NDIS TOWN HALL 11TH SEPTEMBER 2026: Challenges and Changes
 
CARLEETA: Acknowledgement of Country
 
Deafblind welcome and introduce Dr Julie Schneider, our MC for today.
 
JULIE: 
Housekeeping
There are two sets of toilets available. The first across the foyer next to the glass wall, and the second by turning left out of the presentation space, turning left down the hallway and left again to the bathrooms.
Should we need to evacuate, turn right outside the presentation space, right again to leave the building and meet across the road to be checked against the registration list.

Introduction to panellists
 
Tracey Johnston
Tracey is a Teacher of the Deaf who spent 20 years working at NextSense with children who are deaf/hard of hearing and some with dual sensory impairments. She now works as Case Coordinator at UsherKids Australia and Project Officer at Deafblind Information Australia. Tracey worked within the NDIS framework from 2013 and now supports families with a strong focus on building their confidence and knowledge to navigate the scheme effectively. 

Steven Davison
Steven Davison has previously held senior roles with Services Australia (Commonwealth) and NSW Health (NSW), where he was responsible for the transition of NSW Health to interface with the NDIS.
He also works as a General Member, NSW Civil and Administrative Tribunal, and represents NDIS participants, including applications for review at the Administrative Review Tribunal (ART).
 
Annmaree Watharow
Annmaree Watharow has Usher syndrome and completed a medical degree as the first deaf person to do so at the University of Sydney. She undertook a PhD examining the hospital experiences of people with deafblindness and now works at the Centre for Disability Research and Policy at the University of Sydney.
 
Bronek Lemow
Bronek Lemow is a Deaf Subject Matter Expert working in the NDIS space, bringing a mix of professional and lived experience to the conversation. He spends his days untangling NDIS rules, processes and acronyms, with a particular interest in making the complicated stuff a little less complicated. He has also worked with deafblind people, helping bring activities, outings and meetings to life and making sure the right support was there to help everyone get involved.
 
Rebecca Maxwell
Rebecca Maxwell is a Network Manager at NextSense, overseeing the day-to-day operations of Early Intervention Services, the Cochlear Implant Program and therapy services across the lifespan. In the past, she has practised as a Speech Pathologist at NextSense and in paediatric community health roles. She is committed to providing best-practice supports to children and families.
 
Sarah Marshall
Sarah Marshall is a speech pathologist and Service Quality Lead at NextSense who is passionate about supporting children and families who are deaf, hard of hearing, blind, low vision and deafblind. Sarah is a lifelong learner who strives to provide the best possible support to those she works with. Her connection to the deafblind community is personal, as she has deafblind relatives, making this area of practice especially meaningful to her.

Disclaimer: NextSense is a disability service provider for clients who are Deaf/hard of hearing and who are blind or have low vision. This includes clients who are Deafblind. 
All answers below are based on our experience working with individual participants and their particular/unique circumstances. We cannot speak on behalf of the NDIA and their decision-making processes or their recognition of diagnoses and individual needs.  

Breaking up our burning NDIS questions and answers will be booklet launches by the Master of Occupational Therapy students at the University of Sydney. All booklets are very relevant to our work today on the NDIS challenges and changes. They are available in draft format, hard copies here today and electronic copies on the Dual Sensory Impairment Project and Hunter Deafblind Connect websites. We would really love feedback from you all so the final versions are as good as they can possibly be. 
 
Book Authors
Books 1 and 2: Communication Guide and Personal Communication Handbook
Bo Ngai, Thea Pang, Qinyu Zhang
Book 3: Home Modifications
Dean Caccamo, Zoe Kong, Gabby Francis Campbell
 
How Today Will Work
Don’t worry if you miss something. You can read complete answers and find a list of resources at:
DSI Project and Hunter Deafblind Connect websites.

We thank our supporters and allies:
• Centre for Disability Research and Policy
 • University of Sydney
 • NextSense and Trudy Smith for providing infrastructure, event management and tech wizardry
 • The Sydney and Hunter Deafblind Hubs for sending in questions and being here today to find out some answers
Deafblind Association of NSW for providing our lunch!
 
Deafblindness is a dual sensory impairment, and every deafblind person has different and sometimes very complex needs. This can include interpreters, communication guides, support workers, community and daily living support, allied health professionals, Braille and assistive technology.

This is a good spot to open proceedings with a reminder on the importance of good communication strategies so we can access information that we need and communicate to understand and be understood.  

Communication is at the heart of everything we do in our lives and often, for people with deafblindness or dual sensory impairment, it is missing. The NDIS is no exception to communication failures with the diverse, far-flung but ever-present disability community.
The Master of Occupational Therapy students group of Bo, Thea and Qinyu are here today to tell us about their Communication Book and Personal Communication Guide.

THEA, BO AND QINYU:
Communication Book for Older Adults with Dual Sensory Impairment
Communication is an important part of everyday life, particularly for older adults with dual sensory impairment, or DSI, and people who have recently experienced changes in both hearing and vision. Communication plays an important role across daily life, healthcare and emergency situations. While many organisations already provide valuable and accessible information, we identified a need for a more comprehensive and individualised communication resource. Our book brings together information about DSI, practical communication strategies, relevant services, resources and assistive equipment, while also providing space for people to record their own communication needs and preferences.
The book introduces a range of communication strategies, including Social-Haptic Communication, the Deafblind Manual Alphabet, Print on Palm, objects of reference, Braille and different forms of Australian Sign Language (Auslan). There is no single communication method that works for everyone, so the book aims to help people explore different options and identify strategies that may work for them.
We also provide information about relevant organisations, services and assistive equipment. This includes different devices, applications and everyday solutions that may support communication, improve access to information and promote independence.
Importantly, we recognise that communication needs can change depending on the situation. Our book therefore explores communication across three main settings: everyday life, healthcare and emergencies. For example, everyday communication may involve family, friends, carers and people in the community. In healthcare, a person may need to understand health information, express their needs and participate in decisions about their care. During an emergency, communication may need to happen quickly with someone who is unfamiliar with the person’s preferred communication methods. The book provides practical strategies to support person-centred communication across these situations.
One of the key parts of our project is a separate Personal Communication Profile. This allows people with DSI to keep important information about their hearing and vision, preferred communication methods and environments, safe touch preferences, personal signs and cues, and healthcare and emergency communication needs in one place. The profile can be completed independently or with support and updated whenever communication needs or preferences change. It can then be shared with family members, friends, support workers, health professionals or others, reducing the need to explain communication preferences each time.
Finally, this is an early version of our book, and we would really value your feedback. You can share your thoughts with us today or complete our online survey. We would like to know what you found useful, what could be clearer or more accessible, and what you think could be added or improved.
We hope this book can become a practical and accessible resource that supports people with DSI, their families and communication partners to communicate with greater confidence across everyday life.
 
