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ORIGINAL ARTICLE

Challenges to accessing behaviour support services for people with intellectual
disability before and after the NDIS
Shoshana Dreyfus a, Anne Nolanb and Melanie Randle b

aEnglish Language and Linguistics, Faculty of Arts, Social Sciences and Humanities, University of Wollongong, Wollongong, Australia; bSchool
of Business, Faculty of Business and Law, University of Wollongong, Wollongong, Australia

ABSTRACT
Background: This study investigated the extent to which behaviour support services are
accessible under Australia’s National Disability Insurance Scheme (NDIS).
Method: We conducted semi-structured interviews with families who support a member with an
intellectual disability and challenging behaviour. We analysed this data with a supply and demand
access framework initially designed for health care and described the lived experiences of
participants and their families accessing behaviour supports. Results show that while the NDIS
has improved participants’ ability to pay for behaviour (and other) supports, this financial
capacity represents only one of six other important aspects of access.
Results: Families compensate for the shortcomings of the marketised environment which has
arisen under the NDIS.
Conclusion: This raises questions about the responsibilities of support provision, which is
obscured in the new NDIS system and places responsibility for successfully accessing behaviour
supports onto the family of the person with an intellectual disability.
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Since 2013 Australia has undergone major changes in
disability policy and funding, transitioning from a wel-
fare model to a social insurance model, in line with the
National Disability Strategy (Council of Australian Gov-
ernments 2010). These changes, instituted through the
National Disability Insurance Scheme’s (NDIS) rollout,
which began in 2016, radically changed the way funding
is allocated both to people living with disabilities and to
the organisations who support them, by providing eli-
gible NDIS participants with direct, individualised
funding. The new “insurance model” was designed to
promote freedom of choice and control for individuals
to choose their paid support, while simultaneously pro-
moting the growth of a privatised market of disability
support providers (Productivity Commission, 2011).
Funding is determined by the NDIS, based on a prin-
ciple of what is considered to be “reasonable and necess-
ary” (Foster et al., 2016).

One group of people supported by the NDIS are
those with intellectual disabilities who sometimes use
challenging behaviours, which are defined as behaviours
that pose a significant risk of harm, or that result in
limitations to ordinary access to community facilities

(Emerson & Einfeld, 2011; Hastings, 2002). Challenging
behaviours have been attributed to interpersonal, bio-
logical and environmental stressors (van den Bogaard
et al., 2019) or psycho-social vulnerabilities, such as
not being able to communicate, not having needs met,
or experiencing pain, and may function to fulfil those
needs, particularly for individuals with communication
disorders and complex communication needs (Hast-
ings, 2002). These behaviours may include destruction
of property or aggression towards self or others (Emer-
son & Einfeld, 2011), and are typically associated with
family stress and anxiety (Beqiraj et al., 2022) and are
typically ongoing (Totsika et al., 2008). Families sup-
porting people who use challenging behaviour often
face a range of challenges such as interpersonal violence,
destruction of their home environment, sleep depri-
vation, high levels of depression and stress, and social
isolation (Dreyfus & Dowse, 2020; Duignan & Connell,
2015; Hubert, 2011; Maes et al., 2003; Ng & Rhodes,
2018).

In 2016 we interviewed 26 such families from across
the Australian states of New South Wales, Queensland,
South Australia and Western Australia. The purpose of
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these interviews was to understand families’ experiences
of the behaviour support services they receive, because,
at the time, there was no research into behaviour sup-
port service access in Australia, and behaviour support
was to be one of the services offered under the NDIS
(Dreyfus & Dowse, 2020). The primary goal of positive
behaviour support is increasing a person with a disabil-
ity’s quality of life, with a corresponding goal of decreas-
ing the severity and frequency of their behaviours of
concern (Sailor et al., 2009). Effective behaviour support
requires a supportive social environment and works to
strengthen relationships between informal and formal
supports and the person with disability (Emerson &
Einfeld, 2011; Dowse et al., 2017). The 2016 study
showed that parents provided a high level of support
to their family member across a range of areas that
included making and attending appointments, recruit-
ing and training support staff, monitoring the appropri-
ateness and quality of services, modifying their house
and life to suit their family member’s needs, changing
career and undergoing education to best support their
family member, advocating for adequate support, and
providing intensive support in many functional activi-
ties of daily living (Dreyfus & Dowse, 2020). Addition-
ally, the challenges faced by families included barriers to
accessing supports, a lack of knowledge about available
services, an inability to navigate the complex disability
support system, deficits in resourcing in regional
areas, extensive waiting lists, long planning processes,
over prescription of medication in lieu of adequate sup-
port and a lack of behaviour support practitioners
(Dowse et al., 2017; Dreyfus & Dowse, 2020).

Since then, the NDIS’s shift in disability policy
towards funding individuals rather than organisations
has reframed the government’s responsibility to provid-
ing access to support, rather than providing the support
itself. Based on a person-centred model of support, this
environment emphasises the need for people with dis-
abilities (or their proxies) to be able to articulate their
support needs and to frame those needs in terms of
their development towards social and economic partici-
pation (Productivity Commission, 2011).

There have been number of studies conducted into
access and participation in the NDIS since its inception
in 2016. Some of these studies examine the scheme
from the perspective of participants with disabilities
(e.g., Smethurst et al., 2021; Loadsman & Donelly,
2021) and some from the perspective of practitioners
and service providers (such as speech pathologists,
occupational therapists and support co-ordinators)
(e.g., Foley et al., 2021; Jessup & Bridgman, 2022).
From the participant side, studies have shown that
access to the NDIS and services funded through the

NDIS is not equitable; females, Indigenous people,
people who are hard to reach because of socio-econ-
omic and/or other disadvantages, people with complex
problems such as disability and mental health issues
and people who live outside of metropolitan areas
have more difficulty accessing services and participating
in the scheme (Cortese et al., 2021; Johnsson & Bulke-
ley, 2021; Prowse et al., 2022; Trounson et al., 2022;
Yates et al., 2021).

While some people are successful in accessing the
scheme, studies report that people also can find it
complex, overwhelming and difficult to navigate
(Prowse et al., 2022; Barr et al., 2021; Smethurst
et al., 2021; Gavidia-Payne, 2020). Many participants
and their families also report delays in accessing ser-
vices (Jessup & Bridgman, 2022; Barr et al., 2021;
Smethurst et al., 2021) especially away from metropo-
litan areas.

While the NDIS has been reported as not providing
enough support for participants to access it (Prowse
et al., 2022; Trounson et al., 2022; Cortese et al.,
2021), other studies have shown that the participation
rate of some people increases when programs that are
tailored to specifically meet people’s needs and when
programs inform them, involve them and build trusting
relationships with them. For example, White et al.’s
(2021) study of a program in the Kimberly region of
Western Australia, which aimed to support Aboriginal
people to access the NDIS, found that access increased
due to the program being controlled and implemented
by members of the Aboriginal community who had
the trust of community members, were able to provide
culturally appropriate services and utilised a strengths-
based approach in their work with Aboriginal people
with disabilities and their families. The result was
some of the barriers that have prevented Aboriginal
engagement with disability services in the past were
overcome.

