Appendix B: Blind Citizens Australia member feedback on the Draft Report, Disability Care and Support Inquiry 
What is the true cost of blindness and vision impairment?

“There’s no [funded] place in Tas to teach me to cope and live on my own. About four years ago, I went to a place in Kew, Victoria (Guide Dogs Victoria) and paid them to teach me to live and cope on my own and they taught me how to fill a mug of tea without burning myself. This cost me several thousand dollars all up”. Female, Launceston. 

To what extent does blindness and vision impairment fit within the currently proposed NDIS?

Age related restrictions

“Eligibility has nothing to do with age but everything to do with disability…I don’t think there is any evidence that when you reach pension age your needs, in a financial sense, decrease or you become wealthier. I cannot imagine any other reason why they would be suggesting that means testing suddenly become applicable at that age (at age 65)”, Female, Sydney.

“I’ve been going to Dr Vernon for years, I don’t want to go to someone else.

I can stay in town overnight when I visit him but I can’t afford to do that now. 

When you are over 65 who pays for that? Female, Launceston

“When the nursing homes for the blind closed down, it was said that all other nursing homes would cater for the blind and vision impaired people. We have come to realise that the promises made by these nursing homes in the end did not meet all the requirements of the blind and vision impaired’. Male, regional Victoria. 

“I see a great need for [an NDIS for] people with severe disabilities. Speaking for myself, I live in the city and get lots of support from the Association of the Blind WA even if there is a waiting period. At least it is there. There is nothing much for regional people and I’m not too sure about the facilities available to the aged. Personally looking at the age where I am now, it looks terrible getting old in Australia and it’s a sad sort of area to go to. I am not looking forward to it as the system seems to be struggling rather than keeping along with the community. The aged are almost a forgotten group of people.” Female, Perth.  

“They are saying a person aged over 65 doesn’t have the same needs, but they have a right to the same lifestyle as everyone else”, Member, Brisbane. 

Phasing out of block funding to current specialist providers

Introduction of generalist rather than specialist providers

“I think it’s a good idea to give you money to have the choice of where you would like to go. If you had the choice to take money to another service provider, it would keep costs down and it would be a better service and more competitive”, Male, Perth. 

“It wouldn’t necessarily be a bad thing to take away the money from the charities. We are marketed as poor, pitiful, blind people”, Member, Brisbane forum. 

Whilst there are definite benefits to the introduction of competition in the disability services sector, this approach may not be suitable for all services which are currently provided to people who are blind or vision impaired. 

“Vision Australia and Guide Dogs offer more than practical support, there is also emotional support, a group of people working together, sharing skills, feelings, experiences. These skills which have been built up over time are hard to quantify. I am concerned about the loss of these important things”, Male, Mudgee. 

“Agencies will change their criteria for delivery of their services and that will change what we will be able to access”, Female, regional Victoria. 
Establishment of more services may not lead to more choice

“Why is the government now wanting to dismantle what it has taken us so long to already build when it can help us improve what we already have?”…This approach is going to come across to a lot of people as “We’re going to tell you how we’ll help you and it’s going to be good for you”, Female, ACT

“Flexibility of spending money where you choose is a good and strong point of the whole scheme. I am however still questioning if it is not possible to build this in the existing scheme? Even for funding for the autism children fund, I have heard of parents saying that they could only use certain registered people, professionals needed to then register and they then lost 10% of funding to the registration body. This could happen again. Professionals could also charge twice as much as other professionals.” Member, via teleconference. 

Impact on the charitable dollar
“Even if we are excluded from the NDIS, the public will still think that we are covered. Why would you donate money if you are having to pay taxes as well?”

Supports available under an NDIS

“How accessible will the supports be? Once a person has been allocated a quota of 10 talking books, what do they do if they want an 11th? What about Braille if it is seen to be more expensive? Someone who isn’t blind can go to the library or bookshop, but options are limited for people who are vision impaired.” Female, Melbourne

Aids and equipment, specifically adaptive equipment and low tech equipment
“I had a brailler given to me by someone who could no longer use it because of arthritis. I am always concerned about the high costs of equipment that people who are blind need to use. It is disappointing that everything is centred, or has been centred, around working.” Female, SA via teleconference

“A (electronic) reader would be good but I can’t afford it. It would be beneficial when I go shopping and when I go to the post office and need to read smaller print. People are reluctant to help. This would help me to live independently”. Female, Smithfield, SA.

