


We would like to share with you all one of DBV's many memories. Some of you may not know that three members met two important people in Australia. There are photos, a presentation article, a video link and video transcript.

The 17th April 2013 was an exciting moment for three of us - Trudy, Heather, Michelle met with Prime Minister Julia Gillard and Federal community services Jenny Macklin at the 50th Community Cabinet Meeting, the fifth Community Cabinet in Victoria.

At the start, we had a private meeting with Julia and Jenny and talked about the barriers and self-advocacy for the Deafblind community. The meeting was planned for 15 minutes but extended to 30 minutes, which was a great opportunity to share with them and give them the paper goggles with tiny holes. They wore the pinhole goggles while we discussed communication and mobility barriers. Jenny explained to us about the coming NDIS that had not yet rolled out at that time. We also gave them a DVD we made with SARU (Self Advocacy Resource Unit) about our lives as deafblind people, and a T-shirt promoting deafblind communication.

Afterwards at the community forum in a huge audience Heather raised the issue of closing Kangan Batman TAFE Auslan courses and the concerns of the reduction of trained interpreters for deafblind community. You will see video link from community forum that Julia and Jenny spoke about DBV.

Note: When you click on the link the video automatically opens from 40 minutes and Julia Gillard spoke about Deafblind Victoria, the time is at 41:10 before the forum closed. Click here: https://youtu.be/ttds07pG8KA?t=2486 
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Here is video transcription for you to read:

Dialogue: Heather Lawson – Julia Gillard

Description: TV Camera is at back of a large room that looks like a high school gym. The video shows the backs of the audience, which includes people in a wheelchairs and others with disabilities. On stage, PM Julia Gillard is standing at a lectern, next to a panel of people sitting at a long table, including minister Jenny Macklin and deputy PM and treasurer Wayne Swan. To the left there is an Australian flag and Aboriginal and Torres Strait Island flags.

Julia: We are running out of time, but I did promise the lady here in the front row… yes absolutely, Heather.

Heather [through an interpreter]: Hi. My name is Heather Lawson. I’m deafblind and I work for the DeafBlind Advocacy group for Victoria. My question is: I’m wondering if you are aware that the TAFE course for Auslan here in Victoria has been closed. That happened last year. It is quite disappointing and quite frustrating for us. It’s just because around Australia we don’t have enough education and qualifications around Auslan. Also, if we don’t have the education and qualifications around Auslan that means a lack of resources in terms of Auslan interpreters. And one-to-one support workers. That comes back to RMIT TAFE course in regards to interpreting. So that is alarming for us the deafblind community in regards to our future and what will happen to our support, so I would I like to know what do you think will happen for our future.

Julia: Now I am aware of this issue [applause - waits for finish]. Thank you very much [big smile], we had a great meeting beforehand and a great exchange. Thank you for coming to meet with me and Jenny and for giving us an insight into your world and the services and supports you need. It was a really unique opportunity for us. I am aware that there has been this cutback. We talked more broadly then about TAFE cutbacks and some of the things that have happened. I know there is some work happening on this. Jenny, you might be in a position to refer to some of the things we are trying to see the Victorian state government do in this area.

Jenny [smile]: Can I just reiterate how important this course is? For those who can’t see the interpreting going down in the front here, there is an amazing group of interpreters providing a very, very skilled… I really mean this. They are all looking shy up the front now [loud applause]. Give them a clap.

Heather: Thank you

Jenny: These are the people that really make sure people who are deafblind can communicate, can be part of the wider world and actually say what it is they feel and think every day of their lives. Without these wonderful interpreters of course, their lives are so much more constrained. So, we will do everything we possibly can to make sure we have enough of these interpreters to give people who are deafblind the opportunity to participate in our society, which is their right.

[loud applause]

Thank you.

Close of Cabinets forum

end of page 2


Here are speeches from the private meeting with Prime Minister Julia Gillard

Trudy Ryall:

Thank you for the opportunity to meet with the Deafblind Victorians.

I am Trudy Ryall. I had meningitis at 1 year old and was diagnosed with deafness at 3. In my forties I was diagnosed with retinitis pigmentosa - tunnel vision.  I have a brother with the same genetic condition and it is called Ushers.

We are the only deafblind self-advocacy group in Australia, run by and for the Deafblind community. One of the major problems for the deafblind community is communication access and funding.

There are different types of deafblindness and deafblind people communicate in many different ways which is determined by the nature of their condition and the onset of Deafblindness, whether it is present at birth or acquired later. This determines what resources are available to them.

Some are like Helen Keller (deafblind American) or some still have a little bit of vision and hearing.

For example, someone who grew up deaf and experienced vision loss later in life is likely to use sign language, and English is their second language.
 
Others who grew up blind and later became deaf are more likely to use a tactile mode of their spoken/written language.

Methods of communication include:

· Use of residual hearing (speaking clearly, hearing aids) 
· Use of sight (signing within a restricted visual field or writing with large print).
· Tactile signing, sign language, or a manual alphabet such Deafblind Alphabet (known as "two-hand manual") with tactile or visual modifications.
· Sign language Interpreting services or communication aides.
· Communication devices such as Screen Readers and refreshable Braille displays.

One of the major issues is Deafblind Victorians have problems accessing the appropriate communication for the deafblind community to meet and learn about self-advocacy.  We are unable to have more Deafblind people join our group because there is a lack of funds to meet their special communication needs.  We often have to cancel meetings for this reason.

