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Abstract

Background: Australia's National Disability Insurance Scheme (NDIS) was
launched in 2013 to provide financial support packages for people with disability
to purchase supports and services to enhance independence. People with disabil-
ity are required to develop a plan with the National Disability Insurance Agency
(NDIA), the government department responsible for managing the NDIS. This
scoping review aims to ascertain the level of research into people's experience of
the NDIS planning process in these geographic areas.

Methodology: Research publication databases were searched using a specific
search string to identify research about people with disability and their families/
carer's experiences of the NDIS planning process in regional, rural and remote
regions of Australia. The Mixed Methods Appraisal Tool (MMAT) was adopted to
appraise the quality of the research publications. Research publications focused
on Aboriginal and Torres Strait Islander people were additionally appraised using
the Aboriginal and Torres Strait Islander Quality Appraisal Tool developed by
the Centre for Excellence in Aboriginal Chronic Disease Knowledge Translation
and Exchange. A thematic synthesis of the publications' contents was undertaken
to ascertain people with disabilities and carers experience of the NDIS planning
process.

Results: Ten (N=10) research papers were found that met the inclusion criteria.
Two papers were policy reviews and reported on the improvements of the NDIS
planning process since its conception. The analysis found the research archive fo-
cused on five themes: (1) healthcare workforce and NDIA staff; (2) NDIS package
holders and carers lack of awareness of the NDIS; (3) cultural/socio-economic
barriers; (4) travel funding; and (5) emotional burden of the NDIS planning
process.
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1 | BACKGROUND

In 2013, a National Disability Insurance Scheme (NDIS)
was introduced by the Australian federal government that
provides a social insurance model of support for people
with disability. The NDIS is administered by a govern-
ment authority, the National Disability Insurance Agency
(NDIA). Prior to the NDIS, most disability services were
administered and provided by state and territory govern-
ments using a block funding model to fund registered gov-
ernment and nongovernment service providers under the
Disability Services Act 1986. This model was described in
areport by the Productivity Commission as ‘underfunded,
unfair, fragmented and inefficient’.! The report noted that
people with disability had limited choice in what, how or
when they received support to live an independent and
socially inclusive life.> The NDIS commenced with trial
sites in five States and Territories followed by a national
roll completed by July 2020.>*

To be eligible for the NDIS, applicants must be under
65years of age and have a significant and permanent im-
pairment that substantially reduces their ability to partici-
pate in the community and activities/occupations of daily
living. An NDIS participant is a person with disability who
has been assessed as eligible to receive support funded
under the NDIS. As of December 2021, the NDIA reported
that over 400000 people were registered with the NDIS.’

The principles of the Convention of the Rights of
Persons with Disabilities (CRPD)® underpin the NDIS Act
2013. The convention asserts that people with disability
have fundamental rights to make their own choices and
participate in the social and economic life of the commu-
nity as other citizens. The stated aim of the NDIS is to en-
hance people’s choice and control over the services and
support they require to live an independent life. Central
to achieving this aim is the development of an individu-
alised support plan that identifies a person's self-defined
goals and aspirations, as well as the services and supports
required to attain those goals.>’

Wark® identified three primary objectives of the NDIS
legislation including: (1) provide reasonable and necessary
supports (Section 3(1)(d)); (2) enable package holders to ex-
ercise choice and control over the planning and delivery of

Conclusion: There are limited papers available that explore people's experiences
of the NDIS planning process in regional, rural and remote regions of Australia.
This systematic review illuminates the difficulties, barriers and concerns of peo-
ple with disability and their carers about the planning process.

Aboriginal health, allied health, disability, health policy, rural health

What this paper adds?

« People with disability living in remote, rural
and regional areas of Australia have been miss-
ing out on essential NDIS services. However,
there is limited knowledge on the research in
this area.

« This paper brings together the research on
the experiences of people with disability in re-
gional, rural and remote areas of Australia navi-
gating the NDIS planning process.

« This paper can help the Government and advo-
cates to inform ways to improve the experience
of the NDIS planning process for people living
in remote, rural and regional areas.

