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Save our Sons Duchenne Foundation Submission:  

National Disability Insurance Scheme (NDIS) 

Legislative Changes 2021 

Introduction:  

The Save Our Sons Duchenne Foundation (SOSDF) thanks the Federal Department of 

Social Services (DSS) for the opportunity to provide a submission on the proposed 

NDIS Legislative and rules changes as detailed on the Department’s web site 

www.engage.dss.gov.au. 

 

This submission will make a few broad comments and will then address some of the 

specific questions which have been proposed by the Department in your consultation 

communication and materials. 

 

Our comments have been formulated following a specific consultation organised with 

our community to discuss the legislative changes on 29th September 2021, and our 

attendance at a recent DSS briefing on the 20th September 2021. More importantly, these  

comments have been formulated following ongoing discussions between SOSDF and 

the Duchenne and Becker community since the Scheme’s inception in 2013. 

 

Who We Are? 
 

The Save our Sons Duchenne Foundation is the peak body representing the Duchenne 

(DMD) and Becker (BMD) muscular dystrophy community in Australia. The 

organisation has been in existence for over 12 years and is instrumental in funding 

clinical trials, leading research projects and a neuromuscular and clinical nurse’s 

program at several children’s hospitals across Australia. In addition, the organisation 

has an established telehealth nursing service, develops a range of community 

programs/resources and is actively undertaking systemic advocacy work on behalf of 

the community we are representing. SOSDF is also responsible for establishing a range 

of innovative fundraising and marketing events which aim to not only raise money for 

http://www.engage.dss.gov.au/


important community initiatives and research, but also, to raise community awareness 

of the Duchenne and Becker conditions. 

 

Prior to the NDIS, our organisation was also heavily involved raising funds to meet the 

critical and basic equipment needs of our community -wheelchairs, cough assist 

machines etc.  

 

For more information on SOSDF and Duchenne and Becker muscular dystrophy please 

refer to our website at www.saveoursons.org.au 

 

Overarching comments: 
 

The financial, social and personal costs of Duchenne and Becker muscular dystrophy 

can be astronomical for families and young men with this progressive and fatal 

muscle wasting condition.  Appropriate and ready access to the financial, 

technological and care supports and assistance of the National Disability Insurance 

Scheme (NDIS) has therefore been critical to the life expectancy and quality of life 

prospects of all those who are dealing with the condition. 

In the absence of a cure for Duchenne and Becker muscular dystrophy and with medical 

and technological advances extending the life expectancy of boys and young men (and 

rare girls) with this fatal condition, it has become critical to ensure that the health 

burden and social costs for Duchenne and Becker families be minimised through the 

delivery of a comprehensive NDIS which is responsive, adequately funded, resourced 

and informed by the needs and aspirations of the DMD and BMD community. 

 

On that basis, it is important that SOSDF and our community provide some input into 

the current NDIS legislative consultation process. 

 

The Save Our Sons Duchenne Foundation is broadly supportive of the 

changes/amendments which are being proposed to the NDIS Legislation and Rules by 

the Federal Government. Our support is largely premised on the basis that the changes 

proposed (such as the implementation of Participant Service Guarantee) appear to be 

consistent with the recommendations of the far reaching and extensive Independent 

Tune review of the NDIS in 2019. Those recommendations are fundamentally sound 

and appear to reflect the groundswell of concerns and issues which have evolved with 

the roll-out of the NDIS. 

 

http://www.saveoursons.org.au/


Our organisation also appreciates the need to upgrade the NDIS legislation and rules as 

the scheme has continued to evolve over recent years with some references/terminology 

becoming outdated and with state based arrangements having now been superseded 

and transitioned across to the Federal sphere. 

 

Consultation process for the Legislative changes: 

 

It is incumbent on SOSDF to raise our concerns about the consultation timeframe which 

has been established in relation to the proposed NDIS legislative and rule changes. We 

understand that the Minister has determined to introduce this draft legislation to 

parliament on October 25 – a mere fortnight after the closure of the current consultation 

period which itself will only have been in place for a few short weeks (9/9/21 -7/10/21). 

