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Overview

RareVoices Australia (RVA), the natiopabkbodyfor Australians living with a rare disease, welcomes
the opportunity to lodge a Second Submission for consideration bydiveé Standing Committee on

the National Disability Insurance Scheme (NDIS) (Commitieedrafting its Final Report on the
Current Scheme Implementation amdrecasting for theNDIS This Submissionbuilds on the
information, evidenceand key recommendationprovided inw + ! |@&&im Submissiol and is
supplemented with examples of lived experience with the NDIS from members of our rare disease
partner organisations.

Althoughindividual diseases may be rare, the total number of Australians living with a rare disease
are not. Collectively, around 2 million Australians (8% of the populdtiwe) with a rare disease
making this community larger than those Australians living with diabetes (1.8 milliihjle not

every person with a rare disease will have an associated disability, those who do will often require
support andassistance itheir dailyactivities? Yet, unlike many other conditions that cause disability,
rare diseases are typically progressive and complexeaning an individual's needs continue to
change over timé.To ensure these needs can be appropriately met, syswmhas the NDIS, must

be responsiveflexibleand provide persowentred caret

Sincelodgingour Interim SubmissiorRVA hadeen encouraged by the interest and support the rare
disease sector has received from the Minidrthe NDISSenator the Hon Linda Reynolds CSC, and
the Community Engagement and Communications Team at the National Disability Insurance Agency
(NDIA), vino have sought to understand the impant people living with a rare disease whemgaging

with the NDISThis Submission seeks to address some ofytstemic and policissues and explore
possibleopportunitiesfor reform, with a specific focus ae four Terms of Referend@oR)listed

below.

To this end, and ith an impending Federal Election that is yet to be announced, RS®&
acknowledges and fully suppofecommendation dutlined ini K S/ 2 Y ®énéral ISs8eQ 2021
Report to reinstate this Inquiry in the next term of Parliametihe Joint Standing Committee on the
National Disability Insurance Scheme of the 47th Parliament of Australia reinitiate this committee's
inquiry into Current Scheme Implementation and Forecasting for the National Disability Insurance
Scheme and continue to consider evidence received by the committee in the 46th Parfament”

Background

RVA formally partners withOOrare disease support grousd our membership continues to grow

Since its inception in 2012, RVA has continued to actively advocate for the needs of Australians living
with a rare disease, while consistently highlighting tmique challenges faced by thoa&hin the

rare diseaseommunity livingwith a disability.

Commencing in 2018, RVA led the collaborative development dfithenal Strategic Action Plan for
Rare Diseaségthe Action Plan), the first nationally coordinated effort to address rare diseases in
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Australia. The Action Plan was informed by extensive rstalieholder consultation and was
launcheal by the Minister for Healththe Hon Greg Hunt M 2020, with bipartisan support.

To inform the Action Plan, RVA commissioned the McKell Institute to deliver a white paper in 2019,
Disability & Rare Disease: Towards Person Centred Care for Australians with Rare (Difsedskity

& Rare Disease reportyhich highlighted the significafevels of unmet need for health and disability
care servicesand the considerable gapisat exist for people with rare diseases to accesssiingports

they need*

Current implementation of the NDIS:Implications for
Australians living witha rare disease

ToR (b)The interfaces of NDIS service provision with other-N&1S services provided by the States,
Territories and the Commonwealth, particularly aged care, health, education and justice services

As reinforcedin the Action Plan (pg. 20)and highlighted by the Committee in its Interim Report
(sections 5.1%nd5.16Y, there is a real need for rare disease care and support to be less fragmented
and more integratedin orderto improve the interfacebetween the NDIS and other mainstream
services Peopleliving with a rare disease often haveomplexand multisystem careand support
needs, whichintersect across numerous government serviggevided by different jurisdictions
including health, disabiy, social services/welfare, education, employment, aged ,cane housing,
among others:®Yet for many people living with a rare disease, a lack of clear referral pathways makes
it difficult to navigatetheir waythrough these services.

