epley et al. (2010, 274) that it is important that daily life activities are
identified by therapists and the parents of the client in cooperation. Interventions “must focus
on the concerns and needs of the entire family” (Epley et al 2010, 273; Prior et al. 2011, 6).
Parental involvement in the goal-setting process facilitates the incorporation of interventions
into the everyday environment of the client, which, in turn, enables a more focused behaviour
support and a generalisation of the skills taught by the therapist (Prior et al. 2011, 48). In their
review of effective ECI therapies for children with Autism spectrum disorders, Prior et al.
(2011, 81) demonstrate that the development of abilities such as communication, socialisation
and daily living skills is strongly linked to behavioural programs that focus on teaching
children within their everyday environment as opposed to eclectic programs which control
the ECI therapy setting.
The incorporation of daily life activity goals into ECI therapy can be facilitated by
caseworkers who support parents in the coordination of the treatment of the child. Young et
al. (2008) assess the effectiveness of caseworkers in the UK and conclude that caseworkers
are key to a successful ECI therapy delivery, especially if children need multiple
interventions from different therapists (Young et al. 2008, 223). This finding is supported by
Rodger et al. (2012) who specifically emphasise that caseworkers facilitate family goal
setting (Rodger et al. 2012, 361). Dew, Bortoli et al. (2014) provide an excellent literature
review on ECI therapy services and explain additional benefits of caseworkers (Dew, Bortoli
et al. 2014, 38). Caseworkers can also be key in initiating multidisciplinary meetings, which
are a platform in which functional goals for the child’s development are discussed among
9

therapists, teachers, parents and other key persons involved with the child. It is vital for
effective ECI therapy provision that therapists, teachers, carers and parents share the same
vision with regard to the interventions received by the child (Dew, Bortoli et al. 2014, 37).
These meetings effectively help to better include children with developmental delay or
disability into their peer group at school (Walker et al. 2012, 24-25). For this reason, DSS
initially only accepted allied health professionals as approved panel providers if they
provided their therapy services within a multidisciplinary organisation (ARTD 2012, 91).
This was later adjusted to include sole providers as well who are, however, still expected to
deliver multidisciplinary, evidence-based early intervention (ARTD 2012, 91).
2.2.2. Individual Funding - A Driver for Choice and Empowerment?
The literature reveals that individual funding provides generally greater choice and access to
ECI therapy services (Buchanan 2007, Coulson 2007, Laragy & Ottmann 2011, Matthews
2014). However, this proposition has been questioned by Australian researchers and
community groups dedicated to the provision of professional allied health services beyond
the major city areas of Australia (Dew et al. 2013, Dew et al. 2012, National Rural Health
Alliance and National Disability and Carer Alliance 2013,). In 2012, a technical report by the
Australian Government Department of Families, Housing, Community Services and
Indigenous Affairs (FaHCSIA) analysed the HCWA package. It found that children
registered under the HCWA package who reside in outer regional or remote areas access less
professional services than the average client (ARTD Consultants 2012, 61). The report
suggested that alternative delivery models could be explored in rural and remote areas,
including eTherapy and the provision of extra funding to enable therapists to travel to clients
(ARTD Consultants 2012, iv).
Both the HCWA and Better Start programs support families living in outer regional or
remote areas with an additional $2,000 one-off support travel payment in addition to the
$12,000 funding available through the early intervention programs for eligible families (DSS
2014b, DSS 2014c). This concession addresses one of the four barriers that emerge when IF
is applied in a rural ECI context: the travelling allowance can mitigate (i) limited local
service options and capacity (Dew et al. 2013, 1). The other three barriers identified by Dew
et al. (2013, 1) are (ii) lack of information and advice; (iii) higher costs and fewer services
(iv) the complexity of self-managing packages. The IF model was previously criticised in
Australia because the HCWA and Better Start programs add a federal layer to the existing
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state and local government provision of paediatric disability services and thus increase
complexity (Sukkar 2013).

Buchanan (2007, 6ff.) shows that IF only leads to the

empowerment of people with a disability if the environment they live in has sufficient
available services. The finding that the success of IF heavily depends on external factors is
congruent with a study by Purcel et al. (2014) who investigate Australian IF disability
policies. Purcel et al. (2014, 91) use a public policy model developed by Clarke et al. (2007),
which identifies inequality, the limitation of choice due to insufficient resources and unequal
access as one of three barriers to choice.
For this paper, the concept of inequality is relevant. Purcel et al. critique that not all
Australians with a disability have equal access to support services and that “people with
greater capacity to exercise choice” were favoured (2014, 97). However, they only refer to
intellectual capabilities, not to challenges resulting from rural or remote locations. Dew et al.
(2013) are so far the only researchers investigating the correlation between ECI, the IF model
and remoteness area in Australia. However, Dew et al. (2013) only focus on the case of New
South Wales. The current research project builds upon these findings by hypothesising that
families living in rural or remote areas have a lower capacity to exercise choice in ECI
therapy service provision because of their geographical situation.

2.3. ECI therapy provision in rural and remote Australia
ECI in Australia, the sixth largest country in the world in land area, faces unique challenges
due to the geographic dispersion of its citizens. O’Callaghen et al. (2005) evaluate barriers to
accessing rural paediatric speech pathology services in Australia and find that there is
substantial lack of therapists in rural areas which leads to limited choices and high travel
costs. Bourke et al. (2012) provide a framework to analyse rural health situations and
conclude that changes on the structural level can mitigate disadvantages arising from the
geographic location. These challenges are not, however, always recognised in Australian
disability policies. The NDIS Act (2013), for example, does not once explicitly address the
particular needs of persons living in rural and remote areas except for demanding that at least
one member of the advisory Council has “knowledge in relation to disability in rural or
regional areas” (Section 147(5)(c)(iii)). Although HCWA and Better Start include a $2,000
travel allowance for families living in outer regional, remote or very remote areas (DSS
2014b, DSS 2014c), the programs do not include travel allowances for therapists or special
services aimed at facilitating therapy access for rural and remote families. Swindlehurst et al.
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(2005, 411 ff.) were the first to advocate ‘rural proofing’ of health policies and criticised the
one size fits all approach used by the UK government. They proposed to improve equity
amongst all British citizens by ensuring that policies are “rurally sensitive” (Swindlehurst et
al. 2005, 411). The idea of rural proofing of policies was picked up by Dew, Barton & Ragen
(2013), who applied it to the policy context of New South Wales and incorporated it into a
model to support rural private therapists.
2.3.1. Remoteness Classification in Australia
Remoteness in the current paper is defined in using the Australian Standard Geographical
Classification Remoteness Areas (ASGC-RA) framework (AIHW, 2004). The ASGC-RA
framework divides Australia into five remoteness areas:
1. Major cities
2. Inner regional
3. Outer regional
4. Remote, and
5. Very remote.
The target clientele analysed in this study are children with a disability residing in outer
regional, remote and very remote locations. Major cities and inner regional areas are
collectively referred to as ‘urban’.