 

This means there is minimal, if any opportunity, for changes to be made to the draft 

legislation which reflects the feedback of the NDIS community during this 4-week 

consultation period. 

 

While we appreciate that the Tune review in 2019 was extensive and involved 

widespread community consultation, we remain concerned that this draft legislation is 

being “rushed through” and in a top-down fashion. Not only does this appear to 

disregard the input of the NDIS community but arguably, is inconsistent with the new 

service standards which are being established under the Participant Service Guarantee 

(refer below). It is also inconsistent with some of the flexibility changes being put 

forward and the move to ensure that people with a disability are central to the NDIS and 

should be co-designers of changes to the scheme (Tune recommendation 27B). This co-design 

should extend to NDIS legislative and rule changes. 

 

This situation is particularly disappointing given the complex nature of these changes 

and the need for NDIS users to fully understand what is changing (and the merit in 

many of these changes). It is also disappointing given the scepticism and cynicism 

which has arisen within the NDIS community in relation to recent developments such 

as the Government’s move to introduce Independent Assessors -we do note however, 

that this legislation has no bearing on” independent assessors” nor on contentious 

issues which are going to “reasonable and necessary” requirements. 

 

As the Department must be acutely aware, the NDIS community is a highly passionate 

and organised one which is willing to constructively contribute to the policy making 

and legislative process. Sadly, this current process appears to ignore the importance of 

that contribution and instead, has just steam rolled ahead at the risk of compromising 

community “buy in” and “ownership”. 



 

The Participant Service Guarantee -Schedule One 

 

 In 2020, SOSDF commissioned the McKell Access Economics Institute to undertake 

research into the Duchenne and Becker community. The final report (“Living with 

Duchenne and Becker in Australia:  Supporting Families Waiting for a Cure”) not only 

highlighted the huge costs borne by families dealing with these conditions but also on a 

number of occasions, highlighted the unresponsiveness and delays experienced by 

families dealing with the NDIS.  

  

Said one mother with a boy with Duchenne from Queensland:   

1“Receiving equipment and support is still just as slow under the NDIS and the 

amount of paperwork and hoops to jump through is bigger. I’m still waiting for a 

manual wheelchair after six months even though NDIS only took a few weeks to 

approve”.   

And says another carer from Western Australia2:   

3“NDIS is shocking and causes families unnecessary stress, as they don’t understand 

the condition”.  

(A full copy of this report is attached for the Department’s information). 

 

The Participant Service Guarantee (PSP) is therefore welcomed and long overdue. 

SOSDF believes it will help to ensure that NDIS participant concerns going to service 

delivery timeframes and the general responsiveness of the NDIA will be addressed. We 

also welcome the increasing role given to the Commonwealth Ombudsman to ensure 

that the standards underpinning the new PSP are upheld. Furthermore, we are pleased 

that the PSP establishes a set of service requirements for the NDIA which the agency 

will be reported against.  

 

The Save Our Sons Duchenne Foundation applauds the new PSP service standards 

which are going to: 

 

-transparency; 

 
1 McKell Institute Report “Living with Duchenne and Becker in Australia: Supporting Families Waiting For A 
Cure” Page 23 
2 McKell Report page 23  

 



-respect; 

-engagement;  

-choice and control; and 

-the empowerment of NDIS participants. 

 

These standards if applied consistently and thoroughly (and enforced) will surely make 

for a more user friendly and world class NDIS. 

 

Plan Variations: 

 

Duchenne and Becker muscular dystrophy are highly complex conditions which affect 

boys and young men in very different ways and at different ages/stages. It is therefore 

important that families can vary plans as the need arises – and not have to wait until 

formal plan reviews or deal with protracted bureaucratic processes. 

 

One parent for example we spoke to reminded us that boys with DMD can go from late 

ambulatory to non-ambulatory very quickly particularly if they have a simple fall and 

just cannot recover their ambulation as is often the case -this fundamentally changes the 

way in which these boys move about the home and community, the assistive 

technology and support they need very quickly. It is important that families feel that 

they are supported by a responsive NDIS during these difficult transitions. 