JULIE: We will be sending copies of these books to the NDIS to remind them about the importance of person-centred communication. Copies are also available online for anyone who wants to review it and give feedback.

Onto the challenges and the changes.  

Question 1: I don't understand what is going on. How is the NDIS changing?

STEVEN: There are a range of changes, most of which are designed to limit the number of people who are in the NDIS or to restrict the supports that can be funded.  This is because the cost of the NDIS was rising too quickly. See Appendix A in the online resources for a timeline of changes.
 
Summary of main changes effective as at 27 August 2026:
 
1. Plan Reassessments: 
A. Requests for plan reassessment cannot be made by providers. 
COMMENT: 
Those who can legally make the request are the participant, the Plan Nominee or a parent of a child  
 
B. Plan reassessment requests must generally be submitted by completing a form.
COMMENT: 
· Find the form on the NDIS website or linked in the resources on the DSI Project and Hunter Deafblind Connect websites:  
· If you can’t sign with a pen, you can do the following:
· Digital Signatures: The form can be signed electronically using digital signature software (like Adobe Sign, DocuSign, or a digital signature pad).
· Typed Name with a Witness: The participant can type their name into the signature field, provided it is accompanied by a short note or statement from a support person, advocate, or family member confirming they witnessed the participant's verbal or implied consent to submit the form.
· Mark, Cross, Fingerprint or Stamp: A simple mark, cross, thumbprint, or stamp made by the participant is legally accepted if witnessed and signed by another person.
· Verbal Request (No Form Needed): If the participant cannot complete a physical or digital form at all, they can bypass the paperwork entirely. The participant (or their nominee) can contact the NDIS directly by phone (1800 800 110) or visit a local NDIS office in person. A partner or staff member will record the request verbally in the system, satisfying the legal requirement that the request was initiated "by the participant."
 
C. Participants can still request early reassessments, but they must show a significant and ongoing change in circumstances. 
 
COMMENT:
The new requirements are set out at s48A – see Appendix B.
 
The main requirements:
· you need to show “significant change” to your “ongoing support needs” arising from either:
· a change in your functional capacity – that is, either because of change to your approved impairment(s) or an eligible new impairment, or
· a change in your personal or environmental circumstances – that is, your:
· living arrangements
· education arrangements
· work arrangements, or
· network for informal support.
 
2. Record Keeping: Providers must retain complete records of supports delivered for 7 years.
 
3. Compliance Powers: The National Disability Insurance Agency (NDIA) and the NDIS Quality and Safeguards Commission have expanded information-gathering and compliance powers to target fraud and misconduct.
 
4. Automated Processing: New provisions allow automated administrative processes to assist with routine scheme decisions while maintaining human oversight for complex planning choices. 
 
COMMENT:
Expect to see new Rules issued as to what decisions can be automated and which much continue to be made by a human being exercising discretion.
 
5. Pricing & Frameworks: Initial legislative adjustments to pricing rules and regulatory frameworks take immediate effect, though major budget resets and eligibility shifts are scheduled for later dates (such as October 2026 and 2027–2028).
 


JULIE: Now we have a very good question about formal recognition of deafblindness. Many of you will remember the early days of the NDIS when deafblindness and dual sensory impairment weren't on the drop-down boxes and you had to decide your first disability, e.g. deafness or blindness, and then list the other as a second disability.

Question 3: Is deafblindness recognised currently by the NDIS and NDIA, or are we DEAF with blindness or BLIND with deafness?

ANNMAREE: let’s have some history here and some advice. 
Australia doesn’t have any formal legal recognition of deafblindness as a unique and distinct disability. England does, the European Union does, the United States too. This means our policies and data collection doesn’t always count us properly. When the NDIS first came out those pesky drop down boxes made us choose what our first disability and then the second. There was a lot of work that went on from Janne Bidenko of Deafblind Association of NSW and from other state organisations and Deafblind Australia and finally we got a drop down box of our own. YIPPEE. But this is only the start of the solution. 
In my experience, very few people actually understand that the combination of hearing loss or deafness with low vision or blindness is more complicated than simply adding deafness supports to those for blindness.
So in my personal statements for NDIS plans, plan reviews and conversations about goals, etc., I always include the Nordic definition of deafblindness and then also include the lengthy but really useful explanatory notes. You can go to the websites we have mentioned and copy this.

This helps reinforce that we are diverse, each journey is different, each individual has different goals and needs, but some things such as access to information, communication and orientation/mobility are common.

It is really good to have some of these complexities in your statement so that the person reading it becomes more aware of the challenges and complexities we face and why we might request the supports we need.

Deafblind International are currently working with a large group of people with lived experience, professionals, practitioners and researchers to create a new definition. So we may have something better soon. 
But my point here is that a simple few lines just don't help much. The people deciding what supports we get funding for need to be shown the complexities and challenges.
Nordic definition:
Deafblindness is a combined vision and hearing impairment of such severity that it is hard for the impaired senses to compensate for each other. Thus, deafblindness is a distinct disability (Nordic Welfare Centre, 2024).