Deafblind lives would be vastly improved if the UN convention of rights was used to have access to communication funding and be free of exclusion from fundamental freedoms of life.  The deafblind community want to find a way of accessing communication like going to a football game, getting a job or obtaining an education.
 
It would be good to create Australia wide disability self-advocacy on a national level with funding for groups to have ongoing training and communication access.

Thank you for your time. Now it will be Heather and then Michelle speaking.

Heather Lawson:

Hi my name is Heather Lawson.   
 
I am deafblind and have Ushers Syndrome, like many others similar to me. I have been deaf since birth and as I grew older, I gradually lost my sight because of Retinitis pigmentosa (RP). My vision started to deteriorate when I was young and got worse as I grew older. Now I have no sight. My brother and sister are also Deafblind which is caused from a genetic condition called Usher Syndrome.

I have used tactile signing for about 25 years, which means I touch people’s hands to understand what they are saying when they sign. This way of 'touching communication' in Auslan is part of Deafblind culture and the Deafblind world. Without tactile communication, I am isolated and frustrated for not receiving any information. 
 
What are the barriers to the Deafblind community and the quality of life for our community? In Australia many deafblind people are isolated. They have different barriers due to vision and hearing loss such as restricted mobility, lack of communication opportunities, not enough support as well as mental health issues due to depression, grief and isolation. They need help. But where will Deafblind find the appropriate services? Many professionals, carers and counsellors in many disability organizations do not have any type of knowledge or skills working with deafblindness.
 
Three of us use deafblind services through Able Australia where most staff have the skills and knowledge to work with deafblind people. However, there is a significant demand for help or support which is badly needed from specialized deafblind services. This make it very difficult with limited funds. This is due to staff and shortage of funds. It is a huge problem if we choose to use other disability services and we are not given opportunity to choose who we use.
 
What about specific services for deafblind people in each state in Australia?  DHS or the government say they cannot give funds to small organisations. It is true that deafblind need dedicated services – it’s not about small organisations. We cannot see or hear the world around us. Deafblind people are trapped at home because of a lack of dedicated support. It is not fair that they could not afford to pay carers when they need welfare support and independent living skills training. Another issue is that deafblind are unable to go to TAFE to learn about technology. We cannot have a teacher teaching 10 deafblind students in a room. It is vital to have one-to-one support like educational aides. 
 
We want to enjoy life and go out - not just in the few hours of support we have per week, but when we need or want. We should have the right to go out when we like. We don’t want our home to be a gaol, but it feels like it sometimes. The only way deafblind people can do that is to have fair access to both human and technical resources that allows us to enjoy a good life and to participate in the community when we want to – our rights, our choices, our dreams. We tell the government that we want the same access as everyone else.
 
Will the government and NDIS  help us? Will NDIS and deafblind services work together?
 
Thank you now I want to ask Michelle to talk briefly.  

Michelle Stevens:

Thank you, Heather. My name is Michelle Stevens. I was born blind as a result of prematurity and lost my hearing completely due to chronic ear infections and complications. As a full-time musician and piano tuner, my livelihood depended upon hearing. My road to rehabilitation has been long, bumpy and hard. Fortunately, I have  learnt various skills in communication such as tactile Auslan and mobility skills with my guide dog, and learning about technology.

When I first lost my hearing completely, I thought there were no hope and I wanted to take my life and die. 20 years on, I finished University at La Trobe, with a Bachelor of Arts and Graduate Diploma in Deaf Studies, with a lot of help from the university, interpreters and my lecturers.  Able Australia and the music therapy department have encouraged me to play the piano again with help from my implant. Recently I passed the grade eight piano exam.

I do have concerns that in Australia there is not a recognised qualification for people working in the deafblindness field. The Deafblind community in Victoria and some people from NSW and WA  have gone into classrooms from time to time to teach interpreters who are doing interpreting qualifications. Students learn about deafblindness, Deafblind culture and tactile signing. This is done by good luck rather than good management. The Deafblind community in Victoria have worked hard to teach interpreting students what it is like to be Deafblind. Sadly the only full-time Auslan Course at Kangan Batman TAFE was significantly curtailed when the Victorian Government cut the TAFE budgets.  And there is no longer a full-time Auslan course for prospective interpreters and support workers for the Deafblind Community.

Our group Deafblind Victorians is the only group of its type advocating for and run by Deafblind people. Due to the lack of interpreting resources, we cannot give other Deafblind people in Victoria and Australia the same opportunities as us. It takes longer for us to develop our skills and confidence. Due to the limited budget from DHS and OnCall interpreting, we cannot teach other Deafblind people about advocacy.  Both Deafblind Victoria and our national body Australian Deafblind Council are very limited and we feel our hands are constantly tied behind our backs due to lack of resources. I want to recognise the wonderful support we get from SARU (Self Advocacy Resource Unit). SARU helps us with administration, organising meetings etc.

Lastly, will the NDIS allow us to continue to advocate to government (state and federal)?  I heard there is no money for self-advocacy under NDIS.

Will the people who will run the NDIS have the skills necessary to understand about our special needs and the communication barriers faced by the Deafblind community?  This cannot be done by someone sitting behind a desk in Canberra and not understanding our special needs.

I know Mr Abbot has supported the concept of an NDIS. If government changes, will he continue to support the initiatives of NDIS?  Or will they dismantle the NDIS?

Thank you for listening to us today, and please feel free to ask us questions.
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