 

Said one mother of a boy with Duchenne: 

 

“We thought we applied for VMOD’s early. It took a while to review the options and work out 

with our OT to get our application and reports into the NDIS team, then almost 6 months for 

the NDIS to review and approve. The supplier who does the modifications has a backlog, so a 

year later, we still can’t transport our son’s wheelchair in the community. In the meantime, his 

mobility has declined so he can’t safely access the community”  

 

 Save Our Sons Duchenne Foundation subsequently welcomes the adoption in 

legislation/rules of the Tune recommendations which allow plans to be varied, quick 

adjustments made, timely access to supports made available and more dedicated 

resources to support quality planning and implementation processes. 

 

 

Flexibility measures -Schedule 2 

 

The Save Our Sons Duchenne Foundation supports several of the flexibility measures at 

Schedule 2 of the proposed NDIS Legislation.  We support for example, the inclusion of 



people with lived experience (a stand-alone criteria of eligibility) to appointments on 

the NDIA Board -and hope that a member/s of our community may fulfill this role at 

some stage.  

 

Save Our Sons Duchenne Foundation also fully supports the emphasis on co-design 

and the reinforcement provided in the flexibility measures to the importance of a diverse, 

sustainable and well-developed NDIS market to enable people with disability to exercise their 

right to choice and control in obtaining disability supports (DSS briefing session). 

 

Further, we support NDIA market intervention to ensure any service gaps can be filled 

and also to encourage positive market behaviours. 

 

Having said that however, concern has been raised by our community in relation to the 

provisions on choice of plan managers (Tune recommendation 19). Says one member of 

our community: 

 

“The Tune review recognises that there are potential risks to participants receiving services from 

unregistered providers and notes that those who are plan managed do not undergo the same risk 

assessment that is used to determine participants’ eligibility to self-manage.  The 

recommendation (19) was that participants requesting ‘plan management’ need to meet the same 

criteria as those requesting ‘self-management’.  Although this may reduce the risk of participants 

being exploited, it will also greatly reduce their access to service providers (limiting them to 

registered service providers only), with rural and remote consumers even more likely to be 

disadvantaged due to the already limited supply of service providers in regional areas.   

 

The review notes that support coordinators, and not plan managers, assist the participant to 

choose and connect with providers.  Instead of reducing participants’ access to services, an 

alternate means of reducing exploitation and risk would be to hold support coordinators and plan 

managers to the same standards, requirements, and criminal screening checks as Public Trustee 

Administrators or Public Advocate Guardians.  Restricting our most vulnerable NDIS 

participants to registered service providers only, takes away their choice and in some cases would 

result in no service delivery due to the lack of registered providers, particularly in rural and 

remote regions”. 

 



Our community has also commented on the flexibility measure around enabling the 

NDIA to pay providers directly for all participants. 

 

According to the Department’s briefing materials: 

 

At the moment, self-managing participants are required to pay for supports up front and then 

seek reimbursement. For many others, plan managers make payments to providers from a 

participant’s funds. 

How we have addressed the issue: 

• Enabled the NDIA to make direct payments to providers on behalf of participants. 
 

Yet argues one (self managing) member of our community with a son with Duchenne: 

 

“In fact, we don’t pay ‘upfront’. If I claim on receipt of an invoice, then I can seek 

reimbursement, NDIA pay quickly and then I can pay the provider by the due date. This means 

that I can check that the service has been provided, verify the fee, and always know where things 

are at. Given that the NDIA has been glacially slow in managing many administrative tasks, I 

would be cautious of having them pay on our behalf. Some of our invoices have a 7 day 

turnaround and allow for suspension of services if payment is not made on time. I wouldn’t 

want to see delayed payment which may affect our services. So my question is, is this just a new 

option ie, self managers can continue the current arrangement if they choose to do so ? Or does 

this mean that from now on, all invoices go to the NDIA and they pay ? That would seem to be a 

very considerable additional cost to government” 

 

Some responses to specific DSS questions:  

 

As highlighted earlier, SOSDF will only respond to some of the specific questions which 

have been outlined by DSS in their consultation materials. These responses will go to 

those questions which we believe may have most relevance and importance to our 

community. 