I won’t read out all the pages of explanatory comments but give a couple of examples: 
Main implications: 
•	To varying degrees, deafblindness limits activities and restricts full participation in society. It affects communication, access to information, orientation, and the ability to move around freely and safely. 
•	To help compensate for the combined vision and hearing impairment, the tactile sense becomes especially important. 
•	There is a high risk that the physical and psychological health, as well as social life will be affected
 
On the distinct disability, the fact that it is hard for the impaired senses to compensate for each other means that: 
•	Attempting to use one impaired sense to compensate for the other one is time-consuming and energy-draining; thus, sensory perception is often fragmented. 
•	A decrease in the function of vision and hearing increases the need to utilise other sensory stimuli (i.e., tactile, kinaesthetic, proprioceptive, haptic, smell and taste). 
•	It limits the access to information from a distance. 
•	It creates a need to rely on information within the near surroundings.
•	To create meaning, it becomes necessary to rely on memory and draw conclusions from fragmented information. 
In activities and participation, deafblindness limits activities and restricts full participation in society. (p. 5-6)
 
Don't forget that Jan Bidenko sorted this out with the NDIA in approximately 2014-2016.
 
JULIE: So now that deafblindness is recognised by the NDIS as a unique and distinct disability, that's a really good piece of advice, Annmaree, about including the Nordic definition and explanatory notes, which are available on the websites.
Now, if you are under 65, the most common cause of deafblindness is Usher syndrome, about 50%. We got asked:
 
Question 4: It is being said that people with Usher syndrome type II & III have an ‘acquired’ condition. Does NDIA & NDIS recognise that this condition is degenerative, hereditary and that we don’t have a choice? Over to you Tracey:

TRACEY: NDIA has shifted the focus from diagnosis to the permanent impairment/s attributed to the diagnosis. Participants or their representatives need to show that the impairment/s are linked to substantially reduced functional capacities that affect employment, study, community, or social activities AND the person is likely to need NDIS support for a lifetime. Evidence of the diagnosis of Usher syndrome still needs to be provided (but only once). Then it's more important to demonstrate the reduced functional capacity due to the sensory impairments through a functional capacity assessment. The NDIA still has the original lists of diagnoses, but these will be phased out. Theoretically, participants of the same age with the same type of Usher syndrome could have vastly different NDIS plans as their functional capacity and informal supports may be vastly different.
  
JULIE: Trying to get supporting documentation for dual sensory conditions like Usher is very complicated to put together in a cohesive form, as many organisations have different time frames due to lack of staff, training & understanding. How can we make this more simplified so participants, providers, medical experts, etc. & NDIS/NDIA can work better with this and seem to be reading off the same page?

NEXTSENSE: 
 
JULIE: How is NEXTSENSE addressing the needs of the following communities regarding changes in the NDIS?
· Blind
· Deaf
· Deafblind
· Associated syndromes

Rebecca to answer

NEXTSENSE: NextSense provides Early Intervention and Therapy for clients who are deaf, hard of hearing, blind or have low vision. We also provide the same supports to clients who are deafblind and to those who have additional disabilities. Our team around the child includes Speech Pathologists, Occupational Therapists, Orthoptists, Audiologists, Psychologists, Teacher of the Deaf, specialist Teachers of Vision, Access Technology Consultants, Social Workers and Physiotherapists. We focus our attention for Early Intervention and Therapy on children 0-9 years of age but provide services across the lifespan; especially for clients within our cochlear implant program. We offer 1:1 appointments, group programs and educational services. 
 
JULIE: and now we have someone asking

Question 5: Maybe this is a stupid question (JULIE: it's NOT), but what is the difference between the NDIA and the NDIS? Bronek to answer

NEXTSENSE: The NDIS is the National Disability Insurance Scheme, the program/scheme itself, which provides funding for Australians who have a permanent and significant disability.  
 
The NDIA (National Disability Insurance Agency) is the agency who runs the NDIS. The NDIA are responsible for delivering the NDIS – they decide who accesses the NDIS, builds NDIS plans for each participant and enables payment for supports delivered under the NDIS.  
 
For example, someone might say, “I’m an NDIS participant, and the NDIA approved my plan.” 
 
JULIE: 
Question (combining with Q7): The new Support Coordination and Connection Service, will they have experience with deafblind people?
NEXTSENSE:
Bronek to answer

NEXTSENSE: The changes to Support Coordination services will not happen until July 2028. We don’t yet know exactly how the new services will be delivered. The NDIA and the Department of Health, Disability and Ageing (DHDA) are currently consulting and designing what this will look like. 
 
However, official updates from DHDA confirm that instead of being funded individually inside an NDIS plan, it will be block funded directly to a shortlist of organisations. 
This shortlist will be determined by a tender process where Support Coordination providers must apply and compete to be selected.
We don't know yet if the chosen providers will have experience with Deafblind people. The NDIA has not yet released the provider list or the specific skill criteria because the new system is still being developed. However, the government will use a strict application process to choose the most capable organisations, and we will find out who they are when the shortlist is announced. 
 
Because the government is looking for what skills and expertise are needed to provide appropriate support, this could be an important opportunity for the Deafblind community to have a say in what good support looks like. For example, we could contact the NDIA and ask what skills, knowledge and experience we can expect from providers supporting Deafblind people, and use our advocacy networks to make sure those expectations are heard.  
 


 
JULIE: 
Question 8: What experience do assessors have in working with the many varied types of deafblindness?  
JULIE: Remember what Annmaree said earlier that very few people have expertise, so it's really important to include some information on deafblindness generally and your conditions specifically so that the reader is made aware. NextSense do you have something to add to this?  Bronek to answer

NEXTSENSE: The changes to Support Coordination services will not happen until July 2028. We don’t yet know exactly how the new services will be delivered. The NDIA and the Department of Health, Disability and Ageing (DHDA) are currently consulting and designing what this will look like. 
 