“Technology, readers, scanners - if you are on a low fixed income you can’t access funding for the equipment and technology you need. I either have to take out a bank loan or mortgage to get that technology”. Male, Hobart. 

 “I have been blind for 16 years and I’m finding that my sight is now nil. I’m depending more on more on equipment and finding that my current use of Windows 7 is totally inadequate. I’m worried about learning, the costs of JAWs and who is going to teach me now that the guy at Vision Australia Sydney is gone. I am getting quite scared about losing contact with the rest of the world.” 

 “I recently had a hearing exam done and they classified my hearing loss as moderate. They referred me to a service provider who showed me some hearing aids which the government would pay for. What the government could provide were no good to me. What actually was going to help me was going to cost me $8000”. Male, Hobart

Community access

“If my daughter can’t help me I have to book a community car or bus 3 weeks ahead. If they weren’t available to me, I’d panic. I try everybody, I call my other daughter. It is an ordeal trying to get a hold of someone. It’s not easy using the phone either. They come and put large print numbers on my phone but it’s still hard to use it”, Female, Launceston. 

Education

 “There are no occupational therapists specialising in low vision. No services beyond year 12. No one to show us how to use a computer with assistive software. If you are 25 years old in Tas, if you lose your eyesight, you can’t learn to read and write. It is not the university’s responsibility to teach people to read and write. There is also a real deficit in computer training for older people”, Male, Hobart

Information access

“Thing is, only 5% of books actually get read out. If you want it on audio, Vision Australia will say yay or nay re whether they’ll do that for you. If you want to go get it done professionally, it’ll cost you $4000 dollars to get it read out. What’s this system (NDIS) going to do for that?” Male, ACT

Transport subsidies

“The $25 cut off for the taxi subsidy has not changed since 1984. If you get assessed and are able to get more for medical transport, you only get access to an extra one for medical use per week”. Female, Perth

Coverage of guide dogs and assistance dogs

“Guide dogs were mentioned, but there is no mention of orientation and mobility for cane users. It’s no use offering me funding for a Guide Dog when I don’t want or need it.” – Female, Perth

“It takes six weeks to get an O&M out for one hour. You have forgotten the training information by the time the person comes out again six week later. If you are in a forgotten area than the services are not being met”. Member, Toowoomba. 

Development of a well resourced and well connected information gateway

“Not a lot of people know what is available now so how are people going to know with the NDIS?’ Female, Launceston

“I don’t really know what’s available to help me. Royal Guide Dogs Tas have helped me with a stick and talking books, my husband has to do all my reading. I have two magnifiers but there’s only certain days I can use them. I always lose my place when I am reading and I get tired. I have never seen a CCTV so I don’t know what’s around for me” Female, Hobart.  

Cost of supports now and into the future, introduction of an excess and long term funding of an NDIS

“I want to go learn Moon (a writing system for people with sensory disabilities) which has been around for some time. There is no facility that actually teaches it at the moment. If I find somewhere and they say it costs $180 a week to do the course, do you allocate me that money every week to do Moon? Six months down the track they say they need an extra $30-40 per week. Do I go back to you and ask for that because it’s gone up or do I have to pay that out of my own pocket?” Male, ACT

“What happens at the moment is a rationing type process, even in aged care, as the budget does not allow it. What sort of guarantee will they be able to make to those eligible?” Male, Adelaide. 

“How are we going to persuade the public when there is already a climate levy and a carbon tax levy?”, Member, Brisbane forum.
Assessment

“I understand why they want to talk about assessing people, but I just hope it can be a smooth process because at the moment you have to re-apply for every single service every time and get the same reports. I have not been able to see since I was 2 years old but I still need an ophthalmology report. I think it just needs to be a bit more streamlined, particularly for me and Malcolm who are two blind people living on our own together. We don’t have a lot of support and that is fine except for filling in forms for services.” Female, Sydney

“I’m currently going through an absolutely useless process with Commonwealth Rehabilitation Services. And I have people who are qualified in physiology and sports movement allegedly being qualified to voice opinion about what technology should be beneficial. I’m telling them the names of agencies and the people that they need to talk to. If they are talking about you being assessed by certain people, I’m afraid I don’t have high confidence in these so called professionals. Having qualifications in sports movement etc doesn’t qualify them to advise me on what equipment I might need.” – Male, Northern Territory via teleconference

“If I was assessed I would probably be assessed as someone who is coping pretty well as I have a lot of support. But if I was assessed two years down the track and I don’t have my dog, it would be completely different”. Male, Adelaide.  