What is already known on this subject?

« The NDIS is a national insurance social support
scheme that aims to provide financially tailored
packages for people with disabilities and their
family/carers.

« The NDIS requires eligible people with disabili-
ties to design an evidence-based bespoke plan.
People with disabilities have reported that the
planning process is challenging and confusing,
with many describing it as highly stressful and
emotionally taxing.

their supports (Section 3(1)(e)); and (3) develop a nationally
consistent approach to the access, planning and funding of
these supports (section 3(1)()). Current research into dis-
ability services has raised concerns around the NDIS objec-
tives being met in regional, rural and remote areas mainly
regarding accessibility and diminished choice resulting in
diminished control over service delivery.*'>'> Reoccurring
themes of travel, accessibility and inadequate health work-
force to meet demands have been identified as barriers to
rural health, ageing and disability service delivery.'*'®

To date, there have been several reports, evaluations
and reviews of the NDIS.”'” The focus of these has been
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on the implementation and outcomes of individuals' NDIS
plans relating to two key factors: ‘choice and control’ and
‘enhanced supports and services. The experience of the
planning process has received little attention, despite the
planning process being the key vehicle by which supports
and services for individuals are approved for funding. The
research suggests that without an advocate or assistance to
navigate the planning process, many people with disability
and/or their carers find it difficult to articulate their needs
and goals during this process. This difficulty is worse for
people with an intellectual/cognitive disability, complex
needs, complex communication needs, Aboriginal and
Torres Strait Islander people and people who speak English
as a second language.'®?" These barriers influenced the pro-
cess of developing plans and whether participants felt sup-
ported, less anxious and listened to during the process."

Previous research in individualised planning with peo-
ple with disability demonstrates the importance of skilled
staff and a commitment to a person-centred approach.?
Despite the recent national roll-out of the NDIS, there
are several research papers reporting on the experiences
of NDIS participants and/or their families in all phases of
the planning process. Collings, Dew and Dowse's™ paper
demonstrated that participants felt the need to develop a
relationship of trust with the planner to enable them to
feel understood, listened to and respected during the plan-
ning process.”> A systematic review made by Trounson,
Jordan, Gibbs, Kostrz, McDonald and Peters** reported
that Aboriginal and Torres Strait Islander people living in
rural and remote areas are less likely to benefit from the
NDIS when compared to people living in metropolitan re-
gions. This review concluded that people with disability
from regional, rural and remote areas experiences of the
NDIS planning process should be further explored.

An understanding of planning experiences for those
living in nonmetropolitan areas has the potential to assist
NDIA staff and other disability workers to support peo-
ple more effectively with a disability to make their own
choices and exercise the same fundamental rights as
other Australians. The aim of this scoping review was to
examine the literature about the experiences of the NDIS
planning process for people with disability who live in re-
gional, rural and remote regions of Australia.

2 | METHOD

A scoping review was conducted to map the key concepts
regarding the available literature answering our research
question: “‘What are the experiences of people with dis-
ability and their families/carers of the NDIS planning
process who live in regional, rural, and remote regions of
Australia?’.

N WiLE Y-

An open discussion involving the first three authors oc-
curred, and a protocol for the scoping review was agreed
upon in accordance with Arksey and O'Malley's™ five-
phase process involving: (1) identifying the research ques-
tion; (2) identifying relevant studies; (3) study Selection;
(4) charting the data; and (5) collating, summarising and
reporting the results.

2.1 | Eligibility criteria (inclusion/
exclusion criteria)

Grey and peer-reviewed publications were included in
this review. Identified publications were required to be
written in English and have an abstract or report sum-
mary. In addition, the publications were required to have
background, methodology, results and a discussion sec-
tion relating to the study to be included.

Studies were only included if they fit the following el-
igibility criteria:

Included:

« research about people with disability and their family/
carers;

« research on the NDIS planning process; and

« regional, rural and remote regions of Australia as de-
fined by either the Monash model or the Australian
Government.*®

Excluded:

« research about people who do not have a disability;

« research about workers;

- everything else about the NDIS and other disability pro-
grams; and

« metropolitan regions of Australia and other countries.