However, official updates from DHDA confirm that instead of being funded individually inside an NDIS plan, it will be block funded directly to a shortlist of organisations. 
This shortlist will be determined by a tender process where Support Coordination providers must apply and compete to be selected. 
 
We don't know yet if the chosen providers will have experience with Deafblind people. The NDIA has not yet released the provider list or the specific skill criteria because the new system is still being developed. However, the government will use a strict application process to choose the most capable organisations, and we will find out who they are when the shortlist is announced. 
 
Because the government is looking for what skills and expertise are needed to provide appropriate support, this could be an important opportunity for the Deafblind community to have a say in what good support looks like. For example, we could contact the NDIA and ask what skills, knowledge and experience we can expect from providers supporting Deafblind people, and use our advocacy networks to make sure those expectations are heard.  

 
JULIE: 
Question 9: Should we prepare for the assessment by getting evidence from an ophthalmologist and/or genetic proof? Sarah from NextSense what would you say to this? 

SARAH: When applying for NDIS funding, it is important to provide evidence that not only confirms your diagnosis of deafblindness, but also clearly demonstrates how your disability affects your ability to complete everyday activities and participate in daily life. The NDIS assesses the functional impact of a disability across areas such as communication, mobility, social interaction, learning and self-care. 
 
Supporting evidence from relevant medical and allied health professionals can strengthen your application. Reports from an ophthalmologist, audiologist, and any available genetic testing can help confirm the nature of your condition and may provide evidence that the disability is permanent or likely to be lifelong, which is an important consideration for the NDIS. 
 
JULIE: 
Question 10: After the assessment, a report is provided. Who will go through that report with us and explain it?

SARAH: Once an assessment is completed and a report is provided, it is important that the participant understands the contents of their plan and how the approved funding can be used.
The report may be reviewed with you by your planner or Local Area Coordinator (LAC) who will discuss funding aspects of the plan and how the funding can be used. If you have a support coordinator, your support coordinator may be able to go into detail regarding the funding categories and assist you with connecting with services that align with your goals within your plan.
 
Once you are connected with a service provider, the service provider, whether it be a deafblind specialist or allied health professional, will be able to explain the supports that they will be able to provide that fits in with your current plan and allocated funding. Some organisations will have Professional Support Officers (PSOs) who will be able to provide you with specific information regarding pricing and breakdown of funds to access certain supports
There are also disability advocates who may be able to support you in understanding your plan and assist you in your decision making.
 
This information should be communicated to you in the form of communication that is accessible to you. It is important to advocate for your chosen mode of communication to ensure that you understand the contents of your plan, allowing you to make decisions that matter to you.
 
JULIE: That is good to know, thank you Sarah. Now we have: 

Question 11: How do I get good evidence for the things I need from the NDIS? Over to you again Sarah

SARAH: The NDIS makes decisions based on evidence in the form of a combination of medical evidence and functional assessments.
 
You may wish to consider obtaining an orthoptic assessment. This assessment can provide detailed information about your level of vision, including how it affects your functional capacity in daily environments such as the home, community, education, or workplace settings. The report can identify barriers to independence and recommend supports and strategies. Recommendations may include environmental modifications, glare management strategies such as transition lenses, high-contrast adaptations, use of assistive technology, and the use of communication methods, including Braille, tactile symbols, or tactile signed communication where appropriate.
 
Another valuable assessment is a Functional Capacity Assessment (FCA), typically completed by an Occupational Therapist. An FCA provides a comprehensive overview of how your disability affects your ability to perform everyday tasks and participate in community based activities. The assessment identifies areas where reasonable and necessary supports may be required to increase independence, safety, and participation. For example, the report may recommend Orientation and Mobility training to support safe navigation within the home and community, assistive technology, environmental modifications, or adapted household equipment to enable tasks such as preparing meals and drinks more independently.
 
A supported independent living (SIL) assessment may also be helpful as it examines the level of support that you require throughout the day and overnight to live as independently and safely as possible. The evidence provided from a SIL assessment can demonstrate the extent and frequency of supports required in your home environment. Examples of these supports include daily assistance with meal preparation, household tasks, personal care and overnight monitoring.
 
The difference between an FCA and SIL is that an FCA looks at ‘how a person’s disability affects their ability to function in daily routines and what supports the person needs’. SIL looks at ‘how much support does this person need at home each day to live safely and independently’.
 
If communication is an area of concern, a speech and language assessment completed by a speech pathologist may be a consideration as the report could include recommendations for communication supports, braille literacy, tactile communication systems, communication partner training or assistive technology. This information will assist the NDIS in understanding the impact of the communication barriers on your daily life and participation.
 
A physiotherapy assessment can provide information regarding how your disability affects your ability to move safely and independently around your home and community. It may recommend mobility aids, exercise programs, falls prevention strategies and physical support needs.
 
Report from a qualified mental health professional may also be helpful if you are facing mental health challenges that affect your daily functioning and achievement of your NDIS goals. Mental health intervention may be considered through the NDIS when support needs extend beyond those that can be reasonably met through Medicare-funded mental health care services. The report should clearly state why additional disability related supports are require to assist with participation, capacity building, independence and community engagement.
 
Together, these assessments can provide the NDIS with a clear understanding of the nature of your disability, its impact on your functional capacity, and the supports required to help you achieve your goals and participate more fully in everyday life.
 
JULIE: We had a few questions around goals and goal setting and even..... goal tampering.
Question 12: I can never think of good goals on the spot. What are good things to think about?