12

Figure 1: Map of Australia according to remoteness. (AIHW 2013)
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2.3.2. eTherapy
eTherapy is the provision of health services through information and communication
technology, and could facilitate access to therapies in rural and remote locations. In general
terms, eTherapy can be used for the education of clients, for the demonstration of physical
exercises and for follow-up appointments (Moffatt & Eley 2011). Chedid et al. (2013) discuss
barriers occupational therapists working in rural NSW face when they desire to utilise
eTherapy with clients. Their research shows that the use of information and communication
technology is widespread, but that it is almost exclusively employed to contact clients, to
engage in professional networking and to enhance professional development (Chedid et al.
2013, 197). Chedid et al. (2013) outlined that the lack of eTherapy in rural NSW could be due
to a lack of resources and knowledge and to a preference of face-to-face contact with clients.
There was a dearth of literature, however, investigating possibilities of eTherapy in ECI
therapies in rural and remote Australia.
2.3.3. Aboriginal Children with a disability in rural and remote settings
Aboriginal children with a disability living in rural and remote Australia often face, in
addition to the geographical isolation, cultural and linguistic barriers. The Australian Institute
of Health and Welfare (2011, 46) showed that Aborigines and Torres Strait Islanders have
substantially higher disability rates at younger ages than non-indigenous Australians. O’Neill
et al. (2004, 4) argue in their literature review on disability services for Aboriginal and Torres
Strait Islanders that indigenous Australians need to be more visible in health policies. They
identified unique issues facing Aborigines and Torres Strait Islanders with a disability,
including a different understanding of the concept of disability (2004, 7). The initial HCWA
report voiced concern that indigenous children were underrepresented in the uptake of the
package because they are often diagnosed later than their non-indigenous counterparts
(ARTD 2012, 46). The reported mentioned barriers for indigenous children to register with
HCWA, including the need to access culturally appropriate services (ARTD 2012, 19).
However, it also demonstrated that the gap between indigenous and non-indigenous children
in registration percentages is closing (ARTD 2012, 43). The current research project does not
differentiate between indigenous and non-indigenous children living in rural and remote areas
as this would have been an additional hypothesis, and is considered outside of the primary
scope of this work. It would, however, prove valuable for future research to investigate
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barriers faced by indigenous children in ECI therapy service delivery – especially because the
ARTD report only looked at the HCWA package, not at the Better Start initiative.

3. ECI Therapy Services in Rural and Remote Australia
The present study investigates barriers encountered by children with a disability or
developmental delay who live in country Australia when they seek to access ECI therapy
services. A questionnaire was created which tested the hypotheses drawn from the literature
review and provided space for the respondents to add general observations and thoughts from
their practical experience of working with rural families with a child with disability or
developmental delay. The data from the current survey is qualitative. The survey was
designed to provide an understanding of the gaps in ECI therapy service delivery in rural and
remote areas of Australia and to utilise the combined expert knowledge of the respondents to
identify solutions. This data was then matched to quantitative figures about the uptake of
HCWA and Better Start provided by the DSS. There were three aims to the current research
project:
a) To investigate physical gaps in early allied health paediatric therapy services in rural
and remote Australia. This includes a lack of therapists, a lack of specific allied health
professions, a lack of regular visits by therapists and the employment of eTherapy.
b) To investigate best practice gaps in early allied health paediatric therapy services in
rural and remote Australia. This includes a lack of caseworkers, a lack of opportunity
for therapists to engage in daily life activity goals, a lack of family-centred services
and a fragmentation of service provision.
c) To determine how these gaps can be closed.

3.1. Methodology of the ‘Gaps’ study
A qualitative questionnaire was emailed to 34 Autism advisors and 23 RIS advisors currently
working in Australia. The data obtained were then compared and matched to data provided
by DSS, which describes the uptake of Better Start and HCWA by rural families and carers.
‘Survey monkey’, a website that enables the creation of web browser based surveys, was used
for the current study. This project was approved by two Ethics committees. The Australian
National University Research Information Enterprise System approved the research proposal
and the survey design with permission to proceed on 2 September 2014 (Human Ethics
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Protocol 2014/514). Carers Australia which is a national organisation as well as all the State
and Territory Autism Associations were asked to distribute the survey. Autism Spectrum
Australia (Aspect), the Autism Association of New South Wales Autism, required further
ethics approval with their organisation before Autism advisors from New South Wales could
participate. Aspect Research Approvals authorized the study on 30 September 2014 (Ref:
1434, Aspect Research Approvals Committee).
3.1.1. Target Population
Part of the role description of Autism and RIS advisors is to work as an interface between
ECI clients and ECI therapy service providers in Australia. Because the advisors contact
many clients daily, Autism advisors and RIS advisors were chosen as the target population
for the study. This was in keeping with the funding agreement between SARRAH and DSS.
Autism and RIS advisors assist eligible clients to register with HCWA or Better Start and
provide them with information on how to access ECI services. RIS and Autism advisors are
knowledgeable about current information on locally accessible therapists who are registered
with DSS as panel providers and about general support in the geographical area to which they
are assigned (Carers Australia 2013, Amaze 2014). The advisors’ professional experience
provides them with an overview of the barriers and benefits in the provision of ECI therapy
services in all areas of rural and remote Australia. The Autism associations from each state
and territory as well as Carers Australia distributed the questionnaire. In September 2014, 34
Autism advisors were engaged in Australia. They administer the registration and information
of children with an ASD who qualify to receive funding under the HCWA package. Better
Start is administered by 23 RIS advisors who manage the enrolment of eligible children into
the Better Start Initiative. As South Australia is a trial site for the roll out of the NDIS, it
currently has no RIS advisors. Autism and RIS advisors from the ACT were excluded from
this study because there are no rural or remote clients registered as residents in the capital
territory.
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State/ Territory

RIS advisor

Autism advisor

ACT

1

1

Northern Territory

2

2

NSW

5

10

Queensland

5

6

vacancy

3

Tasmania

2

4

Victoria

5

4

Western Australia

3

4

Total

23

34

South Australia

Table 2: State distribution of RIS and Autism advisors (September 2014).3
3.1.2. Compiling of the Questionnaire
Autism advisors and RIS advisors were invited to complete an exploratory, qualitative
questionnaire. The hypotheses underlying the compilation of the questionnaire were drawn
from the relevant literature and from discussions with SARRAH and NRRSS staff, allied
health professionals and Autism and RIS advisors. The emerging hypotheses are concerned
with both physical gaps and also best practice gaps in rural paediatric therapy service
provision. The questionnaire consisted of four parts. Firstly, information was requested about
the target population to identify between Autism advisors, RIS advisors and the state or
territory they work in. The second section of the survey explored the barriers rural clients and
their families and carers encounter when accessing early intervention allied health therapists.
The third part of the study asked participants to identify any gaps in rural and remote ECI
therapy service delivery, both with regard to best practice and the social inclusion of clients
into their everyday environment. Finally, the questionnaire asked the participants for practical
suggestions as to how ECI therapy service delivery in rural and remote areas can be
improved. Wherever possible, the answer possibilities were randomised to minimise bias in
answer strategies. A draft version of the survey was reviewed by three external experts in
rural disability services, including Dr. Angela Dew who co-authored a study investigating
ECI therapy service provision in rural and remote New South Wales (Dew et al. 2014). The
refined draft questionnaire was then distributed to four RIS advisors who provided feedback.
The survey was distributed on 2 September 2014 after the Ethics committee approved of the

3

Data collected in cooperation with all Autism Associations from each state and territory and Carers
Australia.