2.2 | Search identification and selection
This review considered all studies that involved people
with disability and their families/carers of any age who
experienced the NDIS planning process and who live
in regional, rural and/or remote areas of Australia. The
team involved a Librarian (KE) to ensure the best data-
bases were selected that best relates the research ques-
tion. Combined searches from the below databases were
imported into EndNote X8. The titles and abstracts were
screened, respectively, by authors (Author 1, Author
2, Author 3) using the Systematic Review software
COVIDENCE. Discussions on the papers involved three
first authors until 100% agreement was achieved.
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Databases/search strategies utilised:

« Medline, CINAHL, Scopus, Informit, ProQuest, Web of
Science.

« Citation tracking of the included studies was conducted
for other potentially eligible papers.

« A hand search was undertaken that involved contacting
key people in the research field (Author follow-up) and
public databases (such as Google and Google Scholar)
for further grey literature.

Alerts were set on all databases and a rerun of searches
prior to final analyses was also carried out to identify any
further studies for inclusion. Figure 1 illustrates the search
strategy and terms used for this review.

3 | RESULTS

Initially, we had planned on extracting and analysing
the data according to our review question; however, the
findings of only a few studies amongst the available lit-
erature addressed the review question directly. The team
then decided to include papers that mentioned regional,
rural and/or remote areas and the NDIS planning process.
The NDIS was launched in 2013. All papers included were
published in the last 6 years 2015-2021.

Our search yielded 113 articles, of which 35 were du-
plicates and excluded. Of the remaining 78 articles, 48
were excluded based on the Title and Abstract. A detailed
inclusion/exclusion criteria were applied to the full-text
analysis of the remaining 30 articles concluding 20 arti-
cles excluded and 10 articles selected for inclusion. These
results are presented in Figure 2, using the Preferred
Reporting Items for Systematic Reviews and Meta-
Analyses (PRISMA) format.

3.1 | Data extraction

The ability to determine ‘key concepts’ in the qualitative liter-
ature can be difficult due to the variability of reporting styles.?’
We identified key terms from text by reviewing the abstracts,
results and findings of included studies. A thematic synthesis
of the publications was undertaken to ascertain people with
disability and their carers experiences of the NDIS planning
process in regional, rural and/or remote areas.

Thematic analysis is a widely adopted method in the
qualitative literature used to identify ‘emerging themes’
and key concepts.?®** A discussion involving three authors
occurred and analysis was agreed upon in accordance with
Braun and Clarke's six-phase process involving: (1) familia-
risation of data; (2) initial codes; (3) searching for themes;

(4) reviewing themes; (5) defining and naming themes; and
(6) writing the paper.”*** As a member of our team has a
visual impairment, we were not able to employ commonly
utilised software systems for the thematic analysis due to in-
compatibility with visual assistive technology. Hard copies
of the papers were provided for the team, and codes were
colour coordinated across the team to ensure consistent
coding. Initial codes were frequently discussed amongst the
team and as further reviewing occurred overarching themes
were identified. For example, initial codes such as ‘difficulty
contacting NDIA staff’” later came under the overarching
theme of communication. Consequently, exemplifying the
identification of main themes provided a framework for the
papers' analysis of the perceptions and experiences of NDIA
package holders and carers during the planning process.

3.1.1 | Publication appraisal

Most included papers were qualitative. No quantitative
studies were found. Grey literature was also included to
ensure all literature surrounding the research topic were
captured.

We adopted the Mixed Methods Appraisal Tool (MMAT)
version 2018 framework.’' First developed in 2006, and
revised in 2011, the MMAT was designed to appraise mul-
tiple mixed study research publications, that is studies that
include qualitative, quantitative and mixed methods. All
included papers were deemed to have answered the re-
search question according to this appraisal tool.