Given the purported accessibility of behaviour sup-
port in the NDIS context, the aim of this study was to
investigate the extent to which the families who were
interviewed about behaviour support in 2016 have
been able to successfully access behaviour support
once they came under the NDIS. Foley et al. (2021,
p. 3022) make the important point that participation
(in the NDIS) is a complex thing to assess and in fact
involves a “dynamic relationship between a person
and their environment,” an idea which we develop in
this paper by applying a model of access that focuses
on both the person and the service provision environ-
ment as having features that need to be recognised
and achieved if access is going to be regarded as
successful.
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A conceptual framework of access

The conceptual framework used to analyse the interview
data in the present study is based on Levesque et al.’s
(2013) Access Model (see Figure 1), which construes
access as a linear progression through five stages, with
facilitators or barriers to access paired across two hori-
zontal axes. The top axis is the “supply side,” which
refers to the attributes of healthcare services (approach-
ability, acceptability, availability and accommodation,
affordability, and appropriateness). The bottom axis
refers to five “demand side” attributes of “patients”
(the ability to perceive, seek, reach, pay and engage
with care). Further, “access” is framed as the outcome
of successfully navigating all stages of the access jour-
ney. Framing the axes as “supply” and “demand” high-
lights that the process, barriers and facilitators of access
to health care exist as part of an economic exchange in
the healthcare services marketplace. The access model’s
delineation of the two axes of “supply” and “demand”
also aligns with the NDIS marketplace, which involves
interactions between both service providers and “consu-
mers.” Further, the shift to an emphasis on “choice and
control” in the Australian disability environment
requires individuals to articulate their needs as consu-
mers within a free market of disability services while
also expecting service providers to respond to the forces
of consumer demand (Productivity Commission, 2011).

Within the disability context then, the “supply” side
of the access model relates to service provision, and
the “demand” side to NDIS participants. The NDIS
can thus be seen as a means of access, and its efficacy
is the extent to which it supports both participants
and providers across the different dimensions of access.
As NDIS participants are framed as consumers who

differ in the knowledge and skills required to achieve
access, the framework can also identify barriers to access
from the “demand” side. It is therefore a useful heuristic
for examining access to behaviour support, as we do in
this paper.

At each stage of the model, the “supply” side and
“demand” side features are related concepts. For
example, the ability to pay (demand side) is inherently
linked to the affordability of services (supply side).
Further, barriers to access can occur in any of the five
features as a result of issues on either the supply side
or the demand side. This dimensional operationalisa-
tion of access can explain differences in participant
access outcomes and specify policy areas to address.
Where supply side issues exist, service structures can
be improved. Where demand side barriers exist, policies
and interventions can assist people to build the skills
that enable access. This model of access has been utilised
as a framework for systematic and literature reviews
across health care, aged care (Phillipson & Hammond,
2017), in culturally and linguistically diverse popu-
lations, mental health (Wall et al., 2021), and disability
research (Matin et al., 2021). As yet, however, it has
not been used as a methodological framework for the
analysis of data nor in the disability context.

The present research utilised this framework to
explore our research question: to what extent have
families been able to successfully access behaviour sup-
port under the NDIS?

Method

This study used a combined inductive-deductive
approach that begins with an established framework

Figure 1. The revised Levesque et al. model.
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for deductively coding the data and incorporates new
data-driven code categories that reflect participants
experiences. In the present study, Levesque et al.’s
(2013) framework of access to health care was adapted
to the disability context. Data were gathered through
semi-structured interviews with parents of people with
ID who use challenging behaviour (see Appendix, part
2). Interviewees were asked about their experiences of
accessing behaviour support since the introduction of
the NDIS, compared with their experiences before the
NDIS.

Participants

Participants for the study comprised a number of those
who were recruited to the initial 2016 study. Potential
participants in the initial study were approached via cal-
louts in disability organisation newsletters, popular
Australian Facebook disability groups, and through a
snowball networking method. All 26 families who par-
ticipated in the 2016 study were approached directly
with an offer to participate in a follow-up interview.1

They all had a family member with intellectual disability
who had been in receipt of behaviour support services,
and of these, 14 agreed to participate and were

interviewed in 2020. As Table 1 shows, the 14 intervie-
wees came from 3 states: New SouthWales, Queensland,
and Western Australia, and all were mothers of people
with ID, the majority of whom were male (64%) and
ranged in age from 8 to 55 years old (M = 24.79; see
Table 1). Five lived at home, seven lived in different
kinds of supported independent living (SIL) arrange-
ments providing 24-hour support, and two lived inde-
pendently with in-home supports. All lived in urban
areas. Interviewees received a $50 gift card for partici-
pation. Ethics approval was granted by the University
of Wollongong Human Research Ethics Committee.

Data collection

The semi-structured interviews, which lasted around
one hour, were conducted online by the first researcher.
These began by summarising the interviewee’s 2016
interview in order to remind them about what had
been happening then and to encourage them to draw
comparisons with the present. Open-ended interview
questions (see Appendix) focused on interviewees’
experiences accessing behaviour support services and
the responsiveness of services. Interviewees were
prompted to speak about whether the services they
were currently using were meeting the needs of their
family member with disability, and the family as a
whole, as well as the impacts of the COVID-19 pan-
demic and lockdowns on support access. Interviews
were recorded with consent and transcribed verbatim.
All interviews were entered into the qualitative data
analysis software NVivo.

Data analysis

Analysis of the interviews was informed by a codebook
methodology (Roberts et al., 2019; Crabtree & Miller,
1992), which was developed from the a priori frame-
work of Levesque et al.’s (2013) access to healthcare
model. This was used for deductive coding, while allow-
ing for the development of inductive data-driven codes,
enabling a richer analytic framework that reflected the
experiences of interviewees (Roberts et al., 2019). The
second researcher applied and developed the codebook,
which contained Levesque et al.’s (2013) five code cat-
egories, named for the five stages of access in the
model, with definitions and prototypical examples
adapted to the disability context. The codebook was
revised after discussions between the two researchers
about the initial coding round. Two new data-driven
themes were developed and added to the “supply”
side, as per Figure 1, expanding service appropriateness
to include the factor of complex support access, as well

Table 1. Interviewees and their family member NDIS
participants.