ANNMAREE: Ahhhh Goals. In my experience they should be two types: specific to you but also some general ones that include scope and space for new things. I suggest the month before your plan review, start thinking about what currently works well for you, what you would like to be doing if you had more support or devices or skills. Keep a list. Then group things together into goal categories. I like to have communication as one of my goals as so much can go into there: interpreters, devices, tech training, skills for your support workers and family (as you can’t have good communication if no one else knows how to communicate with you right?) and you can link the goals to your disability/conditions for example: I can’t communicate with my family if we don’t have tactile alphabet and sign language training with me. Without this I feel isolated and lonely. 

Remember communicating is important to keep us safer, so for instance I asked for a brailler device to label my medicines so I would be safer managing them myself independently. Another good goal to include is Lifelong learning. The United Nations has made this a central human right as well. This is a good category for all sorts of new learning. We just need to remember to link the things in our goal baskets to our disability: for example I want to go to some public lectures at the libray every month. But I need an interpreter to support me because I use tactile methods of communication and I need a support person as well to get me there safely, and orientate me to the environment because I am deafblind. Or I want to learn English because I don’t understand my disability and my supports and how things work. This makes me anxious and increases the chances of accidents if you don’t know what is going on. But my deafblindness means I need to have one on one learning to be as accessible as possible for my learning needs. Another good goal basket is I want to remain living at home and independent. This gives you a place to put home modifications and things to help you be safer and happier at home. This can include our crafts and hobbies too as these help keep us mentally in better shape.  So my advice is to have broad goals and have specific actiigites nad supports needed withink these baskets and link them back to the disability to show why they are needed and how you will be happier, healthier , safere and more able to participate in the things you want to do

JULIE: For many of us here, interpreters are essential to our participation and communication and access to information. Interpreter funding was a big issue at the last town hall event and it is also a big issue here too. 
Question 13: I don’t get enough interpreter hours, so that means I can't do as many things as I would like or need to do. It's tricky going to the doctors without an interpreter, and it's sad if I can't go to visit my family without an interpreter too.
BRONEK – NEXTSENSE I understand it is difficult to do the things you want to do without enough funds for an interpreter. 
In my experience as a Deaf person, what may help with ensuring that you have enough interpreting hours in your NDIS plan is the supporting evidence you bring to your plan reassessment request. What I found was helpful for me and my friends was bringing the following three pieces of evidence: 
First, bring a timetable of your schedule. This should map out what an average week or fortnight looks like when you usually need interpreters, such as regular medical appointments, community activities, and family meetings. 
Second, bring a record of your past usage. You can get a letter or a transaction summary from your preferred interpreting service or agency showing all the interpreting hours you have actually used to date. 
Third, bring a letter explaining booking rules and costs. This letter can be written by you, an advocate, or an interpreting agency. It should clearly explain the industry rules.  
The letter needs to highlight the following four cost factors: 
One, the standard minimum two-hour charge for bookings. 
Two, the requirement for two or more interpreters if a booking lasts longer than one hour. 
Three, the need for specialist interpreters who understand deafblind communication. 
Four, the additional cost of booking a Deaf Relay Interpreter alongside a hearing interpreter if specific Deafblind interpreting skills are not available. 
 
 

 
JULIE: People with deafblindness are very diverse and have many different needs. Sometimes we don’t know what is out there. We had questions from a lot of you wanting to know where to get information and advice on how to manage at home better. We are going to ask the Master of Occupational Therapy students to tell us a bit about their new book on home modifications for people with deafblindness or dual sensory impairment.

DEAN, GABBY AND ZOE:
1. Intro about why we created this guide 
· Hello, we are Dean, Gabby and Zoe, Master of Occupational Therapy students from the University of Sydney. Over the past 3 months, we have been working with Dr Annmaree Watharow and the Centre for Disability Research and Policy to create the Australian Dual Sensory Impairment Home Modifications Guidance Booklet.
· In Australia, there are currently minimal guidelines on home modifications for people living with sensory disabilities, with current guidelines more aimed at people with physical disabilities. Many of these guidelines, such as circulation spaces in bathrooms for wheelchair users, often make spaces even more inaccessible for people with sensory loss.
· By creating this booklet, we have attempted to fill this gap in information and get people thinking about sensory accessibility in homes. This may include suitable lighting, colour contrast, tactile cues and reduced background noise. We have then delved into many of the important rooms in the house and given more specific suggestions based on that room. It is important to note that while we have tried to include a wide range of suggestions and recommendations, this is not an exhaustive list, or a checklist, and should rather be used as a starting point to spark ideas.
· We have created this resource not just for the community but also for current and emerging clinicians to be aware of the unique requirements of people living with DSI. Understanding these requirements is an integral part of ensuring assessments are completed effectively and address what the individual actually needs.
· Throughout this process, we have met up with a number of different individuals and organisations who have helped guide the contents of our booklet. I just wanted to take a moment to say a big thank you to all of those who have taken time out of their busy lives to help us create this resource; Meredith Prain from Deafblind Information Australia, Hannah McPierzie from Deafblind West Australians, Claire Rennie from the National Relay Service, Emma Scanlan from Hearing Australia, Leyla Craig from Fire and Rescue NSW, Jason Markou from the digital accessibility team at the University of Sydney, Paola Murray from Deafblind Australia, Jarryd Busuttil and Steve Rose from Vision Australia, Armstrong Chiu from the Hong Kong Society for the Blind and the biggest thank you of all goes to Annmaree and her team at the CDRP for not only setting up all of these meetings but also being one of the biggest sources of information for us as well. Also, the responses from the Consumer survey from this year has been an incredible resource that has allowed us to include a lot of quick tips from individuals with dual sensory loss so thank you to everyone from the community that completed that survey.
2. NDIS - “What can you ask about?”
· Every person’s needs, home and NDIS plan are different. We are not NDIS experts, but our booklet includes some general ideas that may help people discuss their sensory needs with their planner, occupational therapist or other support workers.
· Some sensory-related changes, such as home modifications for lighting are identified as non-essential modifications. So through this booklet we have provided guidance on how to justify these modifications in NDIS applications.
· The booklet groups home modification idea into 3 practical levels:
1) simple household changes or DIY 
These are generally low-cost, immediate changes that do not require expensive equipment and structural building work. Examples may include improving organisations, adding colour contrast or using tactile markers.
2) assistive technology/ equipment 
These are stand-alone tools designed for a particular purpose. Examples may include adjustable lighting or alerting systems that use sound, light and vibration.
3) complex or structural home modification 
These are larger changes to the home that usually require a builder. Examples may include replacing a shower-over-bath with a step-free shower, or installing permanent grab rails.
· When discussing possible NDIS support, it may be helpful to begin with the activity or problem rather than a particular product. Some questions you could consider are:
· What activities am I finding difficult, unsafe or exhausting at home?
· How is this connected to my hearing or vision?
· What have I already tried, and did it help?
· How could the proposed change improve my safety, independence or ability to work towards my goals?
· What may happen if this need is not addressed?
· These questions do not guarantee that a support will be funded. However, they may help explain why the change is important for the person’s individual needs and daily life. If a requested support is not approved, the booklet also provides information about possible next steps, including asking for an appeal process.
3. We’ve concluded the 3 main themes we have learnt from others lived experience 
· “Try not to only rely on 1 sense and try before you buy” - where possible, important information should be available in more than one way, for example tactile, vibration, audio and visual. Appliances can both be inexpensive and costly, but it all adds up, so ensure where possible you are trialling equipment to find the best fit for you.
· “There is no one solution that will work for everyone” - everyone's needs and residuals will be different, so just because it worked for one person, doesn’t mean it will work for another. This is why there is no classic cookie cutter formula for home modifications within the DSI community. 
· “Start with the activity or problem — not the product.” - For example, if you are having difficulty finding your way to the bathroom at night, we need to discuss and investigate why that problem is arising and how it is affecting your night time routine. We can then match equipment or modifications to assist with that problem.
4. Ask for feedback — what we have today is a draft as we had to allow time for printing.
· You can find our most recent version on the DSI project website that includes descriptions of all images and a list of references and resources.
· We are still working on more accessible versions including braille and a version more compatible with text to speech.
· While the draft we have available on the DSI project website is our final draft, we would love to hear your feedback so that this can continue to be a collaborative project with the DSI community. Please use the QR code, printed feedback form or let us know in person if you have any feedback.
 