17

project and it remained open for five weeks, until 7 October 2014. The final version of the
questionnaire is attached to this report in Appendix 1.
3.1.3. Limitations to the Study
There are limitations associated with the exploratory nature of the study. The study is
qualitative with a small sample size (before exclusion criteria n=43, after exclusion criteria
n=31). The participation rate is substantial in comparison to the base population (75% before
exclusion criteria, 54% after exclusion criteria). Due to the additional ethics approval
required, the study was open to Autism advisors respondents from New South Wales for only
one week and they may be underrepresented in the study as a result. The current study is
designed to explore the barriers to rural service delivery of professional services funded by
the HCWA and Better Start programs which transition to the NDIS by mid-2016 (DSS
2014a, np). Although all three programs are based on the IF model, it is uncertain whether the
delivery of the ÉCI therapy services will remain unchanged under the new NDIS framework.
This study provides a picture of the gaps in ECI therapy service delivery in rural and remote
Australia and has identified a number of practical aspects of the funding which could be
changed to help close these gaps.

3.2. Analysis of ECI Barriers in Rural Australia
To evaluate the results of this study, the current chapter is divided according to the structure
of the questionnaire. First, baseline participant data is reported; subsequently, physical and
best practice gaps in paediatric therapy service provision are explored, with suggestions made
as to how these gaps could be addressed. Respondents were given the option to comment on
almost every question (see Appendix 1 for the design of the questionnaire) and, wherever
relevant, these comments are included in the current chapter.
3.2.1. Characteristics of Participants
There was a high response rate to the questionnaire from both RIS and Autism advisors.
Forty-three participants commenced the questionnaire. Because this study focussed on clients
living in rural and remote parts of Australia, three participants who stated that they did not
have contact with clients living outside the major urban centres exited the survey. One
participant was manually excluded because they did not disclose in which position they
worked. A further eight participants did not complete and submit the survey. These
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participants exited at various points of the survey, and there is no indication provided by the
survey software as to why these participants failed to complete it. ANU Ethics guidelines
state that only the data of those participants who have successfully submitted the
questionnaire can be used and that the data of participants who did not submit the
questionnaire is to be manually destroyed. Data submitted by 31 participants – 18 Autism
advisors (53% of the target population) and 13 RIS advisors (57% of the target population) –
are analysed in the current study.
There was a difference in the uptake of the study according to each state and territory,
as is outlined in Tables 3a and 3b. There was an overall participation and completion rate of
100% in Queensland, while the completion rate of respondents from New South Wales and
Victoria was below 50%. No RIS advisors from Western Australia completed the
questionnaire. Seventy percent of HCWA and Better Start advisors from the Northern
Territory, South Australia and Tasmania completed the survey. The ACT was excluded from
this current study as it has, according to the ASGC-RA framework, no rural population.
State/ Territory

Number

Percentage

New South Wales

4

22%

Northern Territory
Queensland

2
5

South Australia

Number

Percentage

New South Wales

1

8%

11%
28%

Northern Territory
Queensland

1
6

8%
46%

2

11%

South Australia

0

0%

Tasmania

2

11%

Tasmania

2

15%

Victoria

1

6%

Victoria

3

23%

Western Australia

2

11%

Western Australia

0

0%

Total

18

100%

Total

13

100%

Table 3a: Workplace location of Autism
advisors who participated by state/ territory.

State/ Territory

Table 3b: Workplace location of RIS advisors
who participated by state/ territory.

Autism advisors averaged more frequent contact with clients from outer regional,
remote and very remote areas than RIS advisors. While over a third of all Autism
advisors (39%) experienced at least weekly contact with clients from outer regional
areas, this applied to one quarter of all RIS advisors (23%). This trend continued with
clients from remote and very remote areas, approximately twice as many Autism
advisors (12%) than RIS advisors (8%) had a minimum of weekly contact with clients
from remote and very remote areas. Both categories of advisors reported using the
same methods to contact families of clients, the telephone being the most utilised means
of communication, followed by electronic and postal correspondence and, on third
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place, travelling to visit clients in rural and remote locations. A significantly higher
percentage of Autism advisors travelled to rural and remote locations (83%), while a
third of RIS advisors responded that travel to rural and remote locations was not
applicable in their work. Autism advisors added that they use local area coordinators4,
text messages and face-to-face contact in their local office to communicate with their
clients.
3.2.2. Physical Gaps
The Challenge of Finding a Therapist
Sixty-one percent of Autism advisors ranked “lack of access to paediatricians for diagnosis”
as the most significant barrier that hindered families from finding a therapist, a “lack of allied
health providers” was the second most significant barrier. RIS advisors cited the “lack of
allied health providers” as the first major barrier (62%), while “lack of access to
paediatricians for diagnosis” was second (31%). Both groups of advisors rated
“fragmentation of service provision” as the third most significant barrier. Other answers
included information that the therapists find it expensive to travel to rural clients and that
families find it expensive to access ECI services. The distribution of the ratings is available in
the appendix (Tables 16 and 17). Answers offered by respondent advisors that were not
prescribed in the questionnaire included lack of choice, problems in accessing therapists that
are not registered as with DSS as panel providers, a lack of eTherapy facilities and a lack of
caseworkers. One respondent commented on the lack of family support and networking
opportunities. The respondent explained that the HCWA funding had previously provided
‘Early Days’ and ‘Positive Partnership’ workshops which provided families with support and
networking opportunities; however, the availability of these workshops is now reduced due to
budget restraints.
Respondents to the survey cited occupational therapists, speech pathologists,
psychologists and physiotherapists as the ECI allied health professions most needed in rural
and remote Australia. The need for psychologists was reported more often by HCWA
advisors, as Tables 4a and 4b show.

4

Also referred to as caseworkers in this paper.