No
Role of

interviewee

Person’s
gender and

age Living situation State

P1 Mother Male, 26 yrs Group SIL home, 24/7
staff

New South
Wales

P2 Mother Male, 24 yrs Solo SIL home, 24/7
staff

New South
Wales

P3 Mother Female, 38
yrs

Solo SIL villa in a
group of villas for
people with ID, 24/7
staff

Queensland

P4 Mother Male, 40 yrs Solo home, 24/7 staff Queensland
P5 Mother Female, 55

yrs
Group SIL home, 24/7
staff

New South
Wales

P6 Mother Male, 8 yrs At home with family Western
Australia

P7 Mother Female, 35
yrs

At home with family
(due to COVID)

Western
Australia

P8 Mother Male, 29 yrs Group SIL home, 24/7
staff

New South
Wales

P9 Mother Male, 16 yrs At home with family Western
Australia

P10 Mother Male, 29 yrs Solo SIL home with
housemate and drop
in staff

Western
Australia

P11 Mother Male, 31 yrs Independent SIL home
with housemate and
drop in staff

New South
Wales

P12 Mother Male, 17 yrs At home with family New South
Wales

P13 Mother Female, 20
yrs

At home with family Western
Australia

P14 Mother Female, 20
yrs

At home with family New South
Wales

202 S. DREYFUS ET AL.



as adding a sixth stage to conceptualise and cover the
important factor of ongoing support access. Transcripts
were then re-coded by the second researcher, while also
looking for counterinstances in order to maintain credi-
bility (Beck, 1993; Crabtree & Miller, 1992). An updated
access framework was created to reflect the new the-
matic structure (Figure 1).

Credibility was enhanced by direct quotations, and
fittingness can be assessed by the inclusion of intervie-
wee characteristics. Auditability was demonstrated
through descriptions of interviewee characteristics,
codebook categories and their theoretical antecedent
(Levesque et al., 2013), and the analytic process (Beck,
1993). To reduce bias, the data, assigned codes and
emerging themes were discussed by the researchers
throughout the process of analysis and any disagree-
ments about coding were resolved through discussion.

Results and discussion

While the Levesque et al. framework was useful to
understand some barriers and facilitators of access in
the present research, it did not account for all challenges
the interviewees reported, thus new data-driven cat-
egories were added (in green), creating an expanded
model of access for the disability support context, for
accessing self-managed, individualised, personalised/
direct payments or funds for behaviour support, as dis-
played in Figure 1. Each feature is explained in detail in
the results section.

The results of applying this model are categorised
according to the revised framework depicted in Figure
1, with each of the combined supply and demand stages
explained in turn. In some cases, the supply and
demand side are discussed separately, but in others,
where they are seen to be inextricable, these are dis-
cussed together. The results section is thus structured
into six sections, one for each combined supply and
demand stage of the revised framework. The first four
stages are in line with the original framework, with
stage 5 adapted to include complex care access factors,
and the new stage 6, conceptualising the factors of
ongoing care access. Given the detailed nature of this
model, we have put the discussion of individual points
within each results section, with a global discussion of
the findings collectively following the results.

Stage 1: Perceptions of needs and desires for
supports

1a. Demand side – The ability to perceive
The ability to perceive relates to health literacy, trust
and expectations in healthcare provision and awareness

of health needs, which can equally apply in the disability
support context. Indeed, in the current disability fund-
ing model, a person (or their representative) needs to
be able to perceive what the needs are in order to be
able to request the funding for services to meet that
need. In the present research, all interviewees had high
health and disability literacy as well as substantial lived
experience supporting a person with disability. Their
ability to perceive need and understand the benefits of
behaviour support for their family member was evident
in their talk of diagnostic labels and therapeutic practices.
However, in some instances, their perception of need and
available supports had been developed with guidance
from disability support practitioners. These instances of
effective behaviour support involved education and
building the family’s perception of needs:

Yeah, so that’s been a real positive too. I would never
have thought to get a speech therapist involved, and
[the behaviour support practitioner] has opened up
that world for us as well. (Interviewee 8)

1b. Supply side – Approachability
The approachability of a service refers to the extent to
which service providers advertise and communicate
the service’s purpose and how to access it, as well as
transparency around the nature and efficacy of the sup-
port on offer. In the disability context, greater service
provider approachability would act as a facilitator to
access, by informing NDIS participants and their
families of the supports that exist and the expected out-
comes of those supports.

Interviewees did not directly reference the approach-
ability of specific service providers, however many par-
ticipants referenced a need to deeply understand the
disability support industry more generally before seek-
ing support through the National Disability Insurance
Agency (NDIA) assessment process, which involves
assessment by an NDIA planner who determines the
potential NDIS participant’s support needs. While this
process could potentially support approachability by
informing participants of available services, many
stressed that they only got what they need because
they understood the system and how to argue for
what their family member needed.

If you know what to ask for, if you know how to argue
the case, you can get a good amount of funding and
address all the person’s needs. (Interviewee 1)

Approachability is of particular importance for
people with intellectual disability but can also apply to
others with disabilities and their informal supporters,
where complex therapeutic supports and a lack of
knowledge about what they are and how they work
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can be a barrier; that is to say, people don’t know what
they don’t know. In particular, for people who use chal-
lenging behaviour, behaviour support practices are
complex and may involve multiple treatment modalities
and staff. For these interviewees, a very high level of
knowledge about therapeutic efficacy, practitioner qual-
ity and system navigation was necessary to enable suc-
cessful access to support for their family member,
showing the interaction between approachability and
the ability to perceive.

Stage 2: Support seeking

2a. Demand side – “Ability to seek” and 2b. Supply
side – “Acceptability”
The ability to seek (demand side) and acceptability
(supply side) are discussed together here, as they refer
to two inseparable perspectives on the cultural accept-
ability of the service, which needs some explanation
before reporting on our findings. Under the Levesque
et al. (2013) framework, social and cultural norms and
values, and the professional values present in a care ser-
vice constitute the “acceptability” of the care service
provision. An individual may perceive a need for care
but be unable to seek it if the care provision is not accep-
table to them. Thus, when applied to disability support,
support seeking may be facilitated by providers whose
values and cultural practices align with people with ID
and their families or barred where they do not.

In this context, a relevant cultural value is the reor-
ientation of people with disabilities as “subjects” requir-
ing support rather than “objects” receiving it, in line
with the UN Convention on the Rights of Persons
with Disabilities (2006). This is mainly operationalised
through the NDIA’s emphasis on individual choice
and control; thus the person-centred model of the
NDIS was seen as a positive change by most
interviewees:

Being able to have a self-managed package around
therapy and choose who works with [my son] and hav-
ing the flexibilities around (sic)[him], that’s been amaz-
ing. (Interviewee 10)

Stage 3: Support reaching

3a. Demand side – “Ability to reach” and 3b.
Supply side – “Availability & accommodation”
The “ability to reach” (demand side) includes factors
that enable access such as personal mobility and trans-
port, while “availability and accommodation” (supply
side) refers to spatial availability, that is, where services
are located, including distribution across rural and
regional areas, and sufficient resourcing to produce

enough qualified support to meet the demand for ser-
vices (e.g., Gao et al., 2019; Lakhani et al., 2019).
While in the original model, accommodation refers to
the ability of services to accommodate patient demand,
as NDIS participants may be provided residential
accommodation, we have changed this label to
“sufficiency” to avoid confusion.