Publications that had a specific focus on Aboriginal and
Torres Strait Islander people were additionally screened
using the Aboriginal and Torres Strait Islander Quality
Appraisal Tool developed by the Centre for Excellence in
Aboriginal Chronic Disease Knowledge Translation and
Exchange (CREATE).* This tool appraises the quality
of the research publications according to how well the
research meets the values and ethics of working with
Aboriginal and Torres Strait Islander communities, such
as the NHMRC Aboriginal and Torres Strait Islander re-
search protocols.*” The results of the MMAT appraisal ta-
bles can be found in Tables 1 and 2, respectively, and the
findings of the CREATE tool can be found in Figure 3.

3.2 | Characteristics of the studies

Of the 10 included studies, four were identified as qualita-
tive and six as mixed method studies. The included stud-
ies utilised a variety of methods, including focus groups,
interviews and surveys. Three papers’?! reported on cur-
rent NDIS practices involving policy briefs and strategic
plans for pending reforms. These three papers were grey
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Electronic database search: In Consultation with a Librarian (KE), an initial exploratory search in
Medline Via OVIDSP occurred to retrieve relevant studies. The librarian then completed a
comprehensive search of electronic databases: Scopus, CINAHL, Informit, Web of Science, PubMed
and ProQuest. Search strategies were completed from the 14*-18* September 2021.

Search strategy: Terms search were

1. National Disability scheme®.mp OR National Disability insurance agenc*.mp OR NDIS*.mp
OR NDIA*.mp

2. exp Patient®.mp OR exp Patient satisfaction/ OR Satisfaction*mp OR Experience®*.mp OR
Perception®.mp OR Perspective®.mp OR Attitude®*mp OR Feeling®.mp OR Views.mp OR
Opinion®.mp OR Public Opinion/ OR Attitude to Health/ OR perception/

3. Rural Health Services/ OR Rural Population/ OR Rural*.mp OR Remote®*.mp OR
Regional*.mp OR Isolated Communit®*.mp

4. land2and3

Supplementary search: Inclusive of term “NDIS Package holders” and perspectives on Medline via
OVIDSP, Scopus, CINAHL and PubMed on 25* November however, no new/ useful references were
found.

Websites manually searched: A research worker (WW) search generic (Google, Google Scholar) and,
Government Websites (National Disability Insurance Scheme and Royal Commission Disability)
Other Search Terms: Tailored to specific sites, but included:

1. (NDIS OR NDIA OR “National Disability Insurance Scheme” OR “National Disability Insurance
Agency”)

2. (“Patient experience” OR “Package Holder” OR experience® OR View* OR Opinion* OR
Perception® OR attitude® OR feeling® OR perspective* OR Satisfaction®)

3. (Regional OR Rural OR Remote OR “isolate* communit*”

4. 1AND2AND3

References: The reference list of literature concerning NDIS package holders/ patients; families and
carers; planning process and NDIS were also screened for inclusion. Authors were also contacted for

N WiLE Y-

follow up.

Figure One: Search Strategy

FIGURE 1 Search string for the scoping review.

literature and were included to supplement the seven re-
search papers found.

All studies encompassed varied geographical locations
throughout Australia; however, it is important to note al-
though it was an inclusion criteria for papers to include
regional, rural and/or remote participants, there is incon-
sistency between papers as to the number of participants
within these geographical areas. Notably, only three pa-
pers*®**® stated the use of area classification tools such as
Modified Monash Model (MMM) and the Rural, Remote
and Metropolitan Area classification (RRMA) to define
the geographic regions within the literature.

There is also diversity in the level that the NDIS plan-
ning process is captured in the included papers. Some
papers raised the issues of the planning process as part
of the overall scheme whilst other papers discussed it as
part of the NDIS implementation and NDIS markets. Only
four papers exclusively focused on the NDIS planning

process.”?¥%4%4! Tg jllustrate and summarise the main
findings, Table 3 provides an overview of the literature in-
cluded in this review.

4 | THEMATIC ANALYSIS
FINDINGS

Five main themes and two subthemes were identified:

1. Healthcare and NDIA workforce.

a. Rural health workforce and NDIA staffing.
b. NDIS planners and Local Area Coordinators dis-
ability awareness.

2. Lack of awareness of NDIS by package holders and
carers.

3. Culturally and linguistically diverse and Indigenous
Australian populations.
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4. Travel funding.
5. Emotional burden.