20

Allied health Profession
Speech Pathologist
Psychologist
Occupational Therapist
Physiotherapist
Special Education Teacher
Board Certified Behaviour Analyst
Dietician
Paediatrician with appropriate
experience in ASD
Social Worker
Unable to answer

Times cited
16
16
14
1
1
1
1
1
1
0

Table 4a: Autism advisors. Underrepresented health
professions in rural Australia. (Task: Name 3
professions)

Allied health Profession
Speech Pathologist
Occupational Therapist
Physiotherapist
Psychologist
Special Education Teacher
Audiologist
Unable to answer
Optometrist
Board Certified Behaviour Analyst
Dietician
Conductor
Teacher of the deaf

Times cited
8
8
8
2
2
2
2
2
1
1
1
1

Table 4b: RIS advisors. Underrepresented health
professions in rural Australia. (Task: Name 3
professions)

A list of local therapists shortages identified by RIS and Autism advisors, by allied health
profession, town name and postcode, is available in the Appendix (Tables 18 and 19). This
list will be used by NRRSS as a starting point to geographically map ECI therapy service
gaps in rural and remote Australia.
eTherapy
Survey respondents indicate that eTherapy, the provision of ECI therapy services via the
internet, is rarely used in rural settings. RIS and Autism advisors stated that if eTherapy is
employed as a method of delivering services, it is mainly utilized as an instrument to
communicate with the parents, and not with the child. A minority of the advisors cited that
eTherapy is used regularly or exclusively (11% of Autism advisors and 15% of RIS
advisors). Most advisors that were aware of eTherapy being used as a communication tool
responded that it was used less than once a year (33% of Autism advisors and 46% of RIS
advisors) or never (16% of Autism advisors and 15% of RIS advisors). Many advisors were
unsure about the provision of eTherapy (40% of Autism advisors and 23% of RIS advisors).
A significant barrier to utilising eTherapy is a lack of technology in rural and remote
areas (89% of Autism advisors and 92% of RIS advisors). Both the lack of affordable highspeed internet (especially in the Northern Territory, as one Autism advisor pointed out) and
the necessary technological equipment were stated as barriers to the provision of outreach
therapy using technology. The majority of advisors (94% of Autism advisors and 77% of RIS
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advisors) state that clients and therapists prefer face-to-face care. Two advisors pointed out
that children under seven years often have problems staying still for long enough to
concentrate in front of a computer. Respondents stated that when eTherapy is incorporated
into therapy services, it is mainly used for guidance and support of parents and for follow-up
appointments with the child. Because only few advisors were sure that their clients used
eTherapy and knew what it was used for (less than 50%), the current study is unable to
discern a ranking of eTherapy usage.
Challenges Facing Therapists
Autism and RIS advisors ranked the same three challenges for therapists providing paediatric
intervention services in rural Australia to be most pressing: a) Practical difficulties in
clustering children to reduce travel time and cost for therapists, b) Barriers caused by the IF
model that does not provide travel costs for therapists and c) that outreach services disrupt the
therapists main business.
Challenge
3. Practical difficulties in clustering children to reduce time and
cost for therapist.
8. The individual funding model is causing barriers in terms of
travel costs.
5. Travelling to remote places is a disruption to the therapist's
main business.
1. Difficulty getting information about their services to families.
6. Inadequate clinical space in rural or remote places.
4. Cancellation of appointments by families.
10. Other, please specify.
2. Language or culture barriers.
Total

Times cited
16

Percentage
94%

13

76%

7

41%

4
4
3
3
1
51

24%
24%
18%
18%
6%
301%

Table 5: Autism advisors (n=17). Challenges facing therapists. Three answer choices.

Two RIS advisors (15%) and one Autism advisor (5%) stated that they were not able to
answer this question. Because three RIS advisors inserted either more or less than the three
answer possibilities, they are excluded in Table 5b to prevent distortion of the data.
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Challenge
5. Travelling to remote places is a disruption to the therapist's
main business.
3. Practical difficulties in clustering children to reduce time and
cost for therapist.
8. The individual funding model is causing barriers in terms of
travel costs.
1. Difficulty getting information about their services to families.
2. Language or culture barriers.
6. Inadequate clinical space in rural and remote places.
7. Demanding administration tasks.
Total

Times cited
6

Percentage
75%

5

63%

5

63%

3
3
1
1
24

38%
38%
13%
13%
303%

Table 6: RIS advisors (n=8). Challenges facing therapists. Three answer choices.

It is noticeable that there is quite a difference in perception of challenges
therapists face after the top four answer possibilities (5, 3, 8 and 1). Language or culture
barriers play a larger role in the provision of Better Start services, while the cancellation
of appointment is more prevalent in the provision of the HCWA services. Extended
answers provided by the respondents in addition to the provided possibilities included
difficulty recruiting experienced staff, a preference among therapists to live in urban
areas and that travel costs of therapists need to be passed on to clients.5
3.2.3. Best-Practice Gaps
Caseworkers as Facilitators
The overwhelming majority of RIS advisors had no rural clients with a caseworker at all
(69%), and only one RIS advisor assisted 26-50% rural clients who had a caseworker. Clients
assisted by Autism advisors had significantly more caseworkers: Over a third had more than
50% of clients with a caseworker, while half had 1-25% of clients who engage caseworkers.
Eleven percent of Autism advisors had no clients with caseworkers. Autism advisors
commented that rural clients are more likely to have a caseworker than clients in inner city
Sydney. Advisor respondents further indicated that caseworkers were not included as part of
the HCWA funding and that clients accessed caseworkers through state-funded services.
Autism advisors also pointed out that Western Australia offers a provision for families with a

This is an extension of answer possibility 8, “The individual funding model is causing barriers in
terms of travel costs”.
5
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child with disability to access local area coordinators who assist families in accessing training
and respite and that there is a great need for coordinated approaches to the provision of
paediatric intervention therapy.
The main barrier to accessing caseworkers in rural and remote areas cited by
respondents differed depending on the ECI package: Over four fifths of Autism advisors
stated that a lack of caseworkers is linked to the fact that caseworkers are not part of the IF
model. Half of the RIS advisor group agreed; however, the most common answer from RIS
advisors was that families live too far away from where the caseworker is based. The
frequency distribution of reasons for the lack of caseworkers is illustrated in Table 7.
Advisors were given the option to choose all the answers that applied according to their
expertise.
Autism advisor
Reason

RIS advisor

Rank

Percentage

Rank

Percentage

Caseworkers are not part of the Individual Funding model

1

83%

2

54%

Therapists do not have enough time to act as a caseworker

2

72%

5

46%

Therapists do not see it as their role to act as a caseworker

4

61%

2

54%

Families live too far away from where the caseworker is
based
State funded services such as disability services that included
caseworkers have been removed

5

39%

1

69%

3

67%

2

54%

Table 7: Autism advisors and RIS advisors. Reasons for shortage of caseworkers in rural areas by
rank.

Multidisciplinary Meetings
The data on multidisciplinary meetings in rural Australia are not conclusive. Approximately
fifty percent of Autism advisors are unsure if multidisciplinary meetings take place in rural
areas. Of those who were able to answer, half reported that they had never heard of a
multidisciplinary meeting taking place in a rural settings and half were aware of those
meetings. RIS advisors had a lower uncertainty rate (23%), and had a higher negative
response rate regarding multidisciplinary meetings in country Australia (54% of the
population). RIS advisors commented that they rarely had face-to-face contact with families
and that multidisciplinary meetings were, for this reason, not often discussed. One RIS
advisor added that multidisciplinary meetings depend on the school that the child attends.
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This observation was shared by two Autism advisors and is is consequently present in three
out of a total of five comments across both groups.
Multidisciplinary meetings in rural Australia faces a range of barriers. Respondents
were invited to tick all answers that applied and they rigorously made use of this tool. For this
reason, Table 8 shows that all answers listed as possibilities in the survey were considered
valid barriers, with a different ranking among both advisor groups.