3a. Demand side – The “ability to reach”. To reach ser-
vices, all interviewees’ family members required com-
plete support because they typically could not be in
the community alone and needed to be accompanied
and driven to all places. For most, this was facilitated
by the NDIS and the funding it provided. This means
that this part of the model was successfully achieved
by most interviewees as they had NDIS packages and
funding for supports which were often provided in-
home, or else transport arrangements were funded
within their NDIS packages. However, in one counter
instance, access to transport was disrupted by the tran-
sition to the NDIS model of funding.

So, the house used to have a car, right? A community
car, and they’d run them everywhere in it, and when
the NDIS came in, that went. (Interviewee 3)

3b. Supply side – Availability and sufficiency. Avail-
ability and sufficiency of services is very relevant to
behaviour support services under the NDIS, with pro-
blems already noted by prior research about a lack of
availability of behaviour support services, especially in
rural and remote areas (Gao et al., 2019; Lakhani
et al., 2019). Indeed, availability and sufficiency of ser-
vices in rural and remote areas is a major focus of
NDIA internal research and evaluation of market-
based service provision (NDIA, 2021) and previous
studies have reported that families move away from
rural and remote areas, where services are limited or
non-existent, to metropolitan areas, so they can gain
access to services (see e.g., Dreyfus & Dowse, 2020;
Lakhani et al., 2019). One family in our study had pre-
viously moved interstate in order to be closer to services,
however, no interviewees reported current access chal-
lenges due to regionality, as all lived in urban areas.

Much more significant, regardless of location, was
the insufficient number of behaviour support prac-
titioners, with most interviewees reporting that they
had to wait for services for a minimum of weeks and
even up to more than a year:

There are still wait lists if you’re looking for behaviour
support. I see it on all the online forums,… I know they
only have a handful of practitioners. It still seems to be
like this really, you’re skimming2 (sic) to find people
because they’re just not available. (Interviewee 9)
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Even when families had managed to secure a service
contract with a behaviour support practitioner, in many
instances interviewees still weren’t receiving adequate
services due to providers’ high caseloads or waiting lists:

[The behaviour support practitioner] ended up not hav-
ing the time to do the stuff that we really need for [our
daughter], the intense behaviour support plan. He felt
he needed somebody that can spend a lot more hours
being with [our daughter] enough (sic), and drawing
up a big plan. His workload is really huge. (Interviewee
14)

Additionally, one interviewee’s family member had
gone without any support for over six months because
of staff turnover at their support agency:

… they didn’t replace [the behaviour support prac-
titioner] after three weeks after she left and so I just
emailed and said, “Look, you haven’t found a replace-
ment. We’re sitting here not talking to anybody. We
don’t have a plan. We’re now over six months into
the NDIS plan. We need to have the service.” (Intervie-
wee 9)

This lack of available behaviour support prac-
titioners, their heavy caseloads and the lack of adequate
time was emphasised by interviewees as the most signifi-
cant barrier to accessing behaviour support.

Availability may also be facilitated by the flexibility of
services, which during the COVID-19 pandemic, often
included providing online options (Johnsson & Bulke-
ley, 2021). However, while virtual support was made
available to some during the COVID-19 restrictions,
many interviewees reported that their family member
required in-person support not virtual support to
meet their needs. For one family who could make use
of online therapeutic appointments, this presented a
new challenge, as they needed to both organise and
facilitate these sessions in their home:

With COVID, …All [my son’s] sessions are tele-
health. Which still needs a certain amount of structure
around it. (Interviewee 13)

Support coordination as an additional factor in facili-
tating access under “availability”.Under the NDIS, par-
ticipants can be funded for a support coordinator to
help them navigate the system and access supports.
Under our remodelled access framework, support coor-
dinators (SCs) can be understood as a facilitator of
access, because of their responsibilities to help NDIS
participants and their families understand their NDIS
plan (the “ability to perceive”), and to help plan, engage
with and coordinate supports (the “ability to reach”).
While interviewees recognised the benefits of engaging
an SC, the challenge of accessing and, in particular,

maintaining funding for an SC can be a barrier for
people beginning their NDIS journey, with the NDIA
frequently trying to move people out of this service.
As one interviewee articulated:

My daughter’s got her own support coordinator, which
they tried to do away with in the beginning. (Intervie-
wee 3)

As support coordinators are private providers, the
appropriateness and quality of an individual SC’s service
can vary. Further, even securing support coordination
could be seen to act as an additional barrier to accessing
therapeutic supports because it is an additional step that
participants go through before they can access those
supports.

Stage 4: Support utilisation

4a. Demand side – “Ability to pay” and 4b. Supply
side – “Affordability”
4a. Demand side – The “ability to pay”. While the abil-
ity to pay has been a key access issue in the disability sec-
tor (NDIA, 2021; National People with Disabilities &
Carer Council 2009), the Levesque et al. (2013) frame-
work situates the financial aspect as only one of the
five stages of access. Funding for services is central to
the NDIS, with individualised funding packages for
NDIS participants enabling their “ability to pay” for
the services needed. Overall, at the time of the inter-
views for the present study, all but one family had an
NDIS plan with individual funding for behaviour sup-
port services, and many reflected that this allocation
of funding had made a substantial and positive impact
on their family member’s access to adequate supports,
including behaviour support. However, others had not
yet been able to access adequate behaviour support,
sometimes despite having the funding for it, reflecting
the importance of understanding the different dimen-
sions of access.

Nonetheless, the dominant perspective of intervie-
wees was that this element of access was now success-
fully facilitated under the NDIS, due to the fact that
there was now funding they previously didn’t have:

With all the different carers that she has and in her liv-
ing arrangements now, which are different from before,
there’s lots of support for her… it’s going very well
since we’ve had funding. (Interviewee 7)

Given the integrated nature of behaviour support
with other aspects of people’s lives, the ability to pay
also relates to meeting the needs of other activities of
daily living, such eating, dressing, personal hygiene
and so on. These vary in intensity, as some participants
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require support from disability support workers for
activities of daily living at all times. In addition to costs
related to accommodation, transportation and daily
activities, behaviour support often requires many
hours from a professional and constitutes a significant
extra expense. At the time of writing, one hour of a
behaviour support practitioner ranged in cost from
$214.41 to $352.25, depending on which state the service
provision occurred in and whether it was rural or remote
(NDIA 2021). For some interviewees, their current NDIS
funding package enabled these diverse and extensive
supports, which had not previously been affordable.