“The same tool for all disabilities is totally impossible. Blindness is different to physical to deafness, you both have personal care needs but for different reasons.” Member via teleconference. 

“You can’t expect a person who is new to vision loss to need the same supports as someone who has been blind a long time. People would have totally different service needs.” – Female, Perth

“So we can’t actually do these things for ourselves anymore? Sounds like our independence is being cut at the knees and its becoming “Come and see us first and we’ll decide what you can have”.” Female, ACT.

Demonstrating need

Many expressed concern that the assessment process would become bureaucratic, with a requirement to “prove how disabled you are”. As one member noted “I’m blind but I do not see myself as profoundly disabled”. 

“Statistically we are going to be compared to people with other disabilities – we are going to be bunched and disadvantaged. Maybe we aren’t as physically as bad as everyone else, but in other areas we are”, Male, Adelaide. 

“If we say that we do not have a profound disability, then we all go to buggery”, Male, Hobart.

A number of members made comparisons to the assessment process for disability employment services (DES), noting that a higher level of support to search for employment is available “if you act like you can’t do anything”. As one member put it, “my concern is that groups that need distinct funding are going to get it at the expense of those, say, like us, in the sensory disability area, who have more opportunity to be independent in our lives”.
Natural supports

“I have three sons and a husband, but that doesn’t mean that I get assistance with cleaning, or that when they do it, they do it to the level that I want them to”. 

A woman in Melbourne, who lives alone noted:

“What an assessor deems as essential and what you deem as essential can be two different things. The assessment needs to take into account people who are on their own and don’t have access to same things as those with the physical support of another person and who have access to their funds as well as their own. All systems seem to rely on the fact that you each have a support person. I was told that a family member should be supporting me through their super and own funds. And the attitude is often, find someone to take an active role in your life. If they really love you, they will help.” Female, Melbourne.  

Implications on DSP Blind and other entitlements 

It is imperative however that reforms of the DSP do not seek to force individuals into employment at all cost.

“Is this a situation where I would be encouraged to take up employment until the age of retirement? I am concerned that people would be forced under these new reforms to get employment at all costs, such as working in the workshop which can be detrimental and more harming to young people.” Male, 60+, regional Victoria

“There seems to be a widespread conception amongst politicians that people benefiting from the DSP are sitting at home quite happy to accept the money. My experience is that people want work but find it extraordinarily difficult to obtain it’, Male, Melbourne via teleconference. 

“What’s being taken away? Because we all agree you don’t get something for nothing and somewhere along the line something will be taken away”. Male, ACT’

Establishment of Disability Support Organisations (DSOs) 

Advocacy
“A lot of blind people and the elderly cannot advocate properly for themselves and are not aware of the Standards. It would seem that there would be a need for an advocacy service before the insurance people. One on one is just as important”, Male, Melbourne via teleconference. 

National Injury Insurance Scheme (NIIS)

2 case studies:
As an example, a young 19 year old woman who was involved in a car accident whilst at work was refused necessary screen reading technology and equipment by her past employer for her new employment role, as this was viewed as “unnecessary”. Due to the receipt of compensation, this young woman was unable to access Job Access work modifications. The woman’s new employer, a not for profit, has paid for the equipment out of their own budget after one year of unsuccessful negotiations with the employee’s past employer and their insurance company.  

In another case, a woman aged 60 who sustained a compensable back injury in the 1980s, recently lost her sight to macular degeneration, an unrelated visual condition. Despite the onset of an additional severe impairment and legal blindness, the woman was denied access to benefits available to others with legal blindness, including a pensioner concession card to access discounted eye treatments and other crucial services. The strict application of the Social Security Act 1991 (Cth), coupled with the insurance company’s rightful claim that her new costs were not related to her pre-existing injury, left the woman in a severely compromised financial state. During winter, she could not afford to turn on her heater due to the ongoing costs of her deteriorating health. The Federal government, in this instance, refused to recognise the impact of multiple disabilities due to her receipt of compensation for one of her disabilities.

Closing Comments

“I agree with the concept in principle…but we need further discussion to protect our particular interest which is different from the interests of the people this is most designed to support. Let’s not forget this is coming from people at the bottom end of the scale who are currently being left out. But we need to remain part of the discussion.” Male, ACT
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