4.1 | Healthcare workforce and
NDIA workforce

Multiple issues regarding the health care workforce and
NDIA workers in regional, rural and remote areas were
identified in the literature. The main findings were fur-
ther separated into two subcategories:

« Rural, Regional and Remote Health Workforce and
NDIA Staffing.

« NDIS Planners and Local Area Coordinators (LAC) dis-
ability awareness.

4.2 | Rural health workforce and NDIS
planning workforce

The included papers stated that there are limited re-
sources to gain the necessary evidence-reports for
the NDIS planning process. Six of the included papers

— FIGURE 2 Prisma results.
References identified from Studies removed pre-screening
databases, citation search and Duplicate records removed
hand search: (n=35)
(n=113)
| —
SRR l
Studies screened based on Titles Studies excluded post-screening
and Abstracts (n = 48)
(n=78)
Full-Text Articles assessed for
eligibility Full Text Articles exciuded"
(n=30) (n =20)
Reasons as to exclusion post full
test screen:
Not on NDIS Planning Process
(n=14)
Not on NDIS Package
holder/patient or carer
perspective (n=6)
§ Studies included in review
2 {n =10)

reported on there being insufficient service providers
and professional supports in regional, rural and remote
areas.”?!3%404142 1djvidual choice and control over the
NDIS planning process within these geographical loca-
tions was reportedly due to multiple factors, including
a transient health/NDIA workforce, staffing shortages,
and low capacity of service providers/NDIA staff within
these 1regions7’21 (Barretal., 2021; Lloyd et al., 2019). This
issue is illustrated by this quote from a Carer of a NDIS
participant from regional Victoria cited in Tune (2019,
page: 41):

LACs have too many clients and cannot do
their jobs properly, one LAC told me that
their caseloads aren't even capped. How can
they support people adequately if they are
so time poor that they can't return phone
calls or answer emails within a day or so the
participant is likely to have an extremely se-
rious problem such as lack of access or if the
plan isn't spent they will lose money in the

next plan.
(Carer of NDIS participant, regional
Victoria)
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ABORIGINAL AND TORRES STRAIT ISLANDER
QUALITY APPRAISAL TOOL
Answer either “Yes”, “Partially”, “No” or “Unclear” to each question

Article citation: Date:

Reviewer’s name:

Question
1. Did the research respond to a need or priority determined by the community?

2. Was community consultation and engagement appropriately inclusive?

Unclear

3. Did the research have Aboriginal and Torres Strait Islander research leadership?

4. Did the research have Aboriginal and Torres Strait Islander governance?

S. Were local community protocols respected and followed?

6. Did the researchers negotiate agreements in regards to rights of access to Aboriginal and
Torres Strait Islander peoples’ existing intellectual and cultural property?

O (0 o|0 |0

7. Did the researchers negotiate agreements to protect Aboriginal and Torres Strait Islander
peoples’ ownership of intellectual and cultural property created through the research?

O

O
[

8. Did Aboriginal and Torres Strait Islander peoples and communities have control over the
collection and management of research materials?

O

O]
O]

9. Was the research guided by an Indigenous research paradigm?

10. Does the research take a strengths-based approach, acknowledging and moving beyond
practices that have harmed Aboriginal and Torres Strait peoples in the past?

practice?

11. Did the researchers plan and translate the findings into sustainable changes in policy and/or

12, Did the research benefit the participants and Aboriginal and Torres Strait Islander
communities?

individuals?

13. Did the research demonstrate capacity strengthening for Aboriginal and Torres Strait Islander

14, Did everyone involved in the research have opportunities to learn from each other?

FIGURE 3 CREATE appraisal tool.
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Barr et al.,*® Tune,” and Mavromaras et al.>! reported
on the isolation of NDIS participants living in rural and
remote areas during the initial stages of the NDIS plan-
ning process. These research publications reported that
people with disability felt that LACs and NDIA planners
have a lack of awareness on the barriers to specialised ser-
vices for people with disability living in these geographical
locations.