This is particularly apparent when moving through the health and disability systenisere appears

to be a blurred line between what the NDIS considerseath or medical issue, versus a disability.
The consequences of this are -faaching, often resulting in individuals not being able to access a
certain level of support as theissueis considered to be a medical one. This is especially problematic
for peopleliving with a rare disease, as many ofdate medical issuesanalso result in disability.
According to theAccessing Support for People with Rare Disease Siraey Disease survey), almost
one in three people have experienced deterioration ihe support they receive through the NDIS

this is despite the NDIS increasitafunding for disability services threefotd.

Examples of lived experience from the rare disease community:

1 What applicants enter as their 'primary disabiligppears to be a big determinant of how
successful their application for accaésghe NDISs, and the level of access they may be granted.
This leads to inequity when some applicants have up to 20 different clinical diagnoses, meaning
they have to be strizgic about what they classify as a disability.

1 Within the rare disease space, a humber of conditions can be linked to epilepsy (e.g. SCN2A,
Angelman syndrome, etc). Once NDIS planeacounterepilepsy, they automatically class it as
a general medicalssue rather than assess the individual's specific disability support needs.
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Whereas, these are rare conditions that have multiple disabilities, with epilepsy baiggne
part of that condition.

Regional, uralandremote populatiorf

For Australiansliving with a rare disease living in rural and regional areas, this issue is further
compounded, as there are often no medical specialists available in their area, or very limited
treatment options. In order to receive the treatment they nedldey must be able to readily access
disability services and support. However, the lack of coordination between these services can create
unnecessary burden on individuals who already have complex support reedsoreAboriginal and
Torres Strait Islandgyeoplelive in regional, rural and remote areas, thisparityin access becomes

even greateffor this group

Undiagnosed rare disease

Misdiagnosis and diagnostic delay are common in rare diseases and can lead to ongoing physical,
psychological, emotional and financial costs for individuals and farhiliethird (30%) of Australian

adults living with a rare disease experience a diagnostic delay of more than 5 years (known as a
'diagnostic odyssey'while almost half have receiveat least one misdiagnosi¢ However, some

people may never receive a diagnosis, representing one of the most vulnerable groups in the rare
disease community those withan'undiagnosed rare diseas@his can negatively impact the level of

care and support individuals receive, and is a significant roadblock to accetsmignding and
services through the NDfS.

ToR (c)The reasons for variations in plan funding between NDIS participants witlarsimeeds,
including:
i. The drivers of inequity between NDIS participants living in different parts of Australia;
i. Whether inconsistent decisiemaking by the NDIA is leading to inequitable variations in plan
funding; and
iii. Measures that couldddress any inequitable variation in plan funding.

"Several submitters indicated that tleconsistent decision makingy the NDIA and partners
contributing to inequitable outcomes for NDIS participants and people seeking to become |
participants. Some submitters saw this inequity as being correlatigtd a person being in &
regional or remote as compared to metropolitan area, while others noted the importan

KI gAy3a | 00Saa (2 adzZJJ2 NI (KNP dz3pkannérkadd Idcal
area coordinators need to have a better undersiding of different disability types, especially
psychosocial disabilities, rare and genetic conditions, and communication disabillti¢

- General Issues 2021 Report, Chapter 5, November 2
Joint Standing Committee on the National Disabllitgurance Scheme
(Sections 5.1and5.18;'Decision making by the NDIA and its partier

The ongoing inconsistencies experienced by the rare disease community when engaging with the NDIS
has led to a range of unintended consequences that negatively impact participants, carers and
families diminishing trust and confidence in tidDISand itsadministrators.
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Thereare significant variations in the way each rare disease can impact an indiwilbidé people
with the same rare disease may have similar levels of disability, and similar goals and tiegdsan
often get vastly different outames in terms of access pdan funding and supporbased on who they
interact with within the NDISThis disparity can be extremely frustratimgnd burdensomefor
participants.

Examples of lived experience from the rare disease community:

1 Whenfamilies have requested to be restreamed onto the complex pathway (e.g. due to milestone
transitions, such as leaving schoaol), they haven't been permitted to.

1 While nost rare disease participants are dealing withacal Area CoordinatobAG, those living
in rural and regionahreastypicallyhawe access to a planner.

1 Someparticipantswith complex disability profiles have not been streamed at a high entaygt
such as, garticipant with spinal muscular atrophy (SM#ho had their planning meeting
conducted by an LAC, rather than a senior planner, and wasn't given access to support
coordination.