Once again thank you to everyone who has helped us with this project and we look forward to hearing any questions or feedback you may have.
 
JULIE: Thank you Dean, Gabby and Zoe. This book is in draft. We have copies available for anyone who wants to review it and give feedback, and it is available online at http://www.disproject.org and the Hunter Deafblind Connect website, or email Annmaree. 
And you can use all the student books as evidence for communication support and to show what is available and reasonable. 
 
Our next question is important, as running out of NDIS funding is a scary prospect.

Question 14: How will the NDIS make sure a Deafblind person's funding is enough for them to communicate, access information, participate in the community, live independently, and achieve goals such as education and employment?
NEXTSENSE Rebecca: Participants need to gather their evidence and supporting documentation to tell the NDIA what they need to achieve their goals. Bronek and Sarah have talked about some strategies we recommend to achieve these outcomes. 
 
 
JULIE: We had a lot of questions about delays in getting necessary assistive devices, technology, etc., such as:

Question 15: I've been waiting for nine months to get a brailler. I needed this last year. How can I hurry the NDIS up?
 
JULIE: And then this:
Question 16: I needed JAWS software and the NDIS kept saying no every year for two years. This year I finally got it. Why the refusals and why the delays? The NDIS is making me more disabled, not less. What can we do?
 
JULIE: We are going to ask Annmaree to tackle this one, as she recently had a great success getting a Mountbatten brailler in under one month.
 
ANNMAREE: Link to goals, get evidence. I had evidence that I was losing literacy and that the so-called rules shouldn't apply in the urgent situation of losing receptive language. When I was told there would probably be a twelve month delay getting a brailler approved I was FURIOUS. This is a necessary and reasonable item. The first thing to do is to trigger a plan review and advise them of the urgency (not having a communication method is pretty drastic and not good for mental health and safe living). This meant I got a decision within three weeks and not thirteen months. I linked this to my communication goal and got evidence of the potential for psychological harm and social isolation from a psychologist and the GP. For people with degenerative conditions, it’s important to note this in all the goals so that the goals show that changes are expected and additional help will be needed unpredictably. 
 
JULIE: Much of today has been on adults. We have some questions from parents, families and young people too. We are lucky to have an expert from the USHKIDS organisation, Tracey Johnston, to tackle these. First up:

Question 17: What other NDIS support should I consider for my child with deafblindness/dual sensory impairment?

TRACEY: 
Functional Vision Assessment 
For children with low vision a functional vision assessment with a paediatric orthoptist is very helpful.
Functional vision assessments show how a child uses their vision in everyday life. Orthoptists look at how efficiently and sustainably a child can use the vision they have to complete daily tasks across their day. The assessment also identifies strategies, accommodations, and resources that support safe and effective visual access. This assessment is especially important for children who rely on visual communication. A good assessment report includes practical recommendations for families and the child’s team, along with clear justification for NDIS funded vision supports. Functional vision assessments should be completed regularly for children whose vision is changing. Providing the orthoptist with a child’s latest eye (ophthalmologist) and communication reports prior to the assessment is vital. 

Communication Guide 
A Communication Guide is a specially trained support worker who helps a child who is deafblind to access information, communicate, and move safely in their environment. They act as a bridge between the child and the world around them, making sure the child can understand what is happening, express themselves, and participate fully. 
Communication Guides don’t make decisions for the child or speak instead of them. Their role is to support, not replace, the child’s autonomy. 