Barriers
There is no caseworker who initiates and
coordinates the meeting
Clients and therapists are geographically
separated
Meetings are not possible because of distance
or cost
Therapists do not get paid to attend
multidisciplinary ISP meetings
Other, please specify

Autism advisor
Rank
Percentage
3
88%

Rank
1

RIS advisor
Percentage
70%

1

94%

2

50%

1

94%

4

40%

4

75%

2

50%

5

13%

5

30%

Table 8: Autism advisors and RIS advisors. Barriers to multidisciplinary meetings.

Whilst both barriers “Clients and therapists are geographically separated” and
“Meetings are not possible because of distance and cost” were cited as the main barriers by
Autism advisors. RIS advisors identified the main barrier to multidisciplinary meetings in
rural settings as, “There is no caseworker who initiates and coordinates the meeting”.
Responses in the comment box demonstrate that schools are perceived as a key resource by
advisors in arranging multidisciplinary conferences. One RIS advisor suggested that schools
need to facilitate meetings. An Autism advisor noted that a major barrier to multidisciplinary
meetings under the HCWA package is that children are toddlers or pre-schoolers when they
qualify for the funding.
Daily Life Activity Goals
Incorporating daily life activity goals such as accompanying clients to preschool is a
challenge in rural areas of Australia. Forty percent of Autism advisors and nearly half of RIS
advisors were unsure whether therapists are able to include daily life activities into their ECI
therapy.
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Figure 2: Autism advisors. Frequency of inclusion of daily life activity goals in ECI therapy services
in rural Australia.

Figure 2 shows how Autism advisors perceive the incorporation of daily life activity goals in
rural Australia and demonstrates how big the uncertainty among Autism advisors is. Figure 3
displays the same question answered by RIS advisors.
Barriers to the incorporation of daily life activity goals identified by advisors were that
therapists were geographically too far away from the daily routine of the child (95% of
Autism advisors and 85% of RIS advisors). A further barrier is that of the IF model not
allowing financial leeway for spontaneous daily life activity visits (67% of Autism advisors
and 62% of RIS advisors). One Autism advisors explained that parents often feel that they
need to spend all their funding on therapy. Another Autism advisor added that the low
frequency of the visits by the therapist impacts on the incorporation of daily life activity
goals.
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Figure 3: RIS advisors. Frequency of inclusion of daily life activity goals in ECI therapy
services in rural Australia.

3.2.4. Suggested Solutions
The potential answer “caseworkers who coordinate therapists’ visits and cluster children”
was selected by 100% of the Autism advisors as a solution to bridge ECI therapy service
gaps. A majority of RIS advisors chose the potential answer “Make therapists aware of BSI
and HCWA” as their first choice, followed by “Make families aware of BSI and HCWA”.
Table 9 provides a comparison between both groups of advisors and shows that eTherapy is
not a solution considered relevant in rural Australia.

Facilitation
Social Media discussion groups e.g. on Facebook for families
in the same region that coordinate Therapists' visits
Caseworkers who coordinate therapists' visits and cluster
children

Autism advisors
Rank Percentage
6
28%

RIS advisors
Rank
Percentage
3
62%

1

100%

3

62%

Caseworkers who organise a room to perform therapies

2

67%

5

31%

More frequent use of eTherapy

6

28%

6

23%

Make therapists aware of BSI and HCWA

3

50%

1

85%

Make families aware of BSI and HCWA

4

33%

2

69%

Table 9: Autism advisors and RIS advisors. Facilitation of access to Better Start and HCWA.
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Further Suggestions provided by the advisors included the provision of incentives for
therapists to travel to and live in rural and remote areas and encouraging therapists to register
as panel providers with the DSS. A significant number of advisors noted that travel costs for
families to access ECI therapy services are hardly mitigated by the one-off $2,000 travel
allowance provided by DSS. One Autism advisor gave the example of a trip from Cairns to
Mt Isa which costs approximately $1,000 for one return journey. A possible solution
mentioned by another Autism advisor is a travelling bus with a multidisciplinary team that
comes regularly to the same rural areas. Gaining access to paediatricians in rural areas is a
challenge mentioned by RIS and Autism advisors, which can lead to a late diagnosis for the
child. One Autism advisor wrote that it is difficult to obtain a timely diagnosis in rural
Tasmania and an Autism advisor from the Northern Territory reported that there is a lack of
low cost diagnostic options in rural areas. A solution to this could be a “rural and remote
parent support network” that was suggested by an RIS advisor who explained that such a
network could help families to connect and exchange tips and ideas and facilitate the
coordination of caseworkers and therapists.
Several RIS advisors stated at the exit question that they only had contact with families
after registration was completed if families contacted them directly and that they therefore
had no recent or real knowledge of some gaps mentioned in the survey. This experience was
different to other advisors who stated that they had travelled to see their clients. One Autism
advisor emphasised how useful face-to-face contact is in supporting families when they are
confronted with a lack of services, drought conditions and high cost of living in remote areas.
This positive experience was shared by a RIS advisor who enjoyed working with families and
panel providers from the bush, especially on visits, and who emphasised how effective rural
and remote communities are in utilising available services and resources.

3.3. Quantitative Gaps
All data used in this chapter have been compiled by the DSS specifically for this study, using
up-to-date client data and general data from the 2012 Survey of Disability, Ageing and Carers
provided by the Australian Bureau of Statistics. In order to minimise the risk of identifying
individuals, the data are presented in the form of estimates. The data about the uptake of
HCWA and Better Start show that 23% less children from remote and very remote areas
register with the program than their peers from major cities (Table 10).
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HCWA and
Better Start
clients
registered

General
population
in age
group

Overall percentage
registered with
HCWA and Better
Start

Drop in
percentage
registered c.f.
Major Cities

Major Cities

32880

1449800

2,27%

Inner Regional

9052

407400

2,22%

Outer Regional

3756

181000

2,08%

- 8,4%

Remote and very
remote*

597

34200

1,75%

-22,9%

- 2.2%

*ABS data does not differentiate.

Table 10: Comparison of registration with HCWA and Better Start and overall population according
to remoteness area. Calculation with data from DSS (Appendix 2).

For clients registered with HCWA and Better Start, access to funding was clearly inversely
proportional to remoteness (Table 11). Clients residing in very remote areas use on average
40% less funding than their peers living in major cities. In terms of median funding accessed,
clients living in very remote areas use 60% less funding. Moreover, clients from very remote
areas are almost four times as likely to not use any funding at all.
Clients registered
with HCWA and
Better Start

Average EI Median EI Clients without Percentage of
claimed
claimed
claims
clients without
claims

Major Cities

32880

$ 7036

$ 7441

2360

Inner Regional

9052

$ 6161

$ 6000

770

8,5%

Outer Regional

3756

$ 5383

$ 4977

502

13,4%

Remote

412

$ 4563

$ 3882

73

17,7%

Very Remote

185

$ 4258
average
$ 5481

$ 2850
average
$ 4036

50

27,0%
average
8,1%

Total

46285

3755

7,2%

Table 11: Funding used by HCWA and Better Start clients according to remoteness area. Data from
DSS (Appendix 2).