4.3 | Disability awareness amongst NDIS
planners and local area coordinators

Two papers reported on parents' and package holders' sat-
isfaction with LACs and NDIA planners in nonmetropoli-
tan areas.’”*! The majority of other papers®**** reported
that although some carers and package holders in rural
settings were content with the funding they have received,
they were dissatisfied with NDIS planners themselves due
to the NDIA workforce's lack of knowledge about disabil-
ity, disability services and regional/remote region acces-
sibility to services, resulting in drawn out and complicated
processes. One example is from Tune (2019, p.136):

We had to go through the plan review process
because of errors made by the NDIS in rela-
tion to the miscalculation of money amounts.
NDIS basic mistakes should be easy to cor-
rect instead of my daughter being dragged
through the plan review process.
(Carer of NDIS Participant, Regional
Victoria)
Three of the papers”*"* reported cases of NDIA plan-
ners declining participants requests for specific supports de-
spite the plan drawing on professional advice/reports from
qualified health professions, such as occupational therapists
and physiotherapists. Two studies*** noted that these oc-
currences of rejected allied health/medical profession input
were related to the lack of awareness of NDIA workers.

43.1 | NDIS package holders and carers
lack of awareness of the NDIS

Three papers identified a relationship between living in re-
gional, rural or remote areas and decreased access to pre-
paratory transition supports for people who transitioned
from the old government funded system to the newly es-
tablished NDIS.***** Seven of the papers”*"=?4>*3% re.
ported that NDIS participants living in regional, rural or
remote areas were uninformed about the NDIS and una-
ware of how to find information.

Tune’ (2019), Lloyd et al.*' and Howard et al.** re-
ported that whilst most NDIS package holders felt that
awareness of what the NDIS could provide was improv-
ing in these geographic regions, accessibility to infor-
mation regarding the NDIS was not disability friendly
or culturally appropriate. Most participants in the study
conducted by Lloyd*' and Tune's’ report indicated that
when contacting the NDIA for assistance, they were only
directed to the website that remains difficult to navigate
and lacks any alternative formats such as languages other
than English, Australian sign language (Auslan) or Easy
read.”* Mavromaras et al.! identified that regional, rural
and remote areas had the added complication of limited
access to Internet diminishing online engagement with
NDIA.

National Disability Insurance Scheme participants and
their carers living in regional, rural and remote areas of
Australia also reported on a combination of difficulties ac-
cessing NDIA information and miscommunication as key
factors in plan dissatisfaction.”**** The papers reported
that carers of NDIS package holders felt dissatisfied with
the lack of inclusion of the package holder within the
planning process. In addition, carers and NDIS package
holders reported that further consideration to involving
package holders in the planning meeting was needed to
ensure that plans were tailored to the perspective of the
person with a disability and not solely their guardians.***!
One suggestion was to improve communication strategies
between people with disability and the NDIA/LACs.*"**#
Lloyd et al.*! provides a direct quote from a parent carer
living in a rural/remote area regarding accessing informa-
tion during the planning process °..there were no pictures
or anything there is no way he could understand it!’.

Of the few papers that discussed Aboriginal and Torres
Strait Islander interactions with the NDIS during the
planning process, those who lived in rural or remote areas
were more at risk of communication breakdowns leading
to delays in plan approvals and reviews.”*!

4.3.2 | Cultural competence and
cultural safety
Five papers*"¥#%2 reported a relationship between
people’'s education attainment levels, socio-economic
status, main spoken language, and regional location and
their ability to self-advocate during the NDIS planning
process. The access to already existing social capital and
geographic capacity within urban areas led to better advo-
cacy skills during the planning process and consequently
higher levels of funding.**

The need for culturally appropriate services to support
NDIS package holders and their carers from culturally and
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linguistically diverse (CALD) backgrounds was reported
on in most publications. Four papers reported that people
from cultural minority backgrounds had significant dif-
ficulty in navigating the NDIS application and planning
processes.”*!%%