Orientation and Mobility Specialist
It is never too early to start working on orientation and mobility with a child with combined vision and hearing impairments. Orientation and Mobility Specialists (O&M) can give ideas about teaching a child important spatial concepts, look at how a child orients to their environment, and teach them to use mobility aids to move about safely. 
Deafblind aware speech pathologists, occupational therapists, physiotherapists, behaviour support practitioners, and creative arts therapists are all valuable additions to a team working with children with combined vison and hearing impairments. 
 
JULIE: Another asked: 
Question 18: What tips do you have for plan reassessment?

TRACEY:
•	Make sure reports cover impairment/s, functional capacity, evidence, and outcomes. 
•	Email all reports and an updated carer statement to your NDIA planner or delegate prior to the reassessment date and check they have them, and they’ve been uploaded. 
•	Have a hard copy of all reports with you to refer to. 
•	Ask a support person to come with you and state at the start that they can talk on your behalf if you’re unable to.
•	Most plan reassessments are done over the phone or via zoom so find a quiet place to talk. You can request a face-to-face meeting. 
•	Write your questions or important points down prior to the meeting.
•	 Ask for clarification if you don’t understand anything.
Useful resources:
What is a plan reassessment | NDIS
Writing a Carer Statement - ACD

JULIE: And then this very interesting query: Question 19: What are NDIS check-ins and how do I prepare for this?

TRACEY:
These calls usually occur 2 to 3 months before a plan ends or if a participant has big changes coming up in their life. They are checking:
•	That the participant is getting all the supports they need
•	The NDIS plan is still working
•	Whether the goals or circumstances have changed
•	Any small adjustments they can make without doing a full review
•	What informal/mainstream supports you are using.
It's not a formal plan reassessment. All you need to do is think about whether anything has changed.
This may include:
•	New diagnoses or assessments
•	Changes in hearing, vision, balance, fatigue, communication, or school/community access
•	Whether current therapies are working
•	Whether the family is struggling with coordination, travel, or equipment
•	Whether the plan budget is lasting the full year
•	Are the goals still relevant?
•	Do you want to update any wording?
•	Are there any new priorities for the participant?
 
If everything is going well, you can tell them you are happy with the plan and no review is needed. If small changes would be good, you can ask for a small change only (called variation) or alternatively, if things need to change you can say we'd like a full review but not today as you’ll gather reports first. 
You can also ask NDIA for a check-in if the plan is no longer working for a participant, and they need more, less or different supports.
 
JULIE: 
Question 20: My child initially met access to the NDIS scheme with their hearing diagnosis. How do I request NDIS supports for their vision impairment?
 
JULIE: 
Question 21: Help! My vision has gotten worse and I need more support hours and software and apps and tech stuff. How do I do this?

TRACEY: NDIS fund support when the change in vision affects daily functioning, learning, safety, communication, and participation. The more clearly you show what the participant can no longer do independently or safely, the easier it is for the NDIA to increase supports.

Gather updated evidence about the vision change
•	Updated ophthalmology or optometry report with visual acuity and/or visual field results and a clear statement about the vision progression. This report doesn’t need to recommend supports but confirms the change.

Functional evidence 
•	NDIS decisions rely heavily on functional impact. Functional evidence should describe what has changed in terms of mobility and safety, accessing information, communication, social participation, daily living skills, fatigue levels and the participants ability to navigate familiar/unfamiliar environments.
Evidence for children can come from:
•	Carer statement (written by parent/carer)
•	Orthoptist
•	Teacher of the Deaf / Vision specialist 
•	O&M specialist
•	Vision support services clinician
•	Speech pathologist 
•	School reports showing increased difficulty
Evidence for adults can come from: 
•	Orientation & Mobility Specialists
•	Vision support services clinician
•	Orthoptist
•	Support workers or therapists who can describe new risks or reduced independence
•	Yourself (daily examples of difficulty or risk)
Note NDIA now says evidence should usually be within four months of the reassessment date and they (NDIA) have up to 90 days to decide about your request. 

Request a Plan Reassessment 
Once reports are finalised complete a plan reassessment form and submit the form plus reports to NDIS the service hub or delivery to your NDIS contact.
 
JULIE:
Question 22: How am I supposed to be involved in the deafblind community at hubs and in the projects we have got going when I don’t have enough hours of support?
 
JULIE:
Question 23: We had a number of questions that asked how to complain and/or take further action for supports that participants and their supporting professionals felt were fair and reasonable.

STEVEN: 
The best way to answer this question is to list some facts and some advice:
 
1. Reassessment vs Variation vs Review
If you get a Plan approved that does not have adequate supports, you should ask for an internal review (s100 of the NDIS Act).  
 
The reason you should request a review and not a reassessment is that there are now significant barriers to getting a request for reassessment approved (s48).  
A variation (s47A) is limited to minor changes which do not allow for a change in funding, except in some very limited circumstances.  Note, however, that if you are asking for one of the conditions of your funding to change - funding periods, plan management or flexibility – then a variation is the correct pathway. 
 
COMMENT:
A reassessment can change the funding in a Plan.  However, following the recent legislative amendments beginning on 27 August 2026, if you apply for a reassessment (s48) you now must prove additional things (s48A) before the NDIA will agree to undertake a reassessment.  The NDIA has 90 days from the date of your application for reassessment to decide about whether it will undertake the reassessment – see s48(3).
 
A variation (s47A) usually only changes incidental details.  There are very limited situations where the funding can be either decreased or increased.  For example, additional funding can be approved for emergency or crisis purposes or where requested information is provided after the plan is approved such as quotes for AT - see s47A(1A)(d).
 
You can apply for an internal review simply by sending an email to enquiries@ndis.gov.au.  If you get a response saying you must fill out a form, you can reply saying that your request complies with the requirements of s100(3) the NDIS Act and you don’t want to fill out a form.  You may have to do this more than once.  
 