1 Aninitial application that went through the system without Fragile X syndioemegidentified as
a primary diagnosis meant the participant did not receive the full support they were entitled to.
So, although their needs had not changed from Year 1 to Yeaitl2e NDISthe level of funding
and support they received did change once Hea§ syndrome was included on the application.

Proposed legislative amendments for plan variations

For RVA and the rare disease community, proposed legislative amendmentsNattbeal Disability
Insurance Scheme Amendment (Participant Service Gesraamhd Other Measures) Bill 2021
introduced in the Australian Parliament in October 20&% cause for concern. The existing NDIS Act
currently requires a new plan to be completed for each variation (i.e. existing plans cannot be.varied)
Yet,the legishtion being considered by th&ustralianParliament gives the NDIA and its delegates the
ability to vary a participant's plan at any time. While the NDIA's rationale for seeking this amendment
is to provide greater flexibility and reduce the administrativeden on theNDIA RVA and ourare
diseasepartner organisationare seeking assurances that this will not inadvertently disadvantage rare
disease participants, with variatiafecisionamade by planners or LACs reducing the level of support
they receive.

Timeliness/lack of agility

Feedback from the rare disease community has emphasised a need to significantly improve response
times on decisions by NDIS planners and La©well aduild in greater agility and responsiveness to
address issues as they ariddnis has a direct floawn effect on the ability of rare disease participants

to access the care they need, when they needliieRare Disease survéyund that although aigh
proportion of respondents were satisfied with the services they were receiving under the NiDI%,

(80%) indicated they had experienced delays in receiving suppbrts

Examples of lived experience from the rare disease community:
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1 There is typically a-8 month wait on decisions teecurespecialist disability accommodation
(SDA) property, or a 'Silver' housing plan, for someone with very complex care Bgdte time
the decision comes through from the NDIS, the provider who pvapared to take that person
with complex care needs, may have moved on and given somebody elsplaélcament who
wasn't waiting on a decision from the NRjJ$&eaning the rare disease applicant has missed out
on securing the accommodation theyeed.

1 Many rare diseases are fluctuating, meaning the functional impact of the condition can change
significantly, and quickly. Yet, the ability to get an urgent change of circumstances through the
system seems to be exceeding-800 dayslt is notfeasible, orsustainablefor people to have to
go through that process for such an extended period of time.

1 The hospital and health systems need to have more accountability over the discharge and
transitional care planning of their patients.g.

o Different types ofmitochondrial diseasean lead to acute episodes, which see a major
change in function. Hospitals are keen to discharge patients quickly if they are on the NDIS.
However, if that person needs 'Hospital in the Home' support in order to manage their
condition once they've been discharged, their plans are not responsive enough to provide
that additional support after an acute episode or setback.

o A family withmitochondrial disease where one parent and two of the children were
diagnosed with the rare diseaganade a purposeful decision for one of the children not
to become an NDIS participant, despite havingny disability support needs. This was
based on the previous experientteey hadwith their other child, who had lost access to
the hospital employed &éd health team (who were experienced in mitochondrial
disease), as the hospital felt the NDIA should be funding allied health services.

I There needs to be greater agility and nimbleness in planning for rare disease participants,
including planning for fure functional impactssuch asvheelchairsor behavioural issue®.g.

0 SCN2Aamiliesare frequently inand out of hospital. Often, they might come out of
hospital with much highesupportneeds than they went in with. One family could not go
home from ltospital, as they were unable to get the adaptations at home to support the
participantg resulting in them spending a significant amount of time in hospital, without
being able to get home.

ToR (g)The ongoing measures to reform the schemauding:

i. The new early childhood approach, including whether or how early intervention and other
adzLJL2NIIa AYGSYRSR G2 AYLINRB@GS I LI NGAOALN yiQa
NDIS fundingand

ii. Planning policy for personalised budgets atahdlexibility.

Early intervention

70 per cent of rare genetic diseases start in childfpadth diagnosis and management occurring early in

life. While some people will have complex needs early on due to the progressiligealimiting nature of

rare diseases, others may develop these later in Fatting an early intervention mechanism or pathway

in place for rare diseases will ensure participants get the complex supports they need and reduce the issues
that may come later on, as the disease worsand things becommore difficult. For example:
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