Four publications included the voices of
Aboriginal and Torres Strait Islander carers and/or pack-
age holders. Local Aboriginal and Torres Strait Islander
communities in regional, rural and remote settings were
identified as struggling to understand the NDIS and the
definition of disability.”’ Discussions about disability in
Indigenous communities in these regions is relatively re-
cent. These papers raised the need to establish a shared
understanding about the disability and the NDIS planning
process amongst remote, rural and regional Aboriginal
and Torres Strait Islander communities.”*

One study identified the reluctance of Aboriginal and
Torres Strait Islander people with disability to access the
NDIS due to historical distrust of governmental services.*
Boaden et al.** identified that Aboriginal liaisons within
these communities are needed to link personal-familial
needs via an appropriate service supports system, al-
lowing for culturally appropriate service delivery. One
key suggestion for improvement was to ensure that both
Aboriginal and non-Aboriginal workers had the appro-
priate knowledge and training to establish a culturally
competent service system.7’45 A report from Mavromaras
et al.?! captured this well:

7,21,42,45

The NDIS worked less well for Aboriginal
people living in remote communities and
those without English language skills or ad-
vocates. For these people a lack of commu-
nication and, effective engagement with the
NDIA was observed. Even where Indigenous
respondents spoke English well and could
communicate with NDIA staff, historical
perceptions, misunderstandings, past expe-
riences and beliefs may have hindered en-
gagement and comprehension. Considerable
confusion about the specific role of the NDIS
and NDIA were also reported.

4.4 | Travel funding

Six papers identified that people living in regional, rural
or remote areas expressed issues with insufficient funding
to cover required travel during the NDIS planning pro-
cess.” 138394142 Thig quote from Loadsman and Donelly*®
exemplifies the sentiments of a carer of a NDIS package
holder: ‘People that don't live rurally have no idea how
hard it is or how far you have to travel to get services’.

Five papers’?2#442 reported that the NDIA was not
aware of the needs of people living in regional, rural and
remote regions. Many package holders’ plans did not ad-
equately accommodate travel costs required to conduct
the planning process, such as attending meetings with al-
lied health services, medical facilities and other required
evidence to inform the development of the plan.’®*
Although the NDIS packages include some funds for the
cost of therapists and NDIA staff travel, they did not in-
clude funding for NDIS package holders and their carers
to travel for appointments.”***"** Consequently, some
families reported that they were not able to attend meet-
ings/therapy sessions to properly complete the planning
process.”**4

Inadequate travel allowance was a major finding
throughout the papers for NDIS package holders, who
reported that this was largely due to LACs and planners
lack understanding of the geographical distances between
remote/rural/regional communities.”*"*%3%41:44

44.1 | Emotional burden

Four studies”*?** reported that people with disability
living in regional, rural and remote areas described the
NDIS planning process as an emotionally traumatic expe-
rience. The main contributing factor to their experience
is that people with disability must prove that they have
a lifelong disability that will not improve over time. Barr
et al.* provides insight from a carer of an NDIS partici-
pant during the NDIS planning process:

They are still deaf, so why justify every year
that they have a lifelong disability? The NDIS
process is heartbreaking because you con-
stantly feel like you are going to lose the fund-
ing you worked so hard to receive. Every year
I have to relive the trauma of what happened
to my kids and focus on their disabilities in
order to get funding ... I am heartbroken.
(North Coast NSW survey)

Three studies described carers and package holders expe-
rience of the planning process as inducing reoccurring feel-
ings of anxiety and stress due to the conflicting requirements
to have ‘evidence’ of disability and support needs.**** Two
studies reported that although strength-based principles
are best practice, consequently identifying package holder
strengths during the planning process may lead to a reduc-
tion in the amount of NDIS funding received.”*

Carers in regional, rural or remote areas reported feel-
ing overwhelmed by the competing nature of running
a family household, navigating the complexities of the
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NDIS and travel.*®***! Howard et al.* raised concerns
that support for family members is an important consider-
ation during the planning process. The financial and emo-
tional burden of travelling large distances for health care
services was identified as having psychological impact on
carers and NDIS package holders.*®**

5 | DISCUSSION

This scoping review found only 10 papers reporting on the
NDIS planning process experiences of people living in re-
gional, rural and remote geographic locations. Only a few
papers offered insights into the experiences of Aboriginal
and Torres Strait Islander people or culturally and lin-
guistically diverse populations within these geographic
regions. The findings of this review indicate that cur-
rently, there is very limited published research specifically
focused on the experiences of NDIS package holders and
carers during the NDIS planning process in regional, rural
and remote areas.