Table 12 analyses the four allied health professions singled out by Autism and RIS Advisors
as the most needed professions for Better Start and HCWA clients living in rural areas. This
table was calculated by dividing the number of clients living in each remoteness area by the
number of registered locations of panel providers in each area (see table 15, Appendix 2 for
more information). It is conspicuous that psychologists are almost entirely absent in in rural
Australia. There is no significant difference between the number of occupational therapists,
speech pathologists and physiotherapists between major cities and outer regional areas.
However, occupational therapists are the only profession currently registered as panel
providers with a business address in very remote Australia.
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Occupational
therapist

Speech
pathologist

Psychologist

Physiotherapist

58.9

31.7

149.45

247.2

Inner Regional

51.4

40.4

164.58

226.3

Outer Regional

60.58

35.1

417.3

250.4

Remote

68.67

41.2

n.a.

412

185

n.a.

n.a.

n.a.

Major Cities

Very Remote

Table 12: Per capita figures of HCWA and Better Start clients (combined) per panel provider,
according to profession. Calculation with data from DSS (Appendix 2).

Table 13 indicates in which area clients from outer regional, remote and very remote
locations spend their individual funding. The variation in the total numbers between “Total
ECI Amount claimed by OR&R” and “OR&R ECI Amount claimed by remoteness area” is
due to the fact that these numbers are estimates, provided by the DSS. Although it is not
possible to directly compare these two measures, they indicated a general trend that clients
living in remote or very remote areas are not abel to spend their available funding close to
home.

Total ECI Amount
claimed by OR&R*

OR&R ECI Amount
claimed by remoteness OR&R
area
Percentage

Major Cities

n.a.

$4,300,000.00

29%

Inner Regional

n.a.

$2,438,000.00

16%

Outer Regional

$20,217,842.00

$6,948,000.00

47%

$1,880,105.00

$792,000.00

5%

$787,709.00

$370,000.00

3%

$22,885,656.00

$14,848,000.00

Remote
Very Remote
Total

100%

Table 13: Funding spent by clients from rural Australia according to the location of spending.

Notes: OR&R= Clients from outer regional Australia (OR) and remote and very remote Australia (R)

4. Discussion
This study demonstrates that Better Start and HCWA clients living in outer regional, remote
and very remote areas of Australia are not accessing large parts of their funding and are up to
four times more likely than children maturing in urban centres to use no funding at all. This
in turn means that children with a disability growing up in rural Australia are disadvantaged
when compared to their peers growing up in major cities. Children with a disability growing
up in country Australia are not able to fully profit from ECI therapy services before entering
school. Additionally, children with a disability living in remote and very remote areas are up
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to 23% less likely to even register with HCWA and Better Start (table 10). As a consequence,
their social and economic inclusion is jeopardised.
The current research project indicates that gaps in ECI therapy service provision in
rural Australia occur on two levels: Physical and best practice. Physical gaps are related to
isolation, and include difficulties in obtaining a diagnosis necessary to enrol with HCWA or
Better Start because of a lack of paediatricians or other medical specialties6. A late diagnosis
invariably leads to later access of paediatric allied health intervention services, a gap that
needs to be addressed if children across all remoteness areas are to have equal access to the
HCWA package and the Better Start initiative. However, there is also a substantial lack of
allied health professionals working in rural areas, as shown in table 12. Psychologists
especially are significantly underrepresented in rural Australia; the number of psychologists
per capita plummeted even in outer regional areas in which none of the other analysed
professions showed a marked variation compared to major cities. This shows that the
individual funding model, intended to function via competition and choice, is hampered by a
lack of available services. Raising awareness of the Better Start and HCWA programs could
be a solution to increase panel provider numbers. Autism and RIS advisors suggested to open
the panel provider strategy from the DSS, and to make outreach services more attractive by
providing extra travel funding for therapists.
Closing the gaps in rural ECI therapy service provision will require strategies to attract
more allied health professionals to work outside urban areas. It is currently challenging for
allied health professionals to provide ECI therapies in rural Australia. Firstly, it is hard to
group children together to reduce travel time and cost and secondly, the IF model provides no
funding for therapists to cover travel expenses. Finally, journeys to remote places disrupt the
therapist’s main business model. Unfortunately it appears that eTherapy, the provision of
health services via telecommunication, is not considered to be a solution to mitigate allied
health shortages. Firstly, children registered with HCWA and Better Start are too young to be
able to videoconference successfully with therapists, and therefore face-to-face contact is
preferable. Secondly, many remote areas, for example in the Northern Territory, do not have
the requisite broadband internet that is necessary to enable eTherapy services.

6

For a complete list of professions able to issue a diagnosis, please see table 1. underrepresentation
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Gaps in best practice were not as clear-cut, in part due to significant uncertainty among
advisors. There was strong accord that caseworkers are key to effective therapy provision,
especially in order to cluster children in remote areas and to thus make a therapist’s outreach
visit easier. As caseworkers are presently not included into the services funded under HCWA
and Better Start, they are not the norm. This could be mitigated by funding local caseworkers
that assist several families living geographically close to one another. The data on
multidisciplinary meetings showed that the biggest barrier to having successful meetings is
the age of the children. Many advisors commented that it is usually the school that initiates
multidisciplinary meetings. This is clearly paradoxical in the case of HCWA and Better Start,
which are two programs designed to provide intervention services in order to prepare
children for school (DSS 2014b, DSS 2014c, ARTD 2012). Again, caseworkers could help to
bridge this gap, as shown in table 8. The feedback on daily life activity goals was insufficient
to draw a conclusion, as almost half of all advisors were unaware of their incorporation.
Autism and RIS advisors are very knowledgeable about physical gaps in ECI therapy
provision. Based on the large amount of children from rural and remote areas do not claim
any funding (table 11), one potential solution would be to extend the current job description
of advisors and to introduce regular check-up calls in which advisors ask their clients living
in rural areas whether they were able to access their available funding. It is striking that
advisors who had travelled to rural areas were very aware of the challenges that families
raising a child with a disability or developmental delay in a remote setting face. It was visible
throughout the analysis of the questionnaire that Autism advisors had a slightly higher travel
rate to rural clients (83% of Autism advisors as opposed to 69% of RIS advisors). Children
and families of children with a disability or developmental delay living in remote and very
remote areas face clear barriers to accessing government programs designed to provide
assistance to them, therefore it may be worthwhile to provide more intensive support from
Autism and RIS advisors to these families.
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5. Conclusion
This study has shown that children with a disability or developmental delay growing up in
rural and remote Australia face substantial barriers to accessing early childhood intervention
therapy services. The Individual Funding model, implemented to increase choice and
empowerment of clients, is not able to function as intended in the absence of allied health
professionals, problems in obtaining a diagnosis and high travel costs that make it
unprofitable for therapists to provide outreach services. Remoteness thus jeopardises social
equity and holistic inclusion of children with a disability into the Australian society. The
current study considered the broader picture and general trends effecting ECI therapy service
delivery in rural and remote Australia. However, clients and allied health therapists directly
affected by individual funding policy did not participate in the current research. Future
research could include the experiences of individual therapists and rural family clients of
allied health paediatric disability services to determine whether experiences of these groups
are broadly consistent with those of the Autism and RIS advisors, and to guide development
of
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additional

strategies

to

address

this

disparity

in

access

to

care.
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Appendix 1: Design Questionnaire
“Mapping Rural and Remote Early Childhood Intervention Therapy”
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Appendix 2: DSS Data on HCWA and Better Start (extracted in October 2014)