It is important to know that the 90 days for the NDIA to decide runs from the date you submit your email.  If you submit a form later, there is an argument that the time only starts from the date you submit the form. 
 
A request for internal review is a request for someone else to make the decision again as if for the first time.  You do not need any additional evidence or any reasons or grounds for seeking an internal review. 
 
COMMENT:
If you do not submit a request for review within 90 days of your plan being approved, you may have to wait until your plan reassessment date to put your case again to the NDIA planner for additional supports.
 
2. Complaints
If you consider that you have been treated poorly, that NDIA staff have not done their job properly or that there have been irregularities in management of your matter, you can and should make a complaint.  
 
There are several ways to make a complaint:
 
a. DIRECTLY TO THE NDIA
Address your complaint to the CEO NDIA and submit in one of these ways:
· Online Form: You can submit your details directly through the NDIS Feedback and Complaints Form.
· Phone: Call the NDIS National Contact Centre on 1800 800 110 (available Monday to Friday, 8:00 AM to 7:00 PM local time).
· Email: Send your complaint details directly to enquiries@ndis.gov.au.
· In Person: Visit any local physical NDIS office, Local Area Coordinator (LAC), or Early Childhood partner.
· Mail: Write a letter and post it to: NDIA, GPO Box 700, Canberra ACT 2601.
 
b. TO THE MINISTER
There are two Ministers and different ways of submitting a complaint.  
 
1. Direct Email (Preferred Method)
The most direct way to get your complaint onto the Minister’s desk is via email. When writing, choose the email address that matches your reason for contact:
· For policy issues, NDIA systems issues or complaints about treatment: Minister.McAllister@health.gov.au or senator.mcallister@aph.gov.au. [1, 2]
· For portfolio issues, disability issues or complaints about treatment: mark.butler.mp@aph.gov.au.
 
 
2. Written Correspondence by Mail
You can send formal, typed letters directly to Ministers at their offices without paying for postage if addressing it to Parliament House:
· Canberra Parliamentary Offices: 
PO Box 6022
 House of Representatives
 Parliament House
 Canberra ACT 2600
 
3. Contact via Phone
You can speak directly with the Minister’s office staff to log a complaint over the phone:
· Minister McAllister - (02) 6277 7290
· Minister Butler - (02) 6277 7220
 
c. TO YOUR LOCAL MP OR SENATOR
Find your local Federal MP or Senator at the Australian Parliament House website: https://www.aph.gov.au/Senators_and_Members
 
MPs and Senators can then write on behalf to the Minister, and this creates a standard response deadline for the Minister to reply.
 
 
COMMENT:
Strategy for a Successful Ministerial/MP/Senator Complaint
To ensure your complaint is not automatically referred back to the NDIA's standard customer service queue, structure your message using these four elements:
1. Identify Yourself: Clear state your full name, location, and NDIS Participant Number so they can confirm your identity.  If writing to an MP or Senator, state that you live in the MP’s electorate or Senator’s state/territory.
2. Background - Explain the Issue or Failure: Explicitly detail why the standard NDIA complaints pathway has failed you (e.g., "I have already lodged an internal complaint Reference #XXXX and I have not had a reply within the 21-day legal resolution timeline" etc.)
3. Impact – Explain how this is affecting you: Explain exactly how this specific NDIS issue or decision is impacting your daily functional capacity, safety or basic living conditions and any risk to you or someone on whose behalf you are writing.
4. Response requested – Explain what you would like done: State what you want the Minister/MP/Senator to do (for example, request an urgent intervention by the NDIA, review an ongoing administrative bottleneck, or investigate unfair staff treatment).
 
JULIE:
Question 24: What happens in a tribunal hearing?

STEVEN:
See Appendix C in the online resources for a detailed guide of making an application for review to the Administrative Review Tribunal and what happens, including at a hearing.
 
COMMENT:
· Jargon – The ART process is full of terms which have specific meaning which may not be immediately obvious.  This can be frustrating.  See Appendix D for a list of terms that you might encounter.
· Settling - Most matters are settled before a hearing
· Offers - The NDIA routinely makes a number of incremental ‘offers’ while the matter is at the Tribunal.  An offer represents a decision that the supports are approved.  The word ‘offer’ relates to whether the new approved supports are sufficient to settle the matter at the Tribunal.  If the offer is sufficient, you should ask for Terms of Settlement to be prepared.  Check the Terms carefully.  Once you are happy, sign and return for the Agency to submit to the Tribunal.  The Tribunal will consider whether the agreement can be  converted into an order.  If the Tribunal accepts the Terms, the Member will issue a ‘consent decision’ and this becomes an enforceable order of the Tribunal.
· Timing - Even though you may get the desired outcome in the end, it can take a long time.  You can ask the NDIA for additional supports to be added to your plan while you are at the ART.  
 
You can do this by asking the lawyer or case manager to consider urgent assistance to avoid a bad outcome, such as having to be admitted to hospital.  
 
For example, you might need to ask for an additional funding category (such as travel to allow you to access clinicians).  Or you may need to ask for a variation to be made to your plan to provide more access to funds in the short term (such as removal of multiple funding periods so you can pay for overnight supports).
Formality - Even though the ART Act requires that matters are to be resolved with as little formality as possible, most people will consider the Tribunal process to be very formal and there will be a lot of jargon used.    

JULIE: Wow thank you everyone! We have a little time left for a few extra questions from the audience. ELIMINATE THIS IF WE ARE OUT OF TIME! 

JULIE: Thank you to everyone who sent in questions and to our panellists who answered them. We are sorry we couldn’t answer them all in the time we had but all questions and answers will be on the websites for you to look at. 

Finally a big thank you to Carleeta and the Sydney hub and the Newcastle hub for letting this event hijack your social meeting.

Go now and get some lunch! 
Lunch will be served at the back of this presentation space and you are welcome to eat it here or at the tables in the café.