… the NDIS has given us funding to be able to employ
the right support work team for him and to have the
right amount of energy* around him to meet his
needs. (Interviewee 10)

(*energy refers to having enough disability support
workers around to support the participant’s son, who
requires intensive support at all times.)

In one counter instance, the ability to pay was consider-
ably worse than before the introduction of NDIS indivi-
dualised funding packages, as funded supports were cut
when their family member’s functional capacities
improved because of the supports they were receiving:

Supports were cut by 70% because they seemed to think
[my son] was so independent that he didn’t need the
support. When in fact all of his endeavours, work and
play and everything, were only possible because of the
support. (Interviewee 11)

While this decision may match the NDIA’s goal to
fund “reasonable and necessary supports” (NDIS Act,
2013, Section 34), the occurrence of challenging behav-
iour is unpredictable and can fluctuate or intensify over
the life course in response to stressful or traumatic life
events (Dowse et al., 2017). Challenging behaviour is
well understood as a response to not having one’s
needs met (Hastings, 2002), whichmay occur when fund-
ing is reduced for the very supports that meet those
needs, as indicated by the quote directly above. This is
particularly concerning when combined with the exten-
sive wait times to access this kind of support because
when challenging behaviour recurs, families have to re-
seek this support anew, and again wait for provider avail-
ability, when what is required is a quick response. This
fluctuating funding model poses the risk of losing access
to behaviour support and thus poses a potential risk of
harm to both the person who uses challenging behaviour
as well as their family.

4b. Supply side – Affordability. The affordability of a
service refers to the direct expenses of accessing services

(Levesque et al., 2013). Under the NDIS, funding
packages are matched to the actual costs of needed sup-
ports, so the affordability of services should be ensured
by the NDIS. However, in some instances, interviewees
reported that their allocation for behaviour support was
not adequate for effective implementation. Given this
issue is integrated with the timeliness of services, it is
discussed below in service appropriateness (subsection
“timeliness”).

Additional factors related to affordability in the orig-
inal framework include the opportunity cost of time
spent in treatment for the person seeking health care,
which may pose a barrier, and the accessibility of pay-
ment method, where providing multiple payment
options (such as Eftpos, and payment plans) facilitates
access (Levesque et al., 2013). In the NDIS context,
this concept needs to be broadened to include the
administration of the funding package that participants
receive. The NDIS allows participants to choose their
level of assistance in the administration of payments
and management of their plan. In the present study,
half the interviewees’ family members’ support package
was self-managed by the parents, who administered all
payments because it gave them greater control over
their funding and more flexibility in choosing providers.
However, while self-managing provides more choice
and control, it requires strong administrative skills
and a great amount of time, which not all interviewees
had.

For the other half who did not self-manage, choice
and control were compromised, as NDIA-managed
packages can only be used for a subset of providers. In
this context, there is a trade-off – either people manage
the plan themself and have maximum choice and con-
trol, however, this requires a great investment of time
and energy, or they don’t, which limits their choice
and control but saves them time and energy.

Stage 5: Support consequences

5a. Demand side – “Ability to engage” and 5b.
Supply side – “Appropriateness”
5a. Demand side – The “ability to engage”. The fifth and
final demand side ability of the original framework is
the ability to engage, which refers to a participant’s
capacity and motivation to engage with treatment and
care, and to be involved in treatment decision making.
As Levesque et al. (2013, p. 6) explain: “access to optimal
care ultimately requires the person to be fully engaged in
care and this is seen as interacting with the nature of the
service actually offered and provided.” For people who
use challenging behaviour, engaging with therapeutic
supports such as behaviour support is not simple.
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An uncritical interpretation of participants’ challenging
behaviours may be that they function as barriers to
engaging with therapeutic supports. However, challen-
ging behaviours often function as a means of communi-
cating and getting needs met (Carr et al., 1994; Emerson
& Einfeld, 2011). Behaviour support aims to increase a
participant’s capacities, including the capacity to engage
with support people and activities that enhance their
quality of life, and meet the persons’ needs, which in
turn may reduce challenging behaviour (Emerson &
Einfeld, 2011). It is, therefore, more relevant to consider
the extent to which therapeutic approaches facilitate the
ability of people with intellectual disability and behav-
iour support needs and their families to engage with
providers of behaviour support services in the NDIS
in the context of behaviour support, which is realised
through adequate quality and quantity of a service and
provider. As would be expected, interviewees reflected
that when supports were adequate and met their family
member’s needs, the result was a reduction of challen-
ging behaviour:

He’s really well supported. He’s got a lot of activity, a lot
of people in his life and he’s settled and his behaviour’s
decreased. (Interviewee 1)

An incongruence in the current research findings
when applied to the original access model is the place-
ment and extent of “caregiver support.” “Caregiver sup-
port” is mentioned in the original framework as a
facilitator of engagement (Levesque et al., 2013, p. 5).
While no detail is given to the scope or depth of this
support in the healthcare context, what is implied is a
limited conception of caregiver support. In contrast to
this, the present research highlighted the extensive sup-
port provided by families in managing every aspect of
access for their family member with intellectual disabil-
ity, far beyond merely encouraging and supporting
engagement in therapy. All interviewees were involved
in a variety of ways in supporting engagement for
their family member, from direct, unpaid, in-kind sup-
port work, to managing, training, and educating other
support workers, and troubleshooting and overcoming
challenges with therapeutic engagement, which had
not changed with the introduction of the NDIS.

5+, Beyond “appropriateness,” complex support access
requirements. The data in this study shows that ade-
quate access to behaviour support was not always
realised, even for families who had progressed through
all five stages of the Levesque et al. (2013) framework.
That is to say, even after successfully perceiving, seek-
ing, reaching, paying for and engaging with therapy,
which meant engaging a behaviour support practitioner

and having a behaviour support plan in place, intervie-
wees reported that, in many instances, the therapeutic
supports in the behaviour support plan were not being
carried out, as many workers were unable to engage
with this aspect of a participant’s care. Furthermore,
behaviour support plans were more usually just filed
away. As one parent explained:

I [asked], “Who’s read the behaviour support plan?”
Half […] put their hand up. And I go, “Where is it
now?” And they go, “Filed.” (Interviewee 13)

While it is true that behaviour support plans are often
very long and very detailed (Chen Fisher et al., 2022),
simply writing a behaviour support plan is not equival-
ent to providing behaviour supports. Engaging with,
monitoring and reviewing behaviour progress are key
parts of behaviour support services (Dowse et al.,
2017). Given consistency is a key element, interviewees
expressed concern about the lack of a consistent
implementation and monitoring as well as the ability
of disability support workers, who are the most fre-
quently in contact with their family member, to follow
the plan:

I hope the psychologist would be able to actually do
observation sessions that would be able to pick up
why a particular staff member has so many problems
with her. (Interviewee 5)

Where the behaviour support practitioner was
engaged in monitoring the implementation of thera-
peutic supports, better outcomes were achieved:

So now [the behaviour support practitioner] is deliver-
ing [the plan] to staff in team meetings and [is] very
contactable. If there’s an incident, [the behaviour sup-
port practitioner says] “Right, let’s go back into the
house and make sure what was around and who was
on.” (Interviewee 8)

This lack of regulation is of particular concern in the
NDIS private provider market (Bould et al., 2023),
where many workers are independent contractors. Cor-
respondingly, interviewees spoke about problems with
support workers who lacked the skills to be effective
members of the behaviour support team. Family mem-
bers who have the capacity, time and resources then
oversee this responsibility.