Many papers reported on the implementation and
funding of the NDIS; however, there remains limited
investigation of the planning process itself. This review
found that there was an improvement in people's expe-
riences of the NDIS planning process between recent
and older studies as the NDIS roll-out progressed from
2013. The improvements were mainly related to the per-
son/NDIA interactions and the NDIS package funding
amounts. There remain concerns regarding the com-
munication between NDIA staff and package holders
and their carers, and the skillsets of NDIA staff and the
expectations of NDIA package holders and their carers
during the initial stages of the planning process. Studies
also reported the negative impact that transient health
workforce and inexperienced NDIA staff can have on
the emotional burden of NDIS package holders and
carers during the planning process. These findings sup-
ported previous studies conducted into the impacts of
transient health workforce in rural and remote settings
across Australia.***

Although Aboriginal and Torres Strait Islander
people report twice the rate of disability than the
non-Indigenous Australian population® and, many
scholars'®'>*%*! advocating for a culturally safe disabil-
ity services sector, our review identified only four stud-
ies reporting on Aboriginal peoples’ experiences of the
NDIS planning process in regional, rural and remote
regions highlighting the need for further research with
this group.

The emotional burden and socio-economic/geograph-
ical barriers that impact on people's experiences of the
NDIS planning process were closely interlinked within the

N WiLE Y-

literature, with carers and package holders reporting on
burn out. One recommendation to improve the planning
experience is to improve outreach services in rural, remote
and regional areas to assist in the initial planning process.
In addition, the publications reported that investment is
needed to support the allied health sector for providing peo-
ple with disability reports for the planning process.”'**

Travel cost burden amongst package holders and
their carers remains uniquely a regional, rural and re-
mote issue given the geographic size of Australia and
the distribution of the population. Lack of inclusion
of funding for participants’ travel during the planning
stages of the NDIS was identified as a barrier to service
provider accessibility/delivery during the implemen-
tation stage within these regions.”* Governments have
been struggling with transport challenges in regional,
rural and remote areas for many decades. Research re-
porting workers' perspectives also accentuates these
challenges, as well as further providing insight into ser-
vice providers travel cost burdens and the correlation
with having minimum client numbers/sufficient work
to entice them to travel to certain regions.”>

The small number of papers that met the inclusion crite-
riaillustrates the need for further investigation into the NDIS
planning process as there remains limited understanding of
package holders' and carers’ experiences. Consequently, the
inability to properly capture these people’s experiences of
the planning process in research could be contributing to
the slow improvement of the planning process for people
living in regional, rural and remote regions.

6 | LIMITATIONS

There are limitations within this study to be considered
when interpreting the findings. As per the selection
criteria, papers were only selected if they also included
rural, remote and/or regional areas as a component
of the study. It is important to note that not all papers
spoke equally on all geographical locations and that to
ensure anonymity of rural and remote participants some
identifying factors (e.g. cultural background or type of
impairment) were removed from papers that may have
contributed to the overall findings of this scoping re-
view. Furthermore, almost all papers included in this
review discussed the NDIS in its entirety with vary-
ing levels of reporting on the NDIS planning process.
From these papers, there were limited Aboriginal and
Torres Strait Islander participants or culturally and lin-
guistically diverse participants included to provide their
perspective and experiences. Thus, identifying further
research is needed to compare perceptions of the NDIS
planning process.
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7 | CONCLUSION

This scoping review, whilst based on a small number of
publications, identified that, as it approaches a decade
since first trialled, the NDIS planning process has im-
proved, however, improvements are required specifically
for people living in regional, rural, and remote geographic
locations and for those from Aboriginal and Torres Strait
Islander backgrounds.
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