No of
EI Amount
RA 2011
Clients Percentage Claimed
Major Cities of Australia
32.880
71,00% $231.394.688,82
Inner Regional Australia
9.052
19,60%
$55.769.361,28
Outer Regional Australia
3.756
8,10%
$20.217.842,70
Remote Australia
412
0,90%
$1.880.105,18
Very Remote Australia
185
0,40%
$787.708,51
Total
46.285
100,00% $310.049.706,49

Percentage Average EI
EI Amount Exp per
Median EI
Claimed
client
Expenditure
74,60%
$7.037,55
$7.440,50
18,00%
$6.161,00
$6.000,00
6,50%
$5.382,81
$4.977,14
0,60%
$4.563,36
$3.882,49
0,30%
$4.257,88
$2.850,00
100,00%
$27.402,61
$25.150,12

OR&R
No of
Amount
OR&R
OR&R
Claimed
clients
Percentage
$4.300.000,00
2.150
6,50%
$2.438.000,00
1.219
13,50%
$6.948.000,00
3.474
92,50%
$792.000,00
396
96,10%
$370.000,00
185
100,00%
$14.848.000,00
7.424
308,60%

ABS data is sourced from 2012 Survey of Disability, Ageing and Carers (SDAC) data. The results are estimates that are subject to random adjustments of
the statistics to minimise the risk of identifying individuals. In addition the data is sourced from a survey that is subject to sampling error.
Client Data is sourced from FOFMS
EI is Early intervention
Number
of
clients
without
RA 2011
claims
Major Cities of Australia
2.360
Inner Regional Australia
770
Outer Regional Australia
502
Remote Australia
73
Very Remote Australia
50
Total
3.755

Percentage
of clients
without
ABS General
claims
population 0-7
7,20%
1.449.800
8,50%
407.400
13,40%
181.000
17,70%
34.200
27,00%
73,80%
2.074.300

Table 14: Accumulated data on HCWA and Better Start clients.
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ABS
Percentage
General
population
0-7
69,89%
19,64%
8,73%
1,65%
100%

Major Cities of
Australia

Inner
Regional
Australia

Outer Regional Remote Very Remote
Program Name
RA_2011
Australia
Australia Australia
Total
Better Start
Audiological services
8
Better Start
Cognitive and learning skills
1.313
10
Better Start
Language and communication
19.365
875
747
1
Better Start
Occupational Therapy
20.490
4.113
1.003
115
40
Better Start
Orthoptic services
39
12
Better Start
Physical/Sensory/Psychomotor
1.501
42
33
Better Start
Physiotherapy
28.252
3.062
491
19
Better Start
Psychological services
760
107
29
Better Start
Resources
2.317
420
35
10
Better Start
Self-care and life skills
1.349
1
Better Start
Social/emotional development
350
29
104
Better Start
Speech therapy
46.686
9.156
2.855
260
Better Start
Total
122.430
17.826
5.298
395
50
HCWA
Behavioural Interventions
29.390
775
515
HCWA
Child Psychology
24.464
4.638
260
HCWA
Family Based Interventions
11.911
842
282
HCWA
Occupational Therapy
133.415
37.275
8.151
20
HCWA
Other Service
2.487
317
288
HCWA
Resources
1.369
1.711
508
1
HCWA
Social Learning Interventions
4.633
171
222
HCWA
Speech Pathology
225.000
35.512
13.444
783
HCWA
Speech therapy
56
HCWA
Therapy Based
19.294
2.729
3.627
HCWA
Total
452.019
83.970
27.297
804
A location may provide more than one service and where there is more than one service the service with the most claims is included.

Table 15: Number of claims by services provided and program by remoteness area.

The criteria used for extraction was active Activities and Active locations. Inactive records were excluded.
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8
1.323
20.988
25.761
51
1.576
31.824
896
2.782
1.350
483
58.957
145.999
30.680
29.362
13.035
178.861
3.092
3.589
5.026
274.739
56
25.650
564.090

Program Name
Better Start
Better Start
Better Start
Better Start
Better Start
Better Start
Better Start
Better Start
Better Start
Better Start
Better Start
Better Start
Better Start
Better Start
HCWA
HCWA
HCWA
HCWA
HCWA
HCWA
HCWA
HCWA
HCWA
HCWA
HCWA
HCWA
Total

Major Cities of
Australia

Services
Audiological services
Cognitive and learning skills
Language and communication
Occupational Therapy
Orthoptic services
Physical/Sensory/Psychomotor
Physiotherapy
Psychological services
Resources
Self-care and life skills
Social/emotional development
Speech therapy
Unknown
Total
Behavioural Interventions
Child Psychology
Family Based Interventions
Occupational Therapy
Other Service
Resources
Social Learning Interventions
Speech Pathology
Speech therapy
Therapy Based
Unknown
Total

Inner
Regional
Australia

4
13
64
238
2
3
133
46
32
3
13
457
483
1.491
70
174
21
320
16
20
23
578
1
30
366
1.619
3.110

Outer Regional Remote Very Remote
Australia
Australia Australia
2
16
71
1
1
40
14
19

9
29

1
100
150
415
9
41
9
105
2
9
6
124

3
15
4
5
1
2
48
53
169
3
5
7
33
1
8
4
59

6
107
418
833

9
41
170
339

Table 16: Number of locations by services provided and program by remoteness area.

The criteria used for extraction was active Activities and Active locations. Inactive records were excluded.
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1
4

Total

1

1
1

3
11
20

2

2
1
7

1
11
31

1
1
3

4
15
90
343
3
7
189
64
57
4
16
608
697
2.097
82
220
37
460
19
38
33
768
1
45
516
2.219
4.316

Appendix 3: Further Results Questionnaire
Part 2 of the Questionnaire: Physical Gaps
Question 12: From your observations, what are the challenges clients in rural or remote areas face when finding therapists?
Ranking
Lack of allied health service providers in rural and remote areas

1
6

2
12

3
0

4
0

5
0

6
0

7
0

N/A
0

Access to paediatricians for diagnosis of disability or developmental delay is challenging

11

5

2

0

0

0

0

0

The families experience a fragmentation of service provision and a lack of continuity

0

0

10

1

5

0

0

2

There are no problems

0

0

0

0

0

4

2

12

Therapists find it expensive to travel to rural regions for a small number of clients

1

0

4

7

6

0

0

0

Cost of access to therapy for clients living in rural or remote settings (travel etc.)