Interviewees thus spoke of the activities they
undertook themselves to manage the team of
providers:

I’ve got to arrange a meeting, the behaviour support
practitioner, when can we have meeting? When can
the workers come? When can everybody come? What
do we do after meeting? How do we implement? How
do we monitor it? It’s exhausting. (Interviewee 1)
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For some interviewees, successful access to support
required them (or other family members) to coordinate,
manage and communicate across the whole team.

It’s a huge multidisciplinary team, they’re amazing. […]
This is where I struggle with NDIS, because I have been
his informal support coordinator his whole life. I know
what each one does. They all work together. I update
them, so when I email, I email in bulk. (Interviewee 6)

Some interviewees even trained their support
workers, or created their own training materials:

Who’s supporting them to write some social stories?
[telling my son and the people he lives with:] “You all
no longer go to the day program. The day program
staff will come to your house instead.” Like it’s not
that hard. But they just don’t think they need to do it
and then they wonder why people jack up because
things are different. Well, they [the participants]
didn’t know they were going to be different. How
would you feel if somebody changed your day without
telling you? You wouldn’t like it. I do a lot of training
with group home workers in this area and I’ve designed
the training in a particular way that the penny drops.
(Interviewee 1)

Some interviewees had implemented communication
strategies to manage information across the team of
support workers, such us setting up Facebook or email
groups to share information. Many provided unpaid
support work and acted as coordinators of support
strategies when problem-solving new challenging
behaviour.

This highlights the level of expertise of family mem-
bers (Dreyfus & Dowse, 2020) and the need for collab-
oration between formal and informal supports. In the
context of behaviour support, this data clearly shows
that ongoing management and oversight of supports
are critical to successful realisation of that support.

5b. Supply side – Appropriateness. Appropriateness
encapsulates the correct fit of a service to a person’s
needs and the time and care spent determining both a
person’s needs and the best treatments to meet them.
Elements of appropriateness identified in the Levesque
et al. (2013) framework and relevant to the behaviour
support context include time spent in assessment and
planning, the technical and interpersonal quality of
the service provider, and the continuous and integrated
nature of service provision. We examine these in turn in
relation to our data.

Time spent in assessment and planning. The time spent
in assessing and planning proved to be an issue for
interviewees because there is a requirement for behav-
iour support plans to meet certain standards set by the

Quality and Safeguards Commission (QSC), particularly
when there are restrictive practices in place (NDIS
Quality and Safeguards Commission 2021a). Intervie-
wees often reported that this used up much of the allo-
cated resources for behaviour support and meant the
support itself was not always implemented: While the
Levesque et al. (2013) framework suggests that “time”
refers to too little time spent with a patient and rushed
assessments, for some of our interviewees, too much
time was spent on developing the plan and not enough
time implementing, monitoring, and revising it:

We’ve got precious little time for [the behaviour sup-
port practitioner] to make any recommendations […]
Because there are some restrictive practices with [my
daughter’s] behaviour intervention plan, he might get
caught up in paperwork and there will go the last sev-
eral hundred dollars meeting the demands of the
[QSC]. (Interviewee 5)

Because disability providers such as behaviour sup-
port practitioners charge hourly, time spent in assess-
ment and planning therefore interacts with the ability
to pay, as adequate allocation of funded hours to meet
the requirements for effective behaviour support is not
available when many of those hours are used up on
assessment and planning. This indicates that this is an
important factor to consider in NDIS assessments of
support efficacy, as reported on in other studies (e.g.,
Chen Fisher et al., 2022).

Interpersonal and technical quality of the service provi-
der. The data revealed that there was a diversity of
experience around the quality of the behaviour sup-
port practitioner and the behaviour support service.
When a behaviour support plan was effectively
implemented, some interviewees reported positive
experiences and improvements for their family mem-
ber. However, for others, when the whole team of
people who supported their family member were not
adequately trained to administer, engage with or sup-
port interventions, the result was inconsistent therapy
and poorer behaviour outcomes, as evidenced in other
studies of behaviour support (e.g., Chen Fisher et al.,
2022). As discussed, many interviewees spoke of chal-
lenges getting support workers to engage appropriately
with their family member, especially when needing to
use alternative communication methods, which lim-
ited social engagement and depth of relationship
between support workers and clients, many of whom
are non-verbal.

Many also spoke generally about a lack of care and/or
interpersonal skills from support workers, with an atti-
tude of:
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… get the shift done and go home. They don’t really
care that much about what they’re doing, some of
them. (Interviewee 11)

This reflects that, for these NDIS participants, the inter-
personal and technical qualities, and abilities of the
whole team of supports and support workers impact
on the degree of effectiveness of behaviour support.
This also aligns with findings of prior research that
show that effective behaviour support requires a suppor-
tive social environment that aims to strengthen relation-
ships between informal and formal supports and the
person with disability in order to implement consist-
ency across time and place (Chen Fisher et al., 2022;
Emerson & Einfeld, 2011; Dowse et al., 2017). Given
support workers are often the primary social contacts
for people with intellectual disability who use challen-
ging behaviour, strong interpersonal and technical skills
take on a heightened importance in enhancing the
efficacy of any therapeutic interventions, such as behav-
iour support.

Stage 6: Long-term support access

6a. Demand side – “Ongoing support access” and
6b. Supply side – “Ability to maintain”
This new Stage 6 category of “Long-term support
access” was necessary to build into the model because
the Levesque et al. (2013) stage 5 category of “Support
consequences” does not constitute realised access for
people with behaviour support needs. This is because
behaviour support needs change across a person’s life-
time, depending on a range of factors (Emerson & Ein-
feld, 2011). As already discussed, successful behaviour
support requires long-term ongoing engagement, with
cycles of frequent monitoring and revision, often over
years. Thus, a framework of access to adequately sup-
port people with intellectual disability who use challen-
ging behaviour must factor in the appropriate length of
time of these supports. For people with ongoing behav-
iour support needs, access must be continuous across
the life course (Dowse et al., 2017). Interviewees spoke
of the mismatch between discrete packages of treatment
and their family member’s need for continuous support.
Such NDIS packages are typical among allied health
providers, who often provide behaviour support and
related services:

But the trouble is with speech therapy, you know the
attitude is, “Well you’ve had speech therapy, there’s a
program there and that’s the end of it.” (Interviewee 5)

Interviewees were also worried that their annual
NDIS funding review process could result in a reduction
in funding if their family member’s behaviour support

needs happened to be lower in the preceding year,
which could represent a risk to the well-being of
NDIS participants and their families:

You’ve got your plan now, things seem to be going okay
and then they reduced the money. Whereas I know [my
son] being the man he is, things may change. He may,
well, as we all do change, but something else might
come up, and then I’ve got less funding … even within
that year of her developing the plan, he started to smash
glass. (Interviewee 8)

This issue is further exacerbated by the above-men-
tioned lack of availability of appropriate support
workers, which is critical for maintaining a good life
for people with intellectual disabilities who use challen-
ging behaviour (Dowse et al., 2017). For one intervie-
wee, despite having allocated NDIS funding, a lack of
available support workers meant their family member
appeared to not be using their full funding package.
This resulted in a reduction in their funding, despite
their needs remaining the same. Many described being
afraid of losing funding in future years, where any
underutilisation was due to challenges of access rather
than lack of need:

We haven’t spent much of it in the last year or two, but
hopefully they will continue to be as generous with [my
daughter] because if you don’t spend it, it just gets reab-
sorbed of course. But we hope that we will get to use
more carers in the next year. (Interviewee 7)

In addition to this, barriers along the chain of access
can trigger a need to re-seek support. For example,
where families were not able to pay because the NDIS
funding offered to them was inadequate, they advocated
for more funding. Where services were not available,
they re-started seeking a service provider contract by
adding their names to waiting lists.

In addition to the challenge of engaging a behaviour
support service, many struggled to retain disability sup-
port staff who were typically casually employed or con-
tract workers. This led to discontinuity of behaviour
support and poorer outcomes for their family member.
However, for one interviewee who self-managed their
funding package, continuity of support was achieved
by her providing free labour to coordinate behaviour
support services. This enabled her to retain staff
because she was able to pay them more and offer sick
leave using the funds saved by her unpaid coordination
work:

Well, if they need time off, like one of them is moving
house yesterday, but we’ll still pay them… By doing
it myself and our family doing it… the money we
save, we’re able to pay better wages and have better con-
ditions for our workers. (Interviewee 4)
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In this way, beyond the ability to pay that is enabled
through the NDIS, the ability of parents to compensate
with their own finances or “in kind” work buffered issues
of quality (stage 5) and enabled continuous support, for
this ongoing access requirement (stage 6), highlighting
the interactions between different stages of access.

Concluding discussion

This paper has deployed and adapted the Levesque et al.’s
(2013) model of access to examine the effect of the NDIS
on access to behaviour support for families who have a
member with intellectual disability who uses challenging
behaviour. In applying Levesque et al.’s model to this
particular disability context, we were able to unpack
and make visible the different dimensions of access and
determine the extent to service providers were able to
fulfil their side of the access process (supply) with regard
to behaviour support. The model also enabled us to
examine the attributes that NDIS participants and their
families need in order to be able to achieve access to
behaviour support from their side (demand).

The findings of this analysis show that from the par-
ticipant side, the financial aspect of access to behaviour
support (and supports more broadly) was predominantly
achieved through the NDIS, however, it was across other
areas of access that there was more diversity of experi-
ence; those who self-managed had more choice, control
and flexibility to pay and retain workers due to their
high level of involvement, oversight and management
of their allocated funds. In a sector where there is a
high turnover of care staff (Still, 2022; Dreyfus &
Dowse, 2020), being able to retain good workers who
can implement behaviour support practices is a chal-
lenge. However, the findings also showed that for most
of the interviewees, managing their family member’s sup-
port services was just as involved and time-consuming as
it was when they were first interviewed in 2016, prior to
the rollout of the NDIS (Dreyfus & Dowse, 2020).

Additionally, while the interview questions focused
on access to behaviour support specifically, all partici-
pants spoke broadly about issues of accessibility and
effectiveness not only regarding their behaviour support
practitioner, but to the whole team of supports sur-
rounding their family member, including disability sup-
port workers, transportation, housing, support
coordinators/coordination, and the process of funding
allocation. This reflects that all these elements are inter-
connected for people with intellectual disability who use
challenging behaviour and their families and that one
cannot view access to behaviour support without con-
sidering access more holistically (Carr et al., 1994;
Dowse et al., 2017; Emerson & Einfeld, 2011). Further,

this approach is in line with best practice behaviour sup-
port (see e.g., Dowse et al., 2017), which promotes a hol-
istic view of the person and their total environment
when considering a person with behaviour support
needs. In other words, to ensure success, behaviour sup-
port needs to be addressed across multiple contexts
(Dowse et al., 2017), and in the present research, inter-
viewees spoke at length about disability support
workers’ varying abilities to follow through with behav-
iour support plans generally and across contexts.

Regarding the families and their abilities and attri-
butes, specifically they were able to perceive, seek, reach
and support their family member to engage with sup-
ports, with “the ability to pay” being facilitated by the
NDIS. However, major issues faced by many families
included a lack of service availability, variability in the
quality of supports and an inability to pay for adequate
treatment as fundingwas not adequate for comprehensive
behaviour support, which includes planning, monitoring,
overseeing and reviewing (Dowse et al., 2017). The
families reported a failure to access quality services and
emphasised the challenge of having their behaviour sup-
port practitioner engage with their family member for
an adequate amount of time due to the thin market of
behaviour support practitioners (Dew, 2022). This rep-
resents a failure in achieving theNDIS outcomeof “choice
and control,” as there is an insufficient number of provi-
ders to choose from and the choice to engage with a ser-
vice of inadequate quality cannot constitute true “choice.”
Further, access is obviously unachievable when there are
not enough behaviour support practitioners.

The parents (in this case mothers) from this study
whose family member was able to access adequate sup-
port did so because they compensated for those barriers
on the “supply” side, often providing substantial finan-
cial or in-kind support. They devoted considerable extra
time, money and expertise to the coordination role as
informal support. Their example demonstrates that
there needs to be NDIS funding for the role of support
coordination in order for the system to be equitable for
all participants.

While support coordinators purportedly facilitate
access, they are private providers so quality can vary,
meaning that rather than safeguarding the process of
access, they may prove to be an additional issue for
access. As support coordination is not a guaranteed pro-
vision for all NDIS participants, the process of accessing
a support coordinator is another process of access
families must go through.

The access framework was used to identify barriers
along the “demand” side axis and ways service users
can be better supported to overcome those barriers. In
the present study, few barriers in those capacities were
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found. Rather, it was the systemic problems associated
with the provision of services that barred access to sup-
ports, despite the fact that funding was available.