 

Do the Rules provide clarity to participants on the timeframes that will apply to NDIA 

(decision-making? (see Part 3 of the NDIS PSG Rules). 

 



As should be evident, timeframes/responsiveness are key concerns for our community 

and something where the PSG will be key. Unfortunately, the DSS briefing did not 

provide much information going to specific dates and timeframes. However, reviewing 

the exposure draft of the PSG suggests that sufficient clarity on timeframes is provided 

in the rules which largely reflect what is already in legislation. Ensuring that these 

timeframes are met however will be critical and subsequently, the “proof will be in the 

pudding”. 

 

Are the timeframes within things must be done appropriate? Are they too long or too short? 

 

Timeframes for NDIA decision making can never be too short where the Duchenne and 

Becker community is involved. Already time poor and overburdened by the stresses 

and challenges of this condition, the Duchenne and Becker community seek to have 

their matters expedited in a streamlined and responsive manner. “Time is of the 

essence” with the Duchenne and Becker community and any delays in decision making 

and response times can have major impacts on quality of life and well-being. 

 

Are the proposed engagement principles and service standards that will underpin how the NDIA 

works alongside people with a disability in delivering the NDIS appropriate? Are there 

additional particular types of consultation or engagement important to consider? (See Part 2 of 

the NDIS PSG Rules). 

 

As SOSDF has already make clear we believe the principles and service standards 

underpinning the NDIS to be very sound. The challenge will be in ensuring that these 

standards are regularly monitored, evaluated, enforced and upheld. Regular 

consultation should be held in relation to the operation of the PSG and the feedback of 

NDIS users regularly sought. Specific consultations with rare disease communities such 

as the Duchenne and Becker community should be organised. 

 

Could the proposed amendments in this particular (PSP) Schedule lead to any misinterpretation 

or unintended consequences?  

 

This will only happen should the NDIA (at all levels) fail to adequately communicate 

the changes (and their implications) to NDIS users and their families. Workshops and 



seminars should be regularly delivered to inform people of the changes (especially 

given the inadequacies of the consultation timeframe). Many NDIS users will not be 

aware of the legislative/rule changes, and it will be incumbent on the Department and 

Agency to inform people of these changes, their rights and the potential implications in 

terms of NDIA provision. 

 

Are there any other changes which could improve the participant experience in the NDIS? 

 

The new service standards if properly monitored, enforced and regulated should go 

some way to improving the participant experience of the NDIS. SOSDF is also confident 

that the renewed emphasis on co-design in any scheme changes will also ensure better 

participant outcomes/experiences – and certainly avert (ill fated) proposals such as the 

Independent Assessors model.  

 

Clearly increased Government funding to the Scheme, and less rationalisation will help 

ensure an improvement in participant experience and allay any suspicions, that changes 

be they at a legislative or operational level, are simply designed to reduce costs. 

 

Continuity of NDIA staffing (at all levels) will certainly help to improve participant 

experience - we hear frequent complaints about the regular turnover of NDIS planners, 

and Local Area Coordinators. This is especially so in rare disease communities where 

planners and LAC’s may build up a sound working knowledge of complex conditions 

and build key relations with the young boys/men and their families, only to then move 

on. 

 

Ongoing consultation and engagement efforts with NDIS participants are also 

important to ensuring that issues with the scheme are addressed leading to an 

improved participant experience. 

 

Conclusion 
 

The comments made by SOSDF have been made in good faith and accurately reflect the 

feedback we have received from our community. The Participant Service Guarantee 

component of the proposed legislative/rule changes is the aspect of this package which 

is most embraced by our community - as historically, there have been many issues in 

relation to NDIA service delivery. Subsequently, the bulk of our commentary has gone 

to this issue. 

 



Other components of the changes are largely uncontested and make for some 

improvements to the NDIS. They will doubtless help to modernise the NDIS and 

hopefully ensure that the needs of NDIS user communities are “front and centre” of the 

schemes continuing evolution. 

 

Save Our Sons Duchenne Foundation representatives remain willing and prepared to 

discuss aspects of this submission further should the Department wish to contact us. 

 

Thank you for your consideration of the matters raised. 
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