0

1

2

10

5

0

0

0

Other, please specify below

0

0

0

0

1

6

3

8

Table 17: Autism advisors. Challenges clients in rural or remote areas face when finding therapists. Most challenging (1) to least challenging. Answers that
do not apply: N/A.
Ranking
Lack of allied health service providers in rural and remote areas

1
8

2
3

3
1

4
0

5
1

6
0

7
0

N/A
0

Access to paediatricians for diagnosis of disability or developmental delay is challenging

2

4

4

0

2

0

0

1

The families experience a fragmentation of service provision and a lack of continuity

1

3

3

4

1

0

0

1

There are no problems

0

0

0

0

1

2

1

9

Therapists find it expensive to travel to rural regions for a small number of clients

0

0

3

3

5

1

0

1

Cost of access to therapy for clients living in rural or remote settings (travel etc.)

1

3

1

5

2

0

1

0

Other, please specify below

1

0

0

0

0

3

2

7

Table 18: RIS advisors. Challenges clients in rural or remote areas face when finding therapists. Most challenging (1) to least challenging. Answers that do
not apply: N/A.
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Question 19: Can you identify areas where services are needed by families and are not
available?
Table 19: Therapists Missing: Concrete areas identified by Autism advisors.

Therapists Missing: Concrete areas identified by Autism advisors.
State

Town and Postcode

Allied health Profession

New South Wales

Bateman's Bay 2536

Occupational Therapist

New South Wales

Bateman's Bay 2536

Speech Pathologist

New South Wales

Bega 2550

Occupational Therapist

New South Wales

Bega 2550

Speech Pathologist

New South Wales

Bourke 2840

All therapists

New South Wales

Eurobodalla Shire 2536, 2537, 2545 or 2546

Occupational Therapist

New South Wales

Griffith 2680

Occupational Therapist

New South Wales

Griffith 2680

Physiotherapist

New South Wales

Griffith 2680

Speech Pathologist

New South Wales

Leeton 2705

All therapists

New South Wales

Moree 2400

Speech Pathologist

New South Wales

Moree 2400

Occupational Therapist

New South Wales

Moree 2400

Psychologist

New South Wales

Young 2594

All therapists

New South Wales

Young 2594

Occupational Therapist

New South Wales

Young 2594

Speech Pathologist

Northern Territory

Alice Springs 0870

Occupational Therapist

Northern Territory

Alice Springs 0870

Occupational Therapist

Northern Territory

Alice Springs 0870

Psychologist

Northern Territory

Alice Springs 0870

Speech Pathologist

Northern Territory

Katherine 0850

Occupational Therapist

Northern Territory

Katherine 0850

Occupational Therapist

Northern Territory

Katherine 0850

Psychologist

Northern Territory

Nhulunbuy 0880

Occupational Therapist

Northern Territory

Nhulunbuy 0880

Psychologist

Northern Territory

Nhulunbuy 0880

Speech Pathologist

Northern Territory

Tennant Creek 0860

Speech Pathologist

Queensland

Charleville 4470

Speech Pathologist

Queensland

Charleville 4470

Occupational Therapist

Queensland

Charleville 4470

Psychologist

Queensland

Charters Towers 4820

Occupational Therapist

Queensland

Chinchilla 4413

Occupational Therapist

Queensland

Chinchilla 4413

Occupational Therapist

Queensland

Chinchilla 4413

Psychologist

Queensland

Gayndah 4625

Speech Pathologist

Queensland

Gayndah 4625

Occupational Therapist

Queensland

Gayndah 4625

Psychologist

Queensland

Lowood 4311

Speech Therapist
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Therapists Missing: Concrete areas identified by Autism advisors.
State

Town and Postcode

Allied health Profession

Queensland

Lowood 4311

Occupational Therapist

Queensland

Lowood 4311

Psychologist

Queensland

Roma 4455

Occupational Therapist

Queensland

Roma 4455

Psychologist

Queensland

Roma 4455

Speech Pathologist

Queensland

Warwick 4370

Speech Pathologist

Queensland

Warwick 4370

Occupational Therapist

Queensland

Warwick 4370

Psychologist

Queensland

Weipa 4874

Speech Pathologist

Queensland

Weipa 4874

Occupational Therapist

South Australia

Berri 5343

Psychologist

South Australia

Murray Bridge 5253

Psychologist

South Australia

Renmark 5341

Psychologist

Tasmania

Burnie 7320

Speech Pathologist

Tasmania

Deloraine 7304

Psychologist

Tasmania

Queenstown 7467

Psychologist

Tasmania

Wynyard 7325

Speech Pathologist

Western Australia

Gascoyne 6705

Occupational Therapist

Western Australia

Gascoyne 6705

Speech Pathologist

Western Australia

Gascoyne 6705

Psychologist

Western Australia

Kimberley Region

Occupational Therapist

Western Australia

Kimberley Region

Speech Pathologist

Western Australia

Kimberley Region

Psychologist

Western Australia

Mid-West Region

Occupational Therapist

Western Australia

Mid-West Region

Speech Pathologist

Western Australia

Mid-West Region

Psychologist

Western Australia

Northam/ Wheat belt 6401

Psychologist

Western Australia

Outer Goldfields Region

Speech Pathologist

Western Australia

Outer Goldfields Region

Occupational Therapist

Western Australia

Outer Goldfields Region

Psychologist

Western Australia

Pilbara Region

Occupational Therapist

Western Australia

Pilbara Region

Speech Pathologist

Western Australia

Pilbara Region

Psychologist

Table 20: Therapists Missing: Concrete areas identified by RIS advisors.

Areas identified by RIS advisors.
State

Town and Postcode

New South Wales

Armidale 2350

Allied health
Professional
Physiotherapist

New South Wales

Cooma 2630

Speech Pathologist

New South Wales

Parkes 2870

Speech Pathologist

Northern Territory

Darwin 0851

Physiotherapist
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Areas identified by RIS advisors.
State

Town and Postcode

Northern Territory

Darwin 0851

Allied health
Professional
Speech Pathologist

Queensland

Cannonvale 4802

Physiotherapist

Queensland

Charleville 4470

Dietician

Queensland

Childers 4660

All therapists

Queensland

Dalby 4405

Dietician

Queensland

Emerald 4720

Physiotherapist

Queensland

Emerald 4720

Occupational Therapist

Queensland

Gladstone 4680

Physiotherapist

Queensland

Gladstone 4680

Occupational Therapist

Queensland

Gympie 4570

Physiotherapist

Queensland

Hopevale 4895

Audiologist

Queensland

Kingaroy 4610

Physiotherapist

Queensland

Kowanyama 4892

Physiotherapist

Queensland

Lockhart River 4892

Occupational Therapist

Queensland

Moranbah 4744

Physiotherapist

Queensland

Moranbah 4744

Speech Pathologist

Queensland

Mount Isa 4825

All therapists

Queensland

Rockhampton 4700

Occupational Therapist

Queensland

Warwick 4370

Speech Pathologist

Tasmania

Burnie 7320

Speech Pathologist

Tasmania

Queenstown 7467

Speech Pathologist

Tasmania

Smithton 7330

Speech Pathologist

Victoria

Shepparton 3632

Speech Pathologist
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