While the Levesque et al. (2013) framework was a use-
ful tool for understanding many facets of access, the pre-
sent study revealed that for people who require a suite of
supports, oversight and coordination of those supports
are a necessary and ongoing component of access. This
remains relevant after the introduction of behaviour sup-
port services in the NDIS (see Dreyfus & Dowse, 2020).

This is conceptualised in our revised model as an
additional facet to stage 5 “service appropriateness,”
incorporating management and oversight factors that
ensure supports are effectively managed for the whole
support of the person with a disability.

Furthermore, when applied to lifelong disability,
access is not “realised” by one initial engagement with
supports but is, instead, constituted by ongoing arrange-
ments and engagements. We thus expanded the model
to stage 6 to take into consideration the important
dimension of ongoing access to behaviour support.
This additional stage highlights the challenges of main-
taining support, including where barriers at other stages
may prevent a person from accessing support tempor-
arily and require them to begin the access process
again. From the supply side, the market needs to have
enough providers available to appropriately provide
continuous service. The actions of retaining and seeking
care could also be subsumed under the support coordi-
nation role, with a greater understanding of the chal-
lenges of accessing lifelong support needs. Thus, in the
disability support context, support coordination is a
possible facet of ongoing support access.

One of the reasons the Levesque et al. model is valu-
able is because responsibility for problems of access can
tend to be focused on demand side deficits in the people
seeking support, rather than supply side deficits in ser-
vice accessibility (O’Keeffe & David, 2022). This is
especially relevant to vulnerable populations such as
people with disabilities, where in a service system that
relies on consumers to articulate their needs and access
support, “blame” for any problems of access can be
placed onto the demand (person) side, which can
obscure that the actual issue is accessibility on the ser-
vice side. In the case of the present study, we inter-
viewed a group of highly competent, engaged and
disability-literate parents, and they still had challenges
with access to behaviour support. Therefore, it is impor-
tant to carefully consider which side of the supply/
demand divide the problems of access are located,
which also frames the responsibility for addressing
them. Interviewees were also heavily involved in sup-
porting their family member in accessing essential

supports, but for families of people who sometimes
use challenging behaviour, the outcomes of support
affect the whole family. As such, the family’s role
bridged both axes of the framework, being both recipi-
ents and providers of support.

As our aim was to investigate the extent to which
families had been able to successfully access behaviour
support under the NDIS, the delineated framework
was useful in understanding the differences in the two
axes. In examining the role currently performed by
families in providing support and enabling access, we
have highlighted the way families compensate for the
shortcomings of the marketised environment under
the NDIS. Successful access is only achieved by families
who have the necessary skills and time to manage and
maintain complex supports (Dreyfus & Dowse, 2020).
This raises questions about the responsibilities of sup-
port provision, which is obscured in the new NDIS sys-
tem that only provides access to supports, not the actual
supports themselves, and places the responsibility for
successfully following the access process onto the per-
son seeking support.

Limitations and future directions

While this study drew its data from people living in four
states across Australia, the data set is small and perhaps
thus not representative of the experiences of all NDIS
participants who use challenging behaviour and their
families. Further, we did not include the voices of people
with intellectual disability and challenging behaviours
themselves, even though this is encouraged by other
researchers in this sector (see e.g., Nind & Strnadova,
2020). Rather we interviewed their proxies, who advo-
cate for them, who perceive, seek and manage their sup-
ports. It could also be useful and illuminating to re-
interview these families again, to see if anything has
changed. A possible time to do this could be after any
recommendations from the NDIS review (NDIA 2021)
and the Disability Royal Commission (2023) have
been implemented.

This expanded theoretical model, which takes into
account long-term engagement with and management
of services may be more broadly applicable not only
in disability support, but in health care for people
with complex illnesses who require an ongoing suite
of healthcare services because it considers the ongoing
tasks of maintaining access. Importantly, this adapted
model has helped to better understand how funded
NDIS services are accessible or not to people with intel-
lectual disability and their families. There is scope to
consider broader application of this adapted model to
other disability service contexts.
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Notes

1. People who receive support under the NDIS are
referred to as NDIS “participants,” therefore the partici-
pants in this study will henceforth be referred to as
“interviewees.”

2. Skimming refers to scrolling through social media
information to seek the contact details of a suitable
provider.
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Appendix. Interview schedule

Part 1: Demographic information

(1) Name:

(2) My family member with intellectual disability and challenging
behavior is now how old:

(7) I live with my family member with intellectual disability and
challenging behaviour (please tick one only)

[ ] Yes [ ] No
If “No,” my family member with intellectual disability and challenging
behaviour lives in (please tick one only)

[ ] The family home
[ ] Group home staffed 24 hours a day
[ ] Agency-operated house/apartment to whom he/she pays subsidised rent
and receives drop-in support

[ ] Own home (person with intellectual disability rents or owns home (with or
without mortgage))

[ ] Other (please specify) … … … … … … … … … … …

(8) My family member with intellectual disability and challenging
behaviour currently receives an NDIS funding package (please
tick one only)

[ ] Yes
[ ] No

(9) My family member with intellectual disability and challenging
behaviour currently receives or has received a behaviour support
service within their NDIS funding package (please tick one only)

[ ] Yes
[ ] No

Part 2: Experience of behaviour support

(1) Please describe your family’s experience of behaviour sup-
port for your member with intellectual disability and
challenging behaviour since being in the NDIS. [Inter-
viewer probes for each of]:
(a) History of experience.
(b) Current experience.

(c) Has the NDIS changed the way you receive behav-
iour support compared to before the NDIS?

(2) Please tell me about the behaviour support services
received within the NDIS and the extent to which they
met your family’s needs [Interviewer probes for e.g., jar-
gon-free language, matching family lifestyle, accounting
for each family member’s needs].

(3) Please tell me about the responsiveness of the behaviour
support service you and your family member received
or are receiving within the NDIS [Interviewer probes
for e.g., whether family got it when needed, where
needed, and for sufficient time for it to be helpful]

(4) Did the behaviour support make a difference? [Interview
probes for each of the following]:
(a) To the family member with intellectual disability

and challenging behaviour.
(b) To each member of the family as well as the family

unit as a whole.
(c) What kinds of difference it made.
(d) If it didn’t make a difference, the reasons why.

(5) Would you change the behaviour support service you and
your family member have received and if so, how?

(6) Please outline any unmet needs your family has for
behaviour support.

(7) Please describe any advice you have about how behaviour
support practitioners within the NDIS could do their job
better for families like yours.

(8) ***Use of psychotropic medication as part of the behav-
iour support?

(9) Is there anything further about your and your family
members’ experience of behaviour support within the
NDIS you would like to share with us?

(10) Have you and your family member’s lives changed more
generally as a result of being in the NDIS? If so, how?
(1) Has COVID19 had any impact on the wellbeing and

behaviour of your family member?
(2) Has COVID19 had any impact on the behaviour

support service your or your family member are
